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 SCIENTIFIC REPORT 

 
a  https://www.dementie.be/home/wat-is-dementie/prevalentie/ 
b  https://www.sciensano.be/nl/pershoek/meer-dan-1-persoon-op-10-lijdt-aan-

een-psychische-stoornis; The number of forced admissions amounted to 
5427 in 2017 and the number of new forced admissions is increasing (3043 

1 INTRODUCTION 
Decisional capacity plays a central role in healthcare. For many important 
treatment decisions as well as for daily care decisions, decisional capacity 
is decisive: is a patient capable to give informed consent to or refuse a life-
saving treatment, can a patient make a well balanced request for a medical 
intervention, what about a senior patient living in a care facility who 
systematically refuses to take a shower and wear fresh clothes, etc.?  

Generally, individuals who lack the decisional capacity to make their own 
decisions about care and treatment have some form of underlying medical 
condition or disability which affects thinking, reasoning and/or memory. 
Examples might be conditions existing from birth (e.g. intellectual disability), 
brain damage from illness or trauma (e.g. dementia, stroke or from an 
accident) or mental health issues (e.g. a psychotic illness).  

In 2020, 220.104 persons in Belgium were suffering from dementia and this 
number is likely to increase steadily in the coming years with an aging 
populationa. Moreover about 10% of the Belgian population has mental 
health issuesb. This is a much broader group than the population for which 
the problem of decisional capacity may arise. However, no precise figures 
are available on this. The growing population of older adults with cognitive 
impairment either in the community or in long-term care and medical 
facilities and the large population of adults and youngsters with mental 
health issues increase the importance on how decisional (in)capacity (and 
its consequences) is dealt with.  

In Belgian and in many other Western jurisdictions the law presumes that 
adult persons are capable of making their own medical decisions until the 
opposite was demonstrated. But what exactly does it mean to say that a 
subject has or lacks the requisite capacity to decide? Is it limited to cognitive 
aspects (i.e. being capable to make and express a choice, understand 

in 2010; 3817 in 2017). See the most recent annual report: Zorginspectie. 
Jaarverslag omtrent de toepassing van de wet op de bescherming van de 
persoon van de geesteszieke in Vlaanderen 
https://publicaties.vlaanderen.be/view-file/40367 

https://www.dementie.be/home/wat-is-dementie/prevalentie/
https://www.sciensano.be/nl/pershoek/meer-dan-1-persoon-op-10-lijdt-aan-een-psychische-stoornis
https://www.sciensano.be/nl/pershoek/meer-dan-1-persoon-op-10-lijdt-aan-een-psychische-stoornis
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information, evaluate the consequences and to handle information 
rationally), or do emotions and values, cultural background and beliefs also 
play a role1? Decisional incapacity may also be temporary or ongoing or may 
only affect certain decisions. Capacity to make a decision can therefore 
change depending on what the decision is, the complexity of the issues 
involved in the decision and when the decision is to be made.  For 
example: a person may know what it is to take headache pills but not 
understand the complexity of cancer treatment and so not be able to give 
effective consent for this treatment.  

The multidimensional character of decisional capacity makes assessment of 
decisional capacity a very challenging task for professionals confronted with 
persons struggling with capacity problems. Yet, assessment of decisional 
capacity and the decision resulting from such an assessment are actions 
that are not to be taken lightly since the decision whether someone is 
capacitated or not is a decision with major consequences. The legal 
consequence is that a capable patient’s decisions, in response to the 
interventions proposed by the healthcare professional, ought to be 
respected, even if this means renouncing lifesaving treatment or other 
interventions that are deemed necessary from a medical point of view. 
Incapacitated patients cannot autonomously decide and will be represented, 
although they will be as much as possible be involved in the decision making 
process. Wrongly stating that someone lacks decisional capacity has thus a 
major impact for patients, since it deprives them of the right to autonomously 
decide. Saying of someone who lacks decisional capacity that he/she has it 
is also a great failure, for then we fail to protect someone who cannot decide 
for him/herself2.   

In Belgium, there is only few guidance giving substance to the vague notion 
of decisional capacity and to the practical assessment and support of 
decisional capacity within the existing legal frameworks. In that scope, it is 
not surprising that there is a perceived need by professionals for clear 

 
a  M. SCHOONACKER, De wet op de patiëntenrechten: kennis, toepassing en 

attitudes bij beroepsbeoefenaars, 2006, www.vlaamspatientenplatform.be, 
80 e.v. en 147; M.N. VEYS, De Wet Patiëntenrechten in de psychiatrie, Gent, 
Larcier, 2008, 41 

guidelines on the approach towards decisional capacity and its assessment 
and supporta. 

In this study we elaborate on the needs (including barriers, facilitators for 
assessment and support) of Belgian care professionals and patients in the 
assessment and supporting (=empowering patients to make decisions about 
care of health care interventions and thus preserving or ‘repairing’ their 
decisional capacity) of decisional capacity in order to identify potential 
approaches for improvement. To do so, it deemed necessary to have insight 
in how decisional capacity in persons with dementia or mental health 
problems should be and/or is conceived and how and when decisional 
capacity can be assessed and/or supported. Furthermore, the concept of 
“decisional capacity” is legally relevant to support a patient in its autonomy 
and right to self-determination. As such legislation is a.o. useful when it 
comes to the definition and organisation of a sound procedure for substitute 
decision-making when a patient has been judged incapacitatedb. In that 
scope we also assessed the place of decisional capacity and the 
consequences of being (in)capacitated in the Belgian patients’ rights law and 
other relevant legislation. Furthermore, we also paid attention to the 
importance and consequences of decisional (in)capacity in the case of 
admission to certain care facilities, such as a residential care center or 
(compulsory) admission to a psychiatric hospital.  

b  A. HONDIUS, I. HEIN, P. TROOST, “Tot slot” in I. HEIN en A. HONDIUS 
(eds.), Wilsbekwaamheid in de medische praktijk, Utrecht, De Tijdstroom, 
2018, 204 
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2 SCOPE OF THE STUDY 
This report specifically covers the capacity (or lack thereof) of a care user to 
make a full-fledged decision about their care (setting) at a particular 
moment. Although many (related) terms are used in literature and in different 
disciplines (medicine, law, ethics,…), we use the term “decisional capacity” 
(DC) for this report.  

The scope of the study is limited to decisional capacity and its assessment 
and supporting: 

1. for the following types of decisions:  

o medical care. This is to be understood as health care as defined in 
the Belgian patient’s rights act, i.e. ‘services provided by a 
healthcare professional aiming at the promotion, diagnosis, 
maintaining, curing or improving the health status of a patient, to 
change the fysics of the patient primarily for aesthetical reasons or 
to accompany the patient in the process of dying’ (art. 2, 2° 
Patient’s rights act). Forced sterilisation and other forced 
interventions related to reproduction are out of scope for this report. 
Healthcare professional is to be understood as in the definition of 
the Belgian patient’s rights act and encompasses the profession of 
physician, dentist, pharmacist, nurse, physiotherapist, midwife, 
care professional (zorgkundige in Dutch, l’art infirmier in French), 
clinical psychologists, paramedical professions and non-
conventional professions such as accupuncture, homeopathie, 
chiropaxie and osteopathie (art. 2, 3° Patient’s rights act). 

o Health-related ‘daily’ care (washing, feeding,...); 

 
a  A. VELLINGA, “Psychiatrische stoornissen”, in I. HEIN en A. HONDIUS 

(eds.), Wilsbekwaamheid in de medische praktijk, Utrecht, De Tijdstroom, 
2018, 98-104; I. ELZAKKERS, “Anorexia nervosa”, in I. HEIN en A. HONDIUS 
(eds.), Wilsbekwaamheid in de medische praktijk, Utrecht, De Tijdstroom, 
2018, 106-112. 

o Admission and/or stay in care facilities (such as rest homes or 
psychiatric hospitals); 

o Participation to a research (as a clinical trial). 

2. in patients >18 years old suffering from a fluctuating and/or 
degressive decisional capacity because of the following underlying 
diseases/disorders: 

o (early) dementia.   

o mental health problems due to a psychiatric disorder (e.g. a 
psychotic illness, anorexia, bipolarity,…).  

Although it is obvious that for the persons with mental health problems the 
particular underlying pathology may have an impact on the way decisional 
capacity is manifestinga and thus on the needs related to its assessment, 
supporting and repairing, we decided not to select specific mental health 
problems. The generic elements underlying all types of decisional capacity 
problems will be focussed on. Yet, if particularities linked to a specific 
disease arise, we will highlight them. 

We choose to zoom in on patient groups with a fluctuating or degressive 
mental health status, because for these groups the assessment and 
management of decisional capacity is more difficult (>< coma patients where 
it is clear that they have no decisional capacity or mentally disabled persons 
who have a “more static” decisional incapacity and where decisions will often 
be made by a substitute decision-makerb). The fluctuation or degressive 
character of the decisional capacity in both patient groups also makes issues 
of advance care planning or crisis planning relevant. We also opted to focus 
on persons with dementia rather than opening it up to all kinds of 

b  The term substitute decision-maker may refer to different types of substitute 
decision-makers, see Table 6. 
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neurodegenerative disorders because persons with dementia represent the 
largest group in this categorya.  

Furthermore, we decided to solely include adults in our scope since 
decisional incapacity in minors automatically implies the element of 
‘authority’ (and representation by their parents or tutor) because of their age. 
Several principles of incapacity in adults also apply to minors as minors 
become adolescents and their capacity increases, but the assessment 
whether adolescents are sufficiently capable to decide on their health 
requires a different approach than in adults.     

Decisional capacity is closely related to the notion “health literacy”, which 
is the degree to which individuals have the capacity to obtain, process, and 
understand basic health information and services needed to make 
appropriate health decisions3. Whereas the underlying reason of decisional 
incapacity is often a medical disorder, health illiteracy may be due to non-
medical factors such as low intelligence, cultural background, etc. Although 
persons with low health literacy may experience similar problems to persons 
with mental capacity problems due to a disease/disorder, the sole fact of 
having health illiteracy will/should not end up in taking away someone’s 
autonomy to decide by replacing the competence to decide by someone 
else. For this study, persons with low health literacy and absence of a 
mental health disorder are out of scope.  

3. In the following care contexts:  

The (health)care relationships between the person and the 
professionals in the following settings are in scope:  

o psychiatric hospitals in the mental health sector 

o residential care facilities in the older persons care sector 

o home setting (this implies a non-residential setting and 
management/intervention… by primary care ) 

 
a  https://mrc.ukri.org/successes/investing-for-impact/priority-

challenges/neurodegeneration-dementia-and-mental-health/what-is-
neurodegeneration-dementia-and-mental-health/ 

The care contexts were particularly relevant for the selection of 
partipants in the qualitative parts of the study (i.e. professionals active 
in these settings or patients residing/having resided in these settings) 
(see chapter 7 and 8). For the literature review (see chapter 5) we did 
not specifically target at a particular setting. Most of the publications did 
not specify a setting (since it are broad reviews) and when there is a 
focus on a setting it was often the hospital setting. 

4. The following types of assessments are out of scope: 

o Formal assessments to support Court decisions or to advice 
notaries, where healthcare professionals describe (but do not 
evaluate and decide on) the patients’ mental health disorder having 
a possible impact on decision making capacity, for instance in the 
scope of forced admissions to a psychiatric hospitalb. In those 
cases, healthcare professionals have an advisory role on the 
decisional capacity of the person concerned (in contrast with 
evaluations in the scope of healthcare related decisions where they 
have a decisive role).  

o The evaluation of the Federal control- and evaluation commission 
of the conformity of euthanasia with the lawc. It is part of this control 
to check the elements based on which it was ascertained that the 
request for euthanasie was voluntary, well considered and 
repeated and was not made as a result of any external pressure. 

b  Art. 5 § 2 wet betreffende de bescherming van de persoon van de 
geesteszieke, B.S. 27 juli 1990 

c  Art. 7, lid 2, 6° wet betreffende de euthanasie, B.S. 22 juni 2002 

https://mrc.ukri.org/successes/investing-for-impact/priority-challenges/neurodegeneration-dementia-and-mental-health/what-is-neurodegeneration-dementia-and-mental-health/
https://mrc.ukri.org/successes/investing-for-impact/priority-challenges/neurodegeneration-dementia-and-mental-health/what-is-neurodegeneration-dementia-and-mental-health/
https://mrc.ukri.org/successes/investing-for-impact/priority-challenges/neurodegeneration-dementia-and-mental-health/what-is-neurodegeneration-dementia-and-mental-health/
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5. Despite the fact that the place of decisional capacity in the legislation 
related to euthanasia and forced admissions was mentioned in the legal 
part, the topics of euthanasia and forced admissions were not 
specifically analysed in the literature review to avoid a too large focus 
on this type of interventions. In the qualitative part, these two topics 
were not initially focussed on in the case vignettes that were judged by 
the professionals and in the questions for patients. Yet, since they were 
spontaneously brought up by patients or professionals, these topics 
have been included in the results.  

3 RESEARCH QUESTIONS  
3.1 Research question 1: What are the different 

approaches towards decisional capacity, its 
assessment and support? 

In this research question 3 topics will be addressed.  

• Terminology and concept: Various terms are used when talking about 
decisional capacity. In this research question we will try to shed a light 
on the different notions used. Furthermore it will be assessed what is 
covered by the notion ‘decisional capacity’ according to the different 
common approaches. The interpretation of decisional capacity 
concerns the required competences: what must a person be capable of 
to be considered capacitated?   

• Assessment: In this topic we focus on the different approaches of how 
evaluation of decisional capacity can be done, on context elements (i.e. 
when/where/at which moment/under wich circumstances, for which 
(health)care interventions is it necessary to evaluate decisional 
capacity) as well as on operational elements (by means of which tools, 
competences of the professional,…). 

• Support: In this topic we will adress how persons with problems of 
fluctuating and/or degressive decisional capacity can be supported so 
that their capacity can be repaired or (longer) maintained. 

3.2 Research question 2: How  does Belgian legislation 
deal with decisional capacity and its assessment and 
support?   

This research question addresses the legal framework surrounding 
decisional capacity in Belgium. It will encompass the notion of decisional 
capacity in Belgian legislation, the consequences of (in)capacity and to what 
extent legislation defines or gives guidance related to the interpretation of 
the notion and the processes of assessment and/or support of decisional 
capacity. Furthermore, we also paid attention to the importance and 
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consequences of decisional (in)capacity in the case of admission to certain 
care facilities, such as a residential care center or (compulsory) admission 
to a psychiatric hospital.  Where relevant, examples from legislation in 
foreign countries have been quoted. 

3.3 Research question 3: What are the needs of 
(health)care professionals (in the domain of dementia 
or mental health problems) in the assessment and 
support of decisional capacity?  

The needs of Belgian healthcare professionals active in the domain of 
dementia or mental health problems from different settings 
(geriatric/psychiatric wards, home care, general practice,…) related to the 
assessment, support and repairing of decisional capacity of persons with 
mental health issues or dementia are explored. More specifically, we will 
address what professionals understand by decisional capacity, how the 
evaluation of DC should take place, the barriers and facilitators they observe 
and the possible tools they need to assess, support or repair decisional 
capacity. 

3.4 Research question 4: What are the needs of the 
persons with mental health problems or dementia in the 
assessment and  support of decisional capacity? 

The needs of persons with mental health problems or dementia in the 
assessment, support and repairing of decisional capacity will be assessed. 
More specifically, we will address what the respective persons understand 
by decisional capacity, their vision on how the evaluation of DC should take 
place, the barriers and facilitators they observe and the support (or other 
elements) they need to feel comfortable with the evaluation of their DC. 

The same topics as for the professionals are addressed, but from the 
patients’ point of view.  

4 METHODOLOGY 
The four research questions are addressed by a mix of methods:  literature 
review (grey as well as scientific literature), qualitative methods (online 
discussion groups with professionals and online interviews with persons with 
dementia/or mental health problems) and review of legislation, doctrine and 
jurisprudence. The results of the different chapters were integrated in a 
discussion and conclusions chapter. The detailed methodology for the 
different parts is described in the respective chapters.  
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5 DECISIONAL CAPACITY IN SCIENTIFIC 
LITERATURE  

5.1 Objective 
The aim of this review was stated in the beginning of the project as “to 
identify healthcare professionals’ and patients’ needs (including barriers and 
facilitators and tools) in the assessment, support and repairing of mental 
capacity” (see research questions 3 and 4). Moreover, the literature search 
provided also material alimenting research question 1 on how decisional 
capacity in persons with dementia or mental health problems should be 
and/or is conceived and how and when decisional capacity can be assessed 
and/or supported.  

Hereto, we performed a global explorative review of the international 
literature. 

5.2 Methodology 

5.2.1 Search strategy 
After a scoping search we decided to construct a broad general search 
based on the topic of the review i.e. ‘mental capacity’ and its synonyms. The 
search strategy was constructed using Medical Subject Headings (Mesh) 
and relevant keywords. 

The following search was executed in Pubmed and adjusted for other 
databases (see Appendix 1.1): "Mental Competency"[Mesh] OR “mental 
capacity” OR “mental incapacity” OR “decision-making capacity” OR “mental 
competency” OR “decision-making competency” 

In July 2018 we searched 5 literature databases (see search strategies in 
Appendix 1.1).  

5.2.2 Selection criteria for in- or exclusion 
The search results were assessed by a single researcher (PMI) on the PICO 
structure as described in the Table 1. 
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Table 1 – Selection criteria of the search strategy based on the PICO structure. 
 Inclusion Exclusion 

Population (P) Mental capacity in adult patients 
with dementia OR mental 
disorder, c.q. health professionals 
dealing with mental capacity in 
those patients 

Children 
Persons with learning difficulties or intellectual disabilities 

Intervention (I) Needs towards the 
1. Assessment 
2. Support 
3. Repairing 
Of mental capacity 

Assessment, support or repairing of mental capacity related to domains outside of this search as 
sexual or financial capacity 

Comparison (C) - - 

Outcome (O) Method to 
Barriers 
Facilitators 

 

Study Design  Narrative Reviews 
Systematic Reviews 
Descriptive articles 
Qualitative and Case studies 

Editorials 
Book reviews 
Letters to the editor 
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The articles were selected on the following languages: English, Dutch, and 
French and on the date 2008-2018. Only publications of populations or 
interventions from Western Countries i.e. EU28/EEAa + USA + Canada + 
Australia and New Zealand were included.  

Given the nature of the topic 
(ethical/philosophical/legal/medical/psychological/…) and the fact that there 
are a lot of interesting references that have a qualitative nature, the logic of 
a review of reviews was not applied.   

This led to 139 obtained full-texts to further analyse. 

An update was performed in march 2021 to search for additional reviews. 
The search results were assessed by a single researcher (PMI) on in- and 
exclusion criteria, leading to an additional 42 documents to analyse (total 
139+42= 181).  

Because of the large size of the material, it was decided to limit the search 
results to documents dating from 2016 on, since this was the search date 
applied by the UK National Institute for Health and Care Excellence (NICE) 
for the Guideline NG108 ‘Decision-making and mental capacity” published 
in October 2018.4 The UK guidance is indeed based on a systematic 
literature review focusing on decisional capacity in medical context which 
we considered as a high quality basis for the present search. 

This limitation lead to 89 documents to further analyse based on full text. 

 
a  EU28/EEA = Austria, Belgium, Bulgaria, Croatia, Republic of Cyprus, Czech 

Republic, Denmark, Estonia, Finland, France, Germany, Greece, Hungary, 
Ireland, Italy, Latvia, Lithuania, Luxembourg, Malta, Netherlands, Poland, 
Portugal, Romania, Slovakia, Slovenia, Spain, Sweden and the UK + Iceland, 
Liechtenstein and Norway + Switzerland 

5.2.3 Data to retrieve / analysis  
The 89 documents were imported in NVivo for data-extraction and analysis, 
done by a single researcher (PAJ). 

The second analyst-researcher decided to exclude some further documents 
and finally analysed 76 documents. The reasons for those exclusions are 
available in Appendix 1.2. 

Due to the complexity of decisional capacity of persons with mental health 
problems or dementia and its multidimensional aspect, we decided to 
analyse the literature according to the following framework: 

• Definition of each concept used;  

• Description of each process to assess, support, maintain, and repair the 
decisional (in)capacity with a particular interest in the potential impact of 
crisis planning and advance care planning; 

• Identification of the barriers, facilitators and needs of the health 
professionals and the persons with mental health problems to support, 
maintain, and repair the decisional (in)capacity. 

In this chapter we propose a narrative analysis of a systematic and 
general search for the international literature. Because of the 
explorative nature of the literature search and the large size of 
available material, it was not possible to give comprehensive review of 
the international literature on all dimensions and concepts related to 
the decisional capacity. 
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5.3 Results 

5.3.1 Description of the included articles 
A total of 76 articles4-79 were included in the analysis. As showed in 0, 50 
were presented as reviews or discussion (including 1 guideline, 2 guidance 
and 1 thesis). Among the 21 primary studies, there were 17 qualitative 
studies, 2 cross-sectional studies and 2 interventional studies. Finally, 4 
articles discussed cases and 1 presented a panel event. 

A majority of the publications came from the UK (28), the US (18) and 
Australia (7). The others were European (from Switzerland (5), Germany (2), 
Belgium (2), Sweden (2), Spain (2), France (1), Ireland (1), Finland (1), Italy 
(1), Switzerland-Croatia (1)). The last ones came from Canada (2), 1 review 
from Japan, 1 review from Korean and 1 international review (Brazil, The 
Netherlands & UK). 

Dementia is the focus (at least partially) of 23 articles while 16 considered 
all mental health incapacity without distinction. Among the other potential 
sources of incapacity, psychosis were the focus of 3 articles, bipolar 
disorders of 3 articles too and borderline disorders, schizophrenia, 
depression for 1. 

Most of the publications did not specify a setting (since they are broad 
reviews) and when there is a focus on a setting it is often the hospital. The 
specific role of the general practitioners and the nurse are mentioned 
respectively by 2 and 4 articles. 

The assessment of the mental capacity was studied by 27 publications. We 
found 2 other major topics: the advance decision (such as advance care 
planning) in 14 articles and the supported decision-making in 10 articles (+ 
2 shared-decision making). The other articles analysed the concept of 
mental capacity (9), the process of decision-making (5) , the best-interest 
principle (6) and the decision by a surrogate (2). There were also 6 articles 
presenting a criticism of the Mental Capacity Act 2005 (MCA), the act that 
was designed in England and Wales to empower and protect individuals 
(see Appendix 1.3).  

Some publications encompassed more than one topic. 

5.3.2 Presentation of the findings 
In front of a complex domain such as decisional capacity, there are several 
ways for presenting the findings. We decided to organize them in 7 
categories. Firstly, we start by an enlightenment of the concepts as they are 
used by the authors. This first category is a finding per se, underlining the 
vagueness and inconsistency of the terms used. Secondly we provide some 
characteristics related to the potential sources of a decisional capacity. 
These characteristics are important because they can explain some aspects 
of the mental capacity management. The part 3 focuses on the assessment 
of the decisional capacity. It is indeed the indispensable step before the 
management of the incapacity. The part 4 presents few impacts of incapacity 
in the medical context and the part 5, 6 and 7 propose three kinds of 
management according to a hierarchy described in the literature, i.e. 
supported decision-making, advance decision and surrogate decision-
making. The HCPs and patients’ needs in terms of  barriers and facilitators 
are described in the part 3, 5, 6 and 7. All the findings are based on the 
literature retrieved according to the first general search as described above. 

The limitations of this narrative analysis of literature and a proposition of 
future search questions/domains close this chapter. 

5.4 PART 1 - Terminology 

5.4.1 Decision-making : a complex phenomenon 
Decisions are not simply about the here and now, they are about what has been and 
what will be.52 

Historically, decision-making process was thought as rational, depending on 
the brain function. Progressively it was recognized that decision-making 
depends not only on a “rational process-oriented analysis of choices and 
related outcomes” but also on emotions.52 Two systems or modes of 
decision-making are currently distinguished i.e. system 1 : intuitive, fast, 
automatic, unconscious, holistic and able to interpret high level of 
information at once and system 2 : deliberative, conscious, analytical, 
reason based, verbal and relatively slow, with limited information capacity.20 
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System 2 “requires more time and energy, but can lead to more favorable 
results.”52 

In general, it was suggested that none of these systems are superior to the 
other and as both systems operate in parallel and influence each other.20 
Individuals can display more use of one system depending on the situation 
but also on individual preferences for a certain decision-making style.20 
Some people tend to favor either intuition (i.e. system 1) or deliberation (i.e. 
system 2).20 

Each day, one makes decisions from a variety of options. Identifying these 
options or alternatives requires activation of different cognitive constructs 
with the risk that the framing of these constructs may influence which option 
one may choose.55  A common example of framing a decision is to balance 
the gain versus the loss, which appeals to the emotional contribution to 
decision-making.55 

As van Duinkerken et al. highlights: “What is or not a reasonable decision is 
ambiguous and subjective”.71  

5.4.2 Decision-making in the medical context 
In the medical fields, few authors focused solely on the rational aspect of 
decisional capacity. 

“Decision-making capacity typically refers to a set of learned skills 
and abilities necessary for making rational decisions”25, others 
focused also on the intuitive process.20, 55 

Intuition is described as particularly relevant in health care decisions 
because they are highly complex and have to be often taken in a short 
timeframe. Not only the treatment options and their associated risks and 
benefits have to be taken into account but also long-term consequences for 
the patient’s life or social environment.20 

As Wade  said, “The patients need to use a complex bundle of information 
to reach a decision based on their own values and priorities”.72  

In taking decisions on medical topics, the role of emotion, already existing 
in common decision, can become more important.20, 55 

As described in 5.6 (PART 3 – Assessing decisional capacity), this can have 
consequences in the capacity assessment.54 

In literature, two categories of decisions are proposed in a medical context: 
individual health management (diagnosis/treatment/new accommodation, 
etc.) and research participation. For both, an adequate informed consent is 
crucial which requires to meet three criteria: full information disclosure, 
voluntariness, and patient’s capacity to make a decision.(Appelbaum, 2007 
quoted by Parmigiani)48 In the research context, an additional risk exists, 
named the therapeutic misconception. In this case, patients involved in 
clinical research fail to acknowledge the distinction between research and 
usual care, and assume that decisions about their care will be made only for 
their individual benefit.48 This implies to take perhaps more precautions 
before including persons with mental disorders in research. 

5.4.3 Different wordings and four elements 

5.4.3.1 Mental, decisional or decision-making capacity 
There is a lack of consistency in the terms used to design the ability of health 
care users  to make their own health care decision43 in the scientific literature 
as well as in legal references.37 (See more details in the Legal part of this 
report)  

In the NICE Guideline NG108 ‘Decision-making and mental capacity” 
published in October 2018, capacity is defined in the glossary as “The ability 
of a person to make their own choices and decisions. In order to do this, a 
person needs to be able to understand and remember information, and 
communicate clearly – whether verbally or non-verbally – what they have 
decided. A person may lack capacity because of a mental health problem, 
dementia or learning disabilities.”4 

As showed in the Table 2, mental capacity, decisional capacity or decision-
making capacity are the three principal ways for wording, with sometimes a 
definition very close to each other. Most of them are based on the four 
elements constituent of the competence to consent to treatment as 
described in the model of Grisso and Appelbaum published in the nineties6, 

7, 11, 12, 17, 19, 25, 34, 37, 43, 47, 48, 64, 71, 72, 78 
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• Understanding: ability to comprehend relevant information in relation to 
decisions to be made; this information can be spoken or written; 

• Appreciating: ability to appreciate the situation and the consequences 
of alternatives possibilities, especially concerning one’s own illness and 
the probable consequences of one’s treatment options;  

• Reasoning: ability to manipulate information rationally (or weight the 
information received in a rational way in the context of a coherent value 
system); this step depends upon the information being available to the 
person, either in their memory or on paper or some other medium; and 

• Expressing a choice: ability to communicate the own choice (whether 
by talking, writing, using sign language or assistive technology).  

These four elements are sometimes converted in some other concepts, with 
a difference between US (based on the items above) and UK texts which 

underline the importance of “retaining”, (remembering the information long 
enough to make a voluntary choice) instead of “appreciating”, and mention 
the terms “using and weighing” the information instead of “reasoning”. 

These four elements are also used to identify decisional incapacity (see 5.6 
PART 3 – Assessing decisional capacity). 

Basically, the model of Grisso and Appelbaum appeared to focus on the 
deliberative/analytical system of the decision-making without taking into 
account the intuitive system (and the emotional aspect, the person’s 
values…).20 However, as Wade et al. said “One interpretation of a person’s 
appreciation and reasoning would be that they take into account their 
underlying values and priorities and use these during the reasoning process 
to arrive at a decision.”72 This question is developed in the PART 3 – 
Assessing decisional capacity (see 5.6).  

 

Table 2 – Definitions of the capacity to make a decision as quoted in the retrieved review 
Term used Definition Characteristics Ref 
Decisional 
capacity 

Patient’s ability to understand and retain 
information relating to the decision at hand, 
and to appreciate the consequences of 
any decisions made. 
 
 

- is not a fixed measurement but exists on a 
continuum; 

- essentially a psychological construct now 
enshrined in law (Government of Ireland, 
2015); 

- can be affected by several factors—
alcohol, acquired brain injury, disability, 
cognitive impairment or dementia; 

- loss can be temporary, permanent or 
ever-fluctuating; 

- can change depending on how a patient is 
feeling on the day or how they are being 
supported and treated. 

Dowling et al.17 
2020 
Review 

Decisional 
capacity 

The ability (legally, ethically, and otherwise) 
to make medical decisions. 
 
The generally accepted legal and ethical 
standards for capacity fall into four 

- capacity is domain-specific & can vary 
depending on the type of decision with 
which someone is faced (e.g. treatment 
decision vs decision about investments);  

Marron37 
2017 
Review 
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Term used Definition Characteristics Ref 
categories: understanding, appreciation, 
reasoning, and communicating a choice 
 
 
 

- capacity is task-specific (e.g., capacity for 
simpler decisions—such as receiving a flu 
vaccine—while lacking capacity for more 
complex ones—such as deciding among 
approaches to the treatment of metastatic 
cancer).  

- capacity is temporally-specific. Decisional 
abilities fluctuate with changes in mental 
state related to such variables as electrolyte 
balance, oxygenation, delirium, pain, and 
anxiety. 

Decisional 
capacity 

Following the model of Grisso and 
Appelbaum, decisional capacity consists of 
four elements, i.e. understanding, 
appreciating, reasoning, and expressing 
a choice. 
 
 
 
 

- Difference between capacity threshold to 
consent to clinical research versus 
treatment. 

- For clinical research: capacity includes 
“understanding and manipulating 
information related to the possibility to 
receive a placebo or not benefitting directly 
from the experimental intervention, as well 
as the possibility to withdraw from the study 
at any time without negative consequences, 
or the risk for serious or unknown adverse 
events”. 

Parmigiani48 
2021 
Systematic review 

Decision-
making 
capacity 

The cognitive ability to understand and 
appreciate contexts and decisions, not the 
actual outcomes of the choices made.  
“When a person has capacity to make a 
particular decision, they are able to 
understand the facts involved, understand 
the main choices, weigh up the 
consequences of the choices, understand 
how the consequences affect them and 
communicate their decision” 

 John26  
2020 
Systematic review 

Decision-
making 
capacity 

Making an informed decision with future 
consequences depends on understanding 
spoken and written information provided, 
logical reasoning capacity about this novel 

 Van Duinkerken71 
2018 
Systematic review 
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Term used Definition Characteristics Ref 
information, appreciation of the (future) 
consequences of the decision, and the 
ability to communicate the decision.  

Decision-
making 
capacity 

An individual’s ability to understand the 
significant benefits, risks, and alternatives to 
proposed health care and to make and 
communicate a healthcare decision 

• Although clinicians often view capacity as a 
continuum, from a legal perspective 
patients either do or do not possess it. 

• Capacity is a state that can be lost and 
regained. It is issue- and time-specific. It 
is an action, not a manifestation of 
personality. For instance, patients with 
mental illnesses who may face adjustment 
difficulties in many areas can nevertheless 
be capable of making informed decisions 
about the treatment they receive. 

• Decision-making capacity is a complex 
process that requires high-level executive 
functioning, with 3 particular skills: (1) fluid 
intelligence, or the ability to reason, think 
abstractly, and solve problems, (2) 
metacognition, or the ability to reflect on 
one’s own thinking and reasoning process; 
and (3) numeracy, the ability to reason 
using probabilities. 

Stuart63 
2018 
Narrative review 

Decision-
making 
capacity 

A set of learned skills and abilities necessary 
for making rational decisions. Decision-
making capacity includes four core 
components: (Based on the Grisso and 
Appelbaum model) 
1. comprehension—ability to understand the 
information presented to the person;  
2. appreciation—ability to understand the 
relevance of the information presented to the 
person’s own situation;  
3. reasoning—ability to manipulate 
information rationally, especially when 

• Decision-making capacity is dimensional, 
with people having varying degrees of the 
mentioned underlying abilities, which may 
fluctuate over time and with the context, 
type of decision, and motivation and 
emotion. 

Jeste25 
2018 
Overview of legal & medical literature 
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Term used Definition Characteristics Ref 
evaluating the stated risks and benefits of 
alternative courses of action; and  
4. choice—ability to communicate clearly 
and consistently her or his decision 

Decision-
making 
capacity 

Based on the Grisso and Appelbaum model 
which relied competence to consent to 
treatment on four legal standards: the ability 
to communicate a choice; the ability to 
understand relevant information; the ability 
to appreciate the situation and its likely 
consequences; and the ability to 
manipulate information rationally 

• regarding treatment, is closely related to the 
autonomy, the exercise of self-
governance, and the ability of an individual 
to take intentional actions. 

Cacedo-Barbra12 
2020 
Systematic review 

Decision-
making 
capacity 

Based on the Grisso and Appelbaum model  
The extent to which an individual is capable 
of understanding and remembering 
information, and using this to make and 
communicate their choice. 

 Barry7 
2018 
Narrative review 

Decision-
making 
capacity 

Patients have capacity for decision-making if 
they demonstrate cognitive understanding 
of the situation by reasoning from present 
circumstances to future possible risks and 
benefits of the decision, demonstrate 
evaluative understanding of the 
consequences based on long-standing 
values and beliefs, and are able to 
express a preference. 

 Clionsky14 
2016 
Narrative review 

Medical 
decision-
making 
capabilities 

Based on the Grisso and Appelbaum model 
that consists of four abilities: (1) the ability to 
express a choice; (2) the ability to 
understand information relevant to 
treatment decision-making; (3) the ability to 
appreciate the significance of that 
information for one’s own situation, 
especially concerning one’s illness and the 
probable consequences of one’s treatment 

 Ostermeyer45 
2016 
Narrative review 
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Term used Definition Characteristics Ref 
options; and (4) the ability to reason with the 
relevant information so as to engage in a 
logical process of weighing treat 

Mental 
Capacity 

Ability to make one's own  
decisions, based on the ability to 
understand and reason. 

• not determined by diagnosis or individual 
characteristics, but 

• dependent on the impact of a person's 
impairment and the nature of a specific 
decision to be made at a particular time. 

Jenkins24 
2020 
Narrative review 

Mental 
Capacity 

Ability to understand, retain and weigh 
information about the decision, and 
communicate the decision 

 Zukcak79 
2016 
Narrative Review 

Mental 
Capacity 

Ability to make a decision and involves 
understanding and weighing information 
relating to a decision and alternative options 
and retaining that information long enough 
to make the decision. 

 Nowland44 
2019 
Systematic review 

Mental 
Capacity 

The extent to which a patient can absorb and 
use information to reach a decision using 
their own values and priorities (or also below 
in the text ability to use “personal 
preferences” to arrive at a decision based 
on information provided).  
Based on the four features of the functional 
model (Grisso and Appelbaum model). 
• In England and Wales, the Mental 

Capacity Act refers to four features of 
mental capacity: understanding, 
remembering, using and weighing, 
and communicating; 

• In the United States, mental capacity is 
defined by four features: 
understanding, appreciation, 
reasoning, and expression of a 
choice. 
 

• referred to the extent to which a patient can 
absorb and use information to reach a 
decision using their own values and 
priorities; 

• is decision-specific; some decisions are 
more complex than others, and some 
people will have more capacity than others; 

• cannot be evaluated with unambiguous 
ratings of “no ability” or “full ability” on all 
dimensions.  

• is not categorical but relative, so that 
judgement has to be used to decide on 
capacity. 

Wade72  2019 
Narrative review 
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Term used Definition Characteristics Ref 
This four-factors approach to defining 
mental capacity does not explicitly consider 
the decision in relation to a person’s values. 
However, one interpretation of a person’s 
appreciation and reasoning would be that 
they take into account their underlying 
values and priorities and use these during 
the reasoning process to arrive at a decision. 

Mental 
abilities 

Based on the United States case law  and 
the four traditional criteria of the Grisso and 
Appelbaum model: 
(1) understanding refers to the ability to 
comprehend treatment-related information, 
such as information about the present 
disorder, treatment options, and related risks 
and benefits;  
(2) appreciation refers to the ability to 
acknowledge that one is suffering from a 
particular disorder (i.e., insight into the 
disorder). It also refers to the ability to 
recognize the consequences for oneself of 
the disorder and of potential treatment 
options, including the ability to acknowledge 
that treatment could be beneficial (i.e., 
insight into the necessity of treatment);  
(3) reasoning refers to the ability to 
manipulate information rationally, using logic 
to compare the risks and benefits of 
treatment alternatives; and  
(4) evidencing a choice refers to the ability 
to communicate a choice 

• critics advocate for fuller acknowledgment 
of emotional factors 

Hermann21 
2016 
Narrative review 
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5.4.3.2 Capacity vs Competence 
The Grisso and Appelbaum model assessed not textually the decisional 
capacity but “the competence to consent to treatment”.12  

Several authors distinguished the terms capacity and competence but they 
linked the first to the medical context and the second to the legal context.25, 

37, 45, 47, 53, 63  

“When clinicians refer to patients’ medical decision-making 
capability, the medical term “capacity” is used. When judges in court 
adjudicate on a person’s decision-making capabilities, the legal 
system refers to such capability as “competency”.(Ostermeyer)45  

It is highlighted that these two concepts are not similar: The outcome of a 
clinical assessment of a patient’s decisional capacity made by a clinician is 
not synonymous with a determination of a patient’s legal competence status 
made by the court.47 (see also legal part).  

“While incapacity means an individual’s inability to understand the 
significant benefits, risks, and alternatives to proposed health care 
and to make and communicate a health care decision, 
incompetence refers to an enduring general inability to act 
prudently. When applied, it entails a loss of various personal 
liberties”.(Stuart and Thielke)63 

In practice however many authors use both capacity and competence 
interchangeably 12, 21, 26, 37, 64, 71, 72 and use the adjectives “mental” or “legal” 
to characterize the two kinds of capacities. In the legal part of this report, 
more information is provided on this distinction on legal 
capacity/competence and decisional/mental capacity/competence. 

In the following, we use “decisional capacity”(except within quotes) as 
generic term for individual’s ability to make a decision either for his own 
health care management (diagnosis, treatment…) or research participation. 

5.4.4 Decisional capacity: decision and time specific 
Several attributes are related to decisional capacity, in the literature (as 
showed in Table 2). Among them, two characteristics are essential and 
useful for understanding the nature and scope of its assessment.37, 72  

First, capacity is decision-specific which means that capacity may vary 
depending on the type of decision with which someone is faced. This is 
presented as domain-specific11, 37, 72 and task-specific11, 14, 35, 37, 53, 57. For the 
domain-specificity, one example provided in the literature is a patient with a 
focal delusion about his or her physician who may lack capacity to make a 
treatment decision, while being perfectly competent to make a decision 
about investments.37  For the task-specificity in the same domain, one 
example is “in the medical domain, a person with impaired decisional 
abilities may retain capacity for simpler decisions—such as receiving a flu 
vaccine—while lacking capacity for more complex ones—such as deciding 
among approaches to the treatment of metastatic cancer.37   

The fact that the decisional capacity is decision-specific is paramount 
because this limits the determination of the incapacity in one narrow and 
well defined decision.  

“If an individual is found to lack capacity in respect to one particular 
decision, it should not be assumed that this means they will lack 
capacity in all other decisions”.(Barry)7  

It is generally accepted that the greater the complexity of the decision and 
the higher the risk associated with the patient’s choice, the greater degree 
of capacity that is required. This is sometimes referred to as a “sliding scale” 
approach.37, 45 

But as the authors of one guidance72 said: “Almost all significant health care 
decisions are complex through a combination of: 

i. the range of consequences arising from any decision, ranging from the 
immediate and biological consequences to long-term, often social 
consequences  

ii. uncertainty about the likelihood of each of the potential consequences of 
any decision, positive and negative  
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iii. uncertainty about the extent of each particular consequence”.72  

Secondly, capacity is time-specific11, 14, 25, 35, 37, 43, 45, 53, 57, 76 Decisional 
abilities can fluctuate with changes in mental state related to such variables 
as for example delirium, pain, anxiety, medication, substance abuse, 
decrease level of oxygenation, etc.7, 23, 37, 45 Some underlying pathologies 
can also evolve: For example, a patient might lack the capacity while 
depressed or psychotic but may have full medical decision-making capacity 
once no longer depressed or psychotic.45  

“Capacity is a state that can be lost and regained. It is issue- and 
time-specific. It is an action, not a manifestation of 
personality”.(Stuart and Thielke)63 

These two characteristics together define a decisional capacity that can be 
variable according to the context, the type of decision, the degree of 
complexity and may fluctuate over time. This will have an impact on the 
assessment as it is exposed in the PART 3 – Assessing decisional capacity 
(see 5.6). 

“Thus, capacity assessments are of necessity about a specific 
decision, with a given degree of complexity, at a single point in 
time”.(Marron et al.)37  

This two characteristics are also important to counteract a vision, shared by 
many healthcare professionals, that capacity is a continuum and decisional 
capacity is gradual (which is different from the dichotomous legal 
perspective where patients either do or do not possess it).35, 43, 63 In fact, 
“although mental abilities can gradually be reduced in a single person, that 
person either does or does not have decision-making capacity (DMC) for a 
particular decision at a given point in time. That DMC is either present or 
absent at a particular point in time also implies that DMC can fluctuate over 
time, for example, in certain forms of dementia, in delirium, depression, or 
schizophrenia.”(Novosel et al.)43   

Key points on decision-making in the medical context 

Decision-making is a complex phenomenon, involving 2 systems: a 
deliberative (system 2) and an intuitive (system 1).  

• None of these systems are superior to the other and both systems 
operate in parallel and influence each other. 

• Individuals can display more use of one system depending on the 
situation but also on individual preferences for a certain decision-
making style. 

• Intuition (with values, emotions, preferences, etc.) is described 
as particularly relevant in health care decisions because they are 
highly complex and have to be often taken in a short timeframe. Not 
only the treatment options and their associated risks and benefits 
have to be taken into account but also long-term consequences for 
the patient’s life or social environment. 

Decision-making in medical context concerns individual health 
management (diagnosis/treatment/new accommodation, etc.) but also 
research participation.  

• For both, an adequate informed consent is crucial which requires to 
meet three criteria: full information disclosure, voluntariness, and 
patient’s capacity to make a decision.  

• In the research context, an additional risk exists, named the 
therapeutic misconception (i.e. failure to acknowledge the distinction 
between research and usual care, and belief that decisions about 
their care will be made only for their individual benefit).This implies to 
take perhaps more precautions before including persons with 
mental disorders in research. 

There is a lack of consistency in the terms used to design the ability of 
health care subject to make their own health care decision (e.g. mental 
capacity, decisional capacity or decision-making capacity).  

• Most of the definitions are based on the four elements constituent of 
the competence to consent to treatment as described in the model of 
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Grisso and Appelbaum published in the nineties (understanding; 
appreciating; reasoning, expressing a choice). The part of the 
intuitive system (and emotions, values, etc.) in the decision-making 
is seldom explicitely mentioned in the definitions. 

• Capacity and competence are sometimes distinguished (with the first 
linked to the medical context and the second to the legal context) but 
they are often used interchangeably in practice. 

• We use decisional capacity in this document (except within quotes) 
as generic term for individual’s ability to make a decision either for 
his own health care management (diagnosis, treatment…) or 
research participation. 

Two characterisitics of decision-making are essential and useful for 
understanding the nature and scope of its assessment. 

• First, capacity is decision-specific which means that capacity may 
vary depending on the type of decision with which someone is faced. 
It is generally accepted that the greater the complexity of the decision 
and the higher the risk associated with the patient’s choice, the 
greater degree of capacity that is required.  

• Secondly, decisional capacity is time-specific since it can fluctuate 
with changes in mental state as for example delirium, decrease 
oxygenation, pain, anxiety, medication, substance abuse, etc. 

• This two characteristics make that each individual does or does not 
have capacity to decide for a particular decision at a given point in 
time. This counteract a vision, shared by many healthcare 
professionals, that capacity is a continuum and decisional capacity is 
gradual. In fact, decisional capacity may vary from decision to 
decision as well as from time to time. 

 
a  https://www.legislation.gov.uk/ukpga/2005/9/contents 

5.5 PART 2 - Pathologies as source of decisional capacity 
impairment 

Several kinds of impairments of the mind or brain can alter the decisional 
capacity in adults. Most of them are related to neurological diseases (e.g. 
dementia, stroke..) and mental illnesses/psychiatric disorders (such as 
schizophrenia, bipolar disorder, depression…).12, 23, 30 The specific issue of 
intellectual disabilities is out of the scope of this report. 

The literature from UK emphasized the content of the Mental Capacities Acta 
from 2005. In this act, two steps for assessing are described with the 
identification of impairment of mind or brain as the first one and  verification 
if the person is unable to make the decision in the second one. 

Variability on methods across studies makes it difficult to precisely estimate 
the prevalence of decision-making capacity in patients.12 In England and 
Wales, around two million people were estimated to have conditions that 
limit their decision-making capacity for themselves at some point because 
of illness, injury or disability.4, 24, 72 The lack of capacity concerns 25% to 
40% of in-hospital patients23, 72, 45% in psychiatric wards33 and up to 40% 
of people receiving home care support72. Moreover, it appears that about 
60%–75% of nursing home residents have moderate to severe dementia 
and are therefore likely to lack capacity for major decisions.72   

In consistency with our scope and in order to illustrate the problem of 
decisional capacity impairment, we present below data for some 
neurological diseases, mental and affective disorders. Most of them involve 
a fluctuation in impaired decisional capacity (followed or preceded by 
periods of unimpaired decisional capacity). However we are far from 
comprehensive. 



 

KCE Report 349 Decisional capacity 33 

 

 

5.5.1 Dementia 
Dementia is quoted by several retrieved references as a source of capacity 
impairment.9, 10, 19, 28, 29, 38, 42, 50, 51, 53, 65, 68, 71, 77, 78  

Dementia is a progressive neurodegenerative disease with ongoing 
deterioration of physical and cognitive functions such as memory, executive 
functioning, and attention. This can have an impact on simple decisions 
(e.g., what clothes to wear, what food to eat) as well as complex ones (e.g., 
what medical procedures to pursue, whether to live in a nursing home).38, 78 

The prevalence of dementia is high and is increasing worldwide. It is 
estimated that over 50 million people suffer dementia in 201929, 77 and is 
anticipated to be 115 to 152 million globally by 205029, 42, 77. Alzheimer’s 
disease is the most common dementia in both older (i.e. 65 years and over) 
and younger (i.e. under the age of 65) people.38 

Some authors suggested that individuals with dementia (notably Alzheimer 
disease) have limited decisional capacity.67 In one study, 60% of patients 
with mild to moderate Alzheimer disease were found to lack medical 
decision-making capacity regarding treatment.53    

However, a diagnostic of dementia does not imply per se decisional 
incapacity.50, 53, 78 Firstly, there is a correlation between increasing 
impairment in decision-making ability and severity of dementia78 and, for 
example, the capacity can be gradually affected by the progressive amnesia 
characteristic of the disorder53. Secondly, a number of other factors such as 
age, gender, and educational status can play a role on the patients’ 
involvement in the decision-making.78 The neuropsychiatric symptoms that 
commonly complicate dementia (e.g. apathy, anxiety, depression, 
delusions) may also intrude on the patient’s decision-making.53  Finally, 
because of the 2 characteristics of decisional capacity (decision and time-
specific), explained in the Part 1, the impairment cannot be considered as 
an all-or-nothing principle but has to be applied on the specific decision and 
timing.71 For example, it was showed that patients with Alzheimer disease 
can be better capable to give consent for low risk research than for high 
(more complex) research.71  

Yet, despite a growing body of evidence and pressure from consumer 
organisations, stigmatising attitudes prevail and people with dementia 
continue to voice concerns that health professionals remain reluctant to 
include patients in the decision-making process.50  This leads to some formal 
declarations such as the use of “The United Nations Convention on the 
Rights of Persons with Disability (2006)” to “ensure that people with 
dementia have access to the same rights as the general population, such as 
rights to autonomy, independence, and freedom to make choices (Dementia 
Alliance International, 2016).”50   

Problem with end-of-life 
End-of-life experiences are further complicated for patients with dementia 
and one author underlines that they are at greater risk for poor quality 
end-of-life care than people without dementia.(Sutherland)65 For example, 
in one study, nearly half (41%) of long term care home residents with 
dementia had received aggressive treatment that is of little benefit in the 
advanced stages.(Mitchell et al., 2009 in Sutherland) 

These findings raise serious questions about the process of end-of-life 
decision-making for people with dementia.65(More information on 
advance care planning is available in the PART 6 -  Advance decision- 
see 5.9) 

5.5.2 Brain tumors and other neurological cancers 
Besides dementia, another focus found in the literature regarding decisional 
capacity concerns neurological cancers, especially high-grade central 
nervous system (CNS) tumors. According to a narrative review from 2020 
focusing on decisional capacity in oncology37, one study demonstrated a 
lack of capacity to consent to neurological procedure in one-quarter of 
neuro-oncology patients, another found some degree of impaired capacities 
for research consent in one-third of malignant glioma patients and another 
one showed a lack of competence for treatment decisions in 60% of patients 
with brain metastases.37  
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Decisional capacity in patients with neurological cancer can be related to 
alterations in cognition although the second does not equate to the first. In 
oncology, alterations in cognitions can be observed and linked to numerous 
factors including the nature of the cancer itself (primary disease or 
metastases in the central nervous system), treatment effects (e.g. 
radiotherapya), comorbidities unrelated to the underlying cancer diagnosis 
and/or anxiety or depression.37  

However, the same review showed that physicians often fail to detect 
decisional incapacity in their patients.37 

“In the British study of medical inpatients, for example, only one-
quarter of incompetent patients had been identified as lacking 
capacity by their treatment teams, and among the neuro-oncology 
patients approximately half of those lacking capacity had not been 
detected”.(Marron et al.)37  

5.5.3 Schizophrenia spectrum and other psychotic disorders 
Schizophrenia is a severe mental disorder appearing generally in late 
adolescence or early adulthood with an estimated prevalence of 
approximately 1% in the worldwide population.64 Three main categories of 
symptoms are described: positive symptoms (such as delusion or 
hallucinations), negative symptoms (restricted affect and drive), and 
impairments in cognitive function.64 ) 

The impact of schizophrenia on the decisional capacity was analysed in a 
metareview from 2020 on several psychiatric disorders.12 Another 
publication focused specifically on schizophrenia: a narrative review from 
2019 studying the relation between the competence to consent and 
cognitive function in patients with schizophrenia.64 )   

Both reviews mentioned that a moderately impaired decision-making ability 
in clinical research and treatment was found for individuals with psychosis 

 
a  Radiation therapy to the central nervous system has demonstrate the 

potential to incite more pronounced and longer-term memory impairment, 

compared to healthy individuals.12, 64 Each component of the decision 
capacity model can be decreased (understanding, appreciation, reasoning 
and expression).12 The patients age was also quoted with a more obvious 
impairment of decisional capacity in older patients than in younger patients 
with schizophrenia.12  

However, this impairment is temporary and not be equated with decisional 
incapacity in all cases.12, 64 Calcedo-Barbra et al. underlined that up to three 
quarters of severe mental disorder patients, including individuals with 
schizophrenia would have capacity to make decisions in the context of their 
illness, in particular specific decisions related with their treatment.12   

Calcedo-Barba et al. noted a high  heterogeneity in designs and methods 
and emphasized that most of the reviews concerns psychotic patients 
already hospitalized or requiring hospital admission which means more 
severe symptoms, greater needs, etc. and the risk to overestimate the 
impact of psychiatric disorders on decisional capacity. A difference between 
psychiatric and non-psychiatric settings is quoted with a lower level of 
decisional capacity in patients (not specifically with schizophrenia) in 
psychiatric setting (55% vs 66%). Some factors can influence the decisional 
capacity by decreasing cognition in psychiatric inpatients: the severity of 
psychotic symptoms, a stressful life event (e.g., hospitalization) and higher 
doses of medication.12 

In outpatients, no difference was highlighted in the proportion of non-
psychiatric and psychiatric patients having or lacking capacity to consent to 
treatment or hospital admission and impairment in decisional capacity was 
not a distinguishing feature of schizophrenia patients.12  

In conclusion the meta-review showed that people with schizophrenia have 
generally the capacity to make difficult decisions such as to consent to 
hospital admission or to treatment and that this level of capacity is higher in 
everyday life in the community.12  

with some 50–90% of survivors exhibiting “disabling cognitive dysfunction,” 
though such studies have not observed direct deterioration leading to 
incapacity. 37  
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5.5.4 Bipolar and related disorders 
Bipolar affective disorder is a common mental disorder characterized by 
disabling and extreme fluctuations in mood: depression, mania and mixed 
states. The prevalence estimates is around 1–2% in adult population. Some 
individuals have only one episode but about 80% relapse (at least once) 
within 5 to 7 years.62 

One systematic review from 2020 explored advance decision-making in 
patients with bipolar affective disorder (see also 5.9).62 Authors mentioned 
that, coinciding with extreme fluctuations in mood, people with bipolar may 
experience fluctuations in decision-making mental capacity for treatment 
(DMC-T), particularly during prolonged episodes of mania.(Stephenson)62 
Barriers to advance directives such as document completion (see 5.9) were 
mentioned as fewer for bipolar than for other severe mental disorders (e.g. 
schizophrenia or depression).62 

One  narrative review focuses on self-binding advance directivesa in bipolar 
disorders and on the role of the patient himself to define the threshold for 
loss of capacity (see 5.9).27 Barriers for some practitioners to apply shared 
decision-making and patient involvement is mentioned by one study on 
clinicians views and experiences of treatment decision-making in bipolar 
disorder.18  

 
a  A self-binding advance directive is an agreement, written by someone with 

Bipolar, with the help of their care team and, if they liked, their family/friends. 
It would explain what usually happens when they become unwell and what 
sort of treatment is usually helpful. Most importantly, it would aim to make 
sure that a person receives this treatment, even if they no longer have the 
ability to recognise that it is needed. 

5.5.5 Depression 
Depression is an affective disorder characterized by “hopelessness, 
helplessness, deeply entrenched feelings of guilt and worthlessness, 
anhedonia, and other symptoms.”21  

Major depression is a leading cause of disability worldwide and it is 
estimated that nearly 1 in 6 Americans will experience major depression in 
their lifetime.45 

Depression is quoted by several authors as source of impaired ability to 
decide, notably to appreciate information.34, 37, 43 One review on the impact 
of emotion and value in the medical decisional capacity assessment found 
that when a person is affected by deep depressive feelings, their values, 
desires, beliefs are often dramatically changed. For example, indifference 
feelings and undervaluing positive outcomes are mentioned. In this context, 
decisions can become widely inconsistent with what would have been 
chosen in a healthy state.21 The question of decision authenticity appeared 
to be crucial in depression.21, 27 

However, one narrative review highlighted that although several meta-
analyses have revealed decision-making capacity defects in depression, 
many patients with depression do have capacity.45 When impairment 
occurred, most evidence indicated an impairment in appreciation of 
information (application of the facts to the own situation) and choices as well, 
notably due to perception distortions.45 

Another review showed that in some patients, depression can slow 
processing down to the degree that they present with symptoms consistent 
with a dementia or a pseudo-dementia, which mimics the cognitive 
symptoms of a true dementia. This can make challenging differentiation 

 https://www.hra.nhs.uk/planning-and-improving-research/application-
summaries/research-summaries/self-binding-advance-directives-in-bipolar-
phase-1/ 

 

https://www.hra.nhs.uk/planning-and-improving-research/application-summaries/research-summaries/self-binding-advance-directives-in-bipolar-phase-1/
https://www.hra.nhs.uk/planning-and-improving-research/application-summaries/research-summaries/self-binding-advance-directives-in-bipolar-phase-1/
https://www.hra.nhs.uk/planning-and-improving-research/application-summaries/research-summaries/self-binding-advance-directives-in-bipolar-phase-1/
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between dementia-like symptoms caused by depression and a true 
dementia that includes depressive aspects.14   

5.5.6 Autism spectrum disorders 
Autism was related to new criteria since 2013 which changed the 
denomination into autism spectrum disorders (ASD), suppressed the 
subdiagnoses (autistic disorder, Asperger syndrome, etc.) and made a 
distinction depending on levels of severity.55  According to a narrative review 
from 2019 on advance directives in patients with autism spectrum disorders 
(ASD), the lack of clear distinction in subdiagnoses may lead healthcare 
professionals to make erroneous assumptions about the capacity of 
individuals with ASD based on stereotypic conceptions of persons with 
autism, ignorance of nonlinear levels of impairment, and how a collection of 
symptoms manifests physically, emotionally, and cognitively.55 

The impact of ASD on decision capacity is not so clear. In one hand, patients 
with ASD have a tendency to rely heavily on the more deliberative and 
logical approach of the decision-making and the susceptibility to the framing 
effect can be reduced in some contexts, due to a reduced tendency to 
incorporate emotional information into the decision-making process.55  In 
another hand, impairment in decision-making may be linked and further 
exacerbated by higher levels of anxiety and depression, emotional states 
that often accompany health crises for patients and their families when the 
patient or surrogate has ASD. Exhaustion, problems engaging in the 
process, and a tendency to avoid decision-making is also quoted by 
Satkoske.55 

Moreover, because they do not display neurotypical emotional responses, 
patients with ASD can be assumed by the health care providers as not able 
to understand, care, or appreciate the gravity of the situation.55  

In conclusion, persons with ASD should not be considered as persons who 
do not have capacity to act as their own decision makers or as surrogates, 
but rather that health care providers may need to be cautious with these 
patients, providing additional time, quiet environment, clear, concise, and 
logical presentation of necessary information...55 (see 5.9). 

In the United States, it is estimated that each year around 50 000 individuals 
with ASD reach 18 year old.55 

Key points on diseases potentially altering decisional capacity 

• Several kinds of impairments of the mind or brain can alter the 
decisional capacity in adults. Most of them are related to 
neurological diseases (e.g., dementia, stroke, Parkinson disease, 
multiple sclerosis) and mental illnesses/psychiatric disorders (such 
as schizophrenia, bipolar disorder, depression…) 

• Variability on methods across studies makes it difficult to precisely 
estimate the prevalence of decision-making capacity in patients. 
The lack of capacity is considered as impaired in around 25% to 40% 
of in-hospital patients, 45% in psychiatric wards and up to 40% of 
people receiving home care support.  

• A large proportion of persons with these kind of pathologies can have 
all their abilities to make a specific decision regarding their health 
care and loss can be temporary or ever-fluctuating.  

• For some pathologies as dementia, there are concerns regarding the 
reluctance of healthcare professionals (HCPs) to include patients in 
the decision-making process ; for others as neurological cancers, 
there is concerns regarding the failure by HCPs to detect decisional 
incapacity in their patients. 

• Therefore, it is necessary to determine that the patient really 
lacks capacity, for the specific decision and on the specific time 
when the decision should be made. 

• One paramount point that can summarize this chapter can be: 
“diagnosis cannot be considered as synonymous of incapacity”. 
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5.6 PART 3 - Assessing decisional capacity 
Besides the NICE guideline, 27 articles retrieved by the general search 
strategy concerned the assessment of health care decisional capacity.  

An important issue to be mentioned before starting the chapter on 
assessment of decisional capacity is the current context in which we are 
living. As exposed in the legal chapter (see 6.8), the United Nations (UN) 
Convention on the Rights of Persons with Disabilities (CRPD) emphasized, 
since 2006, in particular with article 12, the predominance of autonomy 
and the right to decide for everybody. In this context, each individual has 
to be considered (to have legal capacity and) as able to make a decision. In 
a strict interpretation of the CRPD by the Committee on the Rights of 
persons with disabilities, there is no longer assessment of capacity and all 
kinds of tests for incapacity need to be abolished. Furthermore, it is 
suggested that this assessment should be made in order to determine who 
needs and can benefit from an supported decision-making approach.25 

However, not all countries and authors follow this interpretation of the 
Convention. And some authors propose new (mixed) models, where 
assessment of capacity still plays a role(see legal part). 

Five questions are presented below to which we aimed to provide an answer 
based on our literature findings on decisional capacity assessment: when, 
how and by who this assessment should be performed, which barriers and 
which facilitators can be related to this topic. 

 
a  There are exceptions to the informed consent process, and they include (1) 

emergency as risk of serious injury or loss of life ; (2) incompetence; (3) 
waiver situation i.e. when the patient releases the clinician from liability and 
gives the clinician some treatment-decision leverage (e.g. a patient 
undergoing surgery may agree for her surgeon to do additional surgery if the 

5.6.1 When is a formal assessment needed?  

5.6.1.1 For which situations? 
Many health care situations require an informed consenta, either in 
individuals management or for research participation. To provide this 
informed consent, patients have to be able to make a decision (in addition 
to declare full information and voluntariness).(Appelbaum, 2007 quoted by 
Parmigiani)48  

Since few pathologies per se can be considered as synonymous of 
decisional incapacity and since there should be a presumption of 
capacity in everybody4, 16, 35, 72 (according to the CRPD as described in the 
previous chapters), identifying a person with incapacity requires some 
efforts. 

An implicit assessment of patients’ ability probably occurs during every 
practitioner-patient encounter22, 37, 43, 47, 53 but this is not exempt from bias, 
preconception and error.  

Therefore a paramount question analysed in the literature is: when is a 
formal decisional capacity assessment needed? 

Two extreme positions are described and considered as unwise and/or 
unfeasible: on the one hand, the “no need of formal testing” where all 
persons must be assumed able to make a decision until there is evidence of 
the contrary based on clinical judgement 16, 72 and on the other hand, the 
“systematic testing” where every patient should receive a formal assessment 
because of the professional and legal consequences of not assessing 
capacity correctly.72   

patient’s medical situation warrants it during the intervention); and (4) 
therapeutic privilege i.e. when a clinician does not reveal information to a 
patient when such information poses a psychologic threat so serious as to be 
medically contraindicated (e.g. an emergency department physician may not 
inform a distressed patient that he/ she suffers from a myocardial infarct until 
medically stabilized).45  
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In practice, assessment of decisional capacity appears to be far from 
systematic.26, 72 This leads to a risk of an overestimation of the patient's 
ability to give informed consent for medical decision.26  

Moreover, it seems that assessment is executed more under certain 
circumstances, notably in case of disagreement between the patient and 
the healthcare professional or in front of an ‘unwise decision’ (as 
perceived by the healthcare professionals).7, 23, 26, 47, 53, 63, 72   

“Anecdotally, clinicians report that decisional capacity is questioned 
only when the patient refuses treatment or disagrees with the 
treatment plan, or when a patient refuses placement in a residential 
aged care facility”.(John et al.)26  

“In other words, we suspect that in actual application, the issue of 
consent capacity tends to be discussed explicitly not so much in 
terms of capacity to consent but capacity to dissent/refuse 
treatment”.(Palmer et al.)47  

One literature review underlined that law and guidance specify in general 
that an assessment of capacity must not relate solely on a person's age, 
appearance, condition or behavior.76 Moreover an absence of objection 
does not equate a consent.51, 72   

“An unwise decision is not evidence of a lack of capacity, and a 
decision expected by the clinician is not evidence of 
capacity”.(Wade et al.)72  

In this context, some authors mentioned it is essential that clinicians 
determine the patient's decisional capacity prior to actions which carry risk 
and/or have long-term consequences in order to ensure consent was 
informed and valid and to determine if assistance is needed.26, 37, 72 
In a review focusing on older patients in preoperative context, Kumar 
mentioned that decisional capacity assessment is particularly important if 
deficits are found on cognitive testing.31 This can give a clue that a formal 
decision capacity assessment will be needed. However, two other 
systematic reviews highlighted that cognitive tests cannot substitute a 
decisional capacity assessment and further studies are needed to 

understand which cognitive functions are associated with the decisional 
capacity to consent to treatment and research.48, 71 

In a clinical guidance, Wade proposed a kind of triage leading to four patient 
groups (see Table 3 below). The triage is not only based on the individuals’ 
ability but also on the type of decision to be made: ‘immediate’, ‘urgent’ and 
a variety of ‘elective’ decisions. This can be linked to one of the two 
characteristics of the decision-making process as explained in the chapter 
‘Decision-making: a complex phenomenon’ (see 5.4.1).  

The type of decision is categorized by Wade73 as shown in Figure 1. 

Figure 1 – Kind of medical decision according to Wade et al.73 
A. Immediate decision, in a life-threatening situation such as cardio-
respiratory arrest.  
B. Urgent decision, in a potentially life-threatening situation such as chest 
infection, sepsis, acute heart failure, repeated seizures, or acute kidney 
failure.  
C. Elective decision, in a potentially life-altering situation. This 
encompasses a wide range of situations where someone develops 
symptoms or signs, usually unrelated to the underlying condition, that 
potentially indicate a new illness needing investigation and/ or treatment. 
This might include symptoms of cancer, liver disease, or any other of very 
many diseases.  
D. Elective decision, concerning screening or preventative interventions. 
This covers matters such as screening for bowel cancer, influenza 
vaccination, and especially ongoing treatments such as antihypertensive or 
anticoagulant drugs.  
E. Elective decision, concerning ongoing active treatments keeping a 
disease or other problem under control such as renal dialysis, gastrostomy 
feeding, insulin, a tracheostomy, ventilation and steroid replacement 
therapy.  
F. Elective decision, concerning some specific actions that may have 
lifelong consequences, such as moving to a nursing home. 
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Other authors confirmed the importance of the severity and urgency of the 
decision for defining the rigor needed for the assessment.4, 53, 63   

“For example, a moderately depressed patient’s refusal to take an 
antidepressant may seem ill advised but would not require the same 
level of evaluation as the decision by a middle-aged man with a 
subarachnoid hemorrhage who refused to have a neurosurgery that 
could save his life.”a (Stuart and Thielke)63 

As shown in the figure above, moving to a nursing home (category F) is also 
included in the list of medical decisions proposed by Wade.72 Other 

challenges to the health care system exist, such as a decision on driving 
abilities of a patient or the ability to live independently and safely.26  

According to Wade et al., the triage based on the patient’s ability and the 
kind of decision allows to define the importance of decisional capacity 
assessment.72 Wade proposed to categorize the patients in four groups as 
presented in the Table 3 below. However, the severity and urgency of the 
decision as described in the Figure 1 above are not explicitly mentioned in 
this categorization (where only the terms significant decision is 
mentioned).72 

 

Table 3 – Categories of assessment needed depending on the level of capacity and the kind of decision according to Wade et al.72  
 Level of capacity and kind of decision Level of assessment needed 

A Definitely have lost capacity, are unlikely to recover it soon, and need or will need significant decisions to 
be made.  
Examples include people with severe cognitive losses and people with a prolonged disorder of 
consciousness. 

 
 
Need their lack of capacity formally documented, with reasons 
given (underlying medical cause and the basis for this 
conclusion) and the probability of improvement (and if so, a 
suggestion of review time), but do not require detailed 
assessment 

B Are lacking capacity, but  
a. no significant (irreversible and/or risky) immediate decisions are needed, and  
b. capacity is likely to recover before any significant decisions are needed  
Examples include people concussed and in posttraumatic amnesia but recovering, or people who are 
suffering alcohol intoxication. 

C Have sufficient capacity to make all necessary decisions,  
a. some patients will need and must be given extra time and support in the process. 

Should be documented formally 
Will take up some resource, in terms of evaluating how best to 
support them and providing the support 

D Need a significant decision made, but it is uncertain whether they have capacity to make the decision. Need more detailed attention 

 

 
a  Notice that this example confirms the link sometimes established between 

assessment and treatment objection. 
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Wade said that a large number of people have a loss of capacity so obviousa 
(group A) that no more detailed assessment is required ; all information 
should be documented (including the diagnosis). Some patients are lacking 
capacity but at that time they do not need to take a significant decision and 
capacity can recover (group B). In this case, documentation of the analysis 
and eventually imposing a timeframe for assessment is enough. Another 
large group has obviously capacity (group C) but if the patient has a 
condition likely to reduce capacity, the basis sustaining the current 
assessment should be provided, to allow others to evaluate this assessment 
and the potential changes that may be observed in the future.  

For the group of people where capacity is uncertain (group D), the 
uncertainty about capacity should be documented (with evidence and 
reasoning statement on prognosis) and prolonged discussions by a wide 
group of professionals are needed for deciding on capacity by consensus 
and planning the situation management.72 This is crucial if the decision is 
significant. Even in this group, many decisions will be about minor or even 
trivial matters, and the person’s capacity may become clear through 
observation and brief assessments over a few days.72  

Therefore, even if the number of patients lacking capacity seems to be 
large, the number needing a careful and often prolonged assessment 
of capacity is likely to be much smaller.72  
However, in those cases, there may be difficulties in coming to an 
agreement about capacity even after detailed assessment.72 In a survey 
among 24 HCP in Switzerland, Iseli confirmed that medical situations were 
deemed complex if a patient suffered from multiple diseases or from 
diseases that require intense and specialized treatment. In these cases, it 
was perceived difficult to communicate the consequences of medical 
interventions, even to patients with only slight cognitive impairments.22  

 
a  For example if the person is in a coma, grossly intoxicated or clearly 

delirious.7 

As the NICE guidelines summarized: “Effective assessments are thorough, 
proportionate to the complexity, importance and urgency of the decision, and 
performed in the context of a trusting and collaborative relationship”.4 

5.6.1.2 At which optimal timing? 
Because decisional capacity is fluctuating (see 5.4.4 point “Decisional 
capacity: decision and time specific”), several authors mentioned it is 
challenging for the clinician to make an assessment at the optimal time or 
each time there is any change.4, 7, 22, 76 

“If a person regularly changes their views on medical treatment, it 
can be hard to know whether valid consent has been obtained. 
Consideration should be given to whether the decision in question 
can be delayed, or whether those who know the patient well can 
provide additional information on what their previously held wishes 
were”.(Barry and Docherty)7 

Although it is recommended to define capacity at the time a decision needs 
to be made51, it is not always feasible. For example crisis for psychotic 
patients or delirium is considered as not an optimal time for capacity 
assessment.14  

Hospitalization can worsen some situations (for example because 
environment is disorientating and distressing, particularly for older 
or acutely unwell people7 but in the opposite it can improve them if 
the patients feel well due to the structure of the hospital setting, ”then 
the team may judge the person to have capacity to return home. 
Once at home, the patient might well decompensate without the full-
time nursing care that was received at the hospital”.14. 

Sometimes, clues are defined in advance to recognize the time when 
capacity is lost. In bipolar affective disorders, a self-binding directive can 
outline behavioral signs that the person herself has identified, based on her 
own history, as indicative of loss of capacity. Manifestation of these signs 
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should trigger a formal capacity assessment, which should be guided by 
information in the directive.27 

“Presumably, the idea is that a person who has experience of past 
manic episodes can say retrospectively at which point (as marked 
by their known pattern of symptoms and behaviours) they lose 
decision‐making capacity for treatment”.(Kane)27 

5.6.1.3 In which frequency?  
Because decision-making capacity are always dynamic and subjected to 
change76, it is possible that a decisional capacity assessment should be 
repeated as situations or the person’s mental status may improve.47   

Repeated assessment (or at least a one-time repetition) is suggested by 
several authors in order to decrease uncertainties and to detect the patient’s 
best possible cognitive state.7, 14, 22, 54, 58, 72  

“'For all the case studies, if there was an opportunity to enable that 
person to make a decision, if I thought another visit, or continued 
visits, would help I would consider that. I wouldn't just end the 
assessment and say they lacked capacity'.(Rogers et al.)54 

Yet this is a considerable addition to the clinical routine because re-
evaluations are time-consuming, and time is generally in short supply in 
clinical practice.22  

In an overview of medical and legal literature, Jeste et al. emphasized that 
“At present, there is no empirical evidence or recognized consensus 
regarding how frequently decisional capacities should be revaluated, but the 
frequency/likelihood of change is probably dependent on the cause and 
nature of the underlying impairment”.25 

However, according to the CRPD, one author of a panel event mentioned 
that mental capacity assessments should be as infrequent as possible in 
order to respect persons’ autonomy (and should be performed only if support 
services and options are not sufficient).16   

5.6.2 How can an assessment be performed?  

5.6.2.1 Preliminary information of the patient 
Some authors emphasized that information of the person who will be 
assessed is a paramount preliminary step that should be undertaken before 
performing a formal assessment of decisional capacity.37, 54. As Marron said: 

“It is a matter of fairness and this gives the patient an opportunity to 
maximize his or her performance; however, an explicit consent to be 
evaluated is not required”.37  

5.6.2.2 Three approaches, none perfect 
As mentioned in the legal part of this rapport (see 6.3.3.5), three models 
were described to assess capacity : the status, the outcomes and the 
functional approach.  

The status approach assumes that patients with a certain status or a certain 
state of health (e.g. dementia patients, psychiatric patients, mentally 
disabled patients, etc.) are by definition considered incapable of making all 
decisions. As mentioned in the chapter “Pathologies at source of decisional 
capacity impairment” (see 5.5), this approach implies a (too high) drastic 
restriction of autonomy.. 

The outcome approach defines incapacity in terms of irrationality of the 
treatment decisions. As noticed in the chapter “When is a formal assessment 
needed?” (see 5.6.1), this approach makes that a patient can be considered 
as in decisional incapacity since his/her decision is “unwise” according to 
the healthcare professional or in capacity just because he/she agrees with 
the HCPs proposition. 

The third model, or the functional approach, defines incapacity in terms of a 
substantial impairment of functional and psychological capacities related to 
decision-making. It implies that decisional capacity can be “assessed by the 
heath care professional involved, for each patient concerned, case-by-case 
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and for each medical intervention separately”.a Despite its imperfections, 
this model is broadly used in the literature analysed here. The four criteria 
from the Grisso and Appelbaum model  that will be presented below are 
related to this model. 

5.6.2.3 Four standards commonly assessed 
As shown in the point “Different wordings”(see 5.4.3), the four elements 
linked to the model of Grisso and Appelbaum are commonly used to assess 
the functional abilities for decision-making.7, 17, 19, 21, 22, 26, 31, 34, 35, 45, 47, 53, 54, 63, 

64, 71, 79This is inserted in legislation in England and Wales within the 2005 
Mental Capacity Act (MCA)19, 54, in Ireland within the Ireland’s Assisted 
decision-Making (Capacity) Act 201617 or in Australia within the Consumer 
Directed Care (CDC) service model50. According to a narrative review from 
2019, GPs also often intuitively rely on these criteria when they assess 
decisional capacity in their patients with dementia.6  

All four components(i.e. understanding, appreciating, reasoning, expressing 
choice)  must be present for a person to be deemed capable of making 
healthcare decisions.47  ““Understanding” refers to the ability of the 
individual to comprehend the information being disclosed in regard to his/her 
condition as well as the nature and potential risks and benefits of the 
proposed treatment and alternatives (including no treatment)” This implies 
for example that an evidenced ability to describe the information in his/her 
own words (and no ability to parrot-back the words provided by the HCPs or 
to read them verbatim off of a printed consent form). “Appreciating” refers 
to the ability to apply the relevant information to one’s self and own situation. 
One illustrative case is the person with bipolar disorder who does not 
recognize his/her illness because in an acute manic episode and fails to 
appreciate personal risks, despite an intellectual understanding of the 
disease. “Reasoning” refers to the ability to engage in consequential and 

 
a  Wetsontwerp 19 februari 2002 betreffende de rechten van de patiënt,  Parl. 

St. Kamer 2001-02, nr. 1642/001, 40-42 en verslag M Gilkinet en H. Brouns 
8 juli 2002, Parl. St Kamer 2001-02, nr. 1642/012, 95-96 en 118 

comparative reasoning and to manipulate information rationally and 
“Expressing choice” refers to the ability to communicate a decision.47   

This functional approach can be adapted in some circumstances. For 
example, in older people, Lhermite et al. quoted a study showing that five 
basic elements are considered as necessary by experts to assess the 
decisional capacity: the ability to appreciate the consequences of the 
decision for oneself (98%); the ability to answer yes or no to a question 
(87%); the ability to provide rational reasons for the decision (80%); the 
ability to explain the treatment’s alternatives, risks, and benefits (79%); and 
the making of decisions that seem reasonable (57%).34 This last element is 
not easy to be assessed, as van Duinkerken reminded it in a systematic 
review on decision in Alzheimer patients: ”establishing what is a reasonable 
decision can be very subjective” and thus little used.71  

The authors of one discussion quoted that “A substantial body of research 
on the standard criteria for “decision-making capacity” – as defined, for 
example, in the work of Grisso and Appelbaum – show a level of agreement 
between independent assessors, a strong index of “objectivity”, that is very 
high.(Szmukler)66  

However a relative agreement between assessors does not mean an 
accurate agreement. The four-components model of capacity is not without 
critics. In particular, there have been some concerns expressed that it is 
overly “cognitive” and does not sufficiently attend to issues such as 
authenticity, patient values, or the impact of affect or emotions.47  These 
issues are presented in the ‘chapter Importance of persons’ values, emotion, 
intuition’ below (see 5.6.2.5). 

Note that in addition to explaining the importance of making and 
communicating a consistent choice, one narrative review mentioned that the 
model from Grisso and Appelbaum also alludes to another concept: 
capacity to appoint a proxy i.e. a trusted person that can support the 
individual during the decision-making process. According to this review, 
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while this concept has been gaining increased attention both in the context 
of health care and research consent, it is not yet widely incorporated into 
clinical practice or the law.47   

“In brief, the idea is that even a patient who lacks capacity to validly 
consent/dissent to treatment may retain sufficient capacity to 
appoint a person they trust to help them with the decision. Notably, 
although the standard consent model emphasizes an individual 
making a choice in isolation and/or in partnership with the clinician, 
in most aspects of everyday life, people commonly consult with 
trusted others for help with making choices. This model of decision-
making clearly warrants further attention.(Palmer)47  

5.6.2.4 Other specific elements  
Several decisions can be made varying from those relating to daily routines 
of living such as food and clothing choices, to significant decisions about 
surgery or admission to a nursing home. In some cases, this implies a need 
of substitute or additional elements to the four standards mentioned above. 
Some examples found in the literature are proposed below but it is far from 
exhaustive. 

The decision process and these 4 elements depend heavily on cognitive 
functions including memory, planning, manipulating information, etc.71 
Cognitive deficits tend to be the strongest predictor of health care decision-
making capacity, even in disorders for which other symptoms might be 
expected to predominate.47  For example, memory can affect learning 
abilities in individuals with schizophrenia64 ) and can hamper decisional 
capacity because affected in persons with Alzheimer disease.71 

Processing speed (rapidity by which information processing occurs) and 
metacognition (level of self-confidence of patients in performance) are 
other important elements of the decisional capacity, according to Sugawara 
focusing on patients with schizophrenia.64 ) Metacognition is also quoted by 
a narrative review focusing on end-of-life, with 2 other particular skills: fluid 
intelligence (or the ability to reason, think abstractly, and solve problems) 
and numeracy, the ability to reason using probabilities.63  

However, all these cognitive functions are not so easy to be measured and 
association between test results and cognitive functions show mixed 
results.71 (see 5.6.2.6 chapter Methods for assessing) 

“Empirical literature does not provide a basis for drawing firm 
conclusions about the role of specific cognitive domains on specific 
aspects of health care decision-making. Further studies are needed 
to understand which cognitive functions are associated with the 
decisional capacity to consent to treatment and research. This is a 
topic that needs to be addressed because it would allow the 
suggestion of supplementary tools to evaluate patients’ competency 
as well as to develop targeted interventions to enhance patients’ 
decision-making”.(Parmigiani)48 

Beside cognitive functions, there are other impairments that can mask or 
decrease decisional capacity. For example, understanding information 
implies that hearing and vision difficulties were previously identified and 
managed.64, 79 When communication is impaired, such as in people with 
aphasia (an acquired impairment of language), capacity can be masked.79 
(see also 5.6.5 the chapter “Which facilitators are linked with this 
assessment”). 

These substitute or additional elements to the four standards form Grisso 
and Appelbaum model deserve therefore to be taken into account during a 
decisional capacity process. 

5.6.2.5 Importance of persons’ intuition, emotions, values…  
One comment on the four-factor approach used for assessing decisional 
capacity is that it does not explicitly considers the decision in relation to a 
person’s values or emotion.22, 72  

The standard “reasoning” for example could be interpreted as that among 
the two systems of decision-making, only the system 2 (i.e. the deliberative 
and rational process) is considered and that the system 1 (i.e. intuitive, 
emotional, holistic process) is not taken into account (see 5.4.1 chapter 
“Decision-making: a complex phenomenon”).20 
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In a narrative review, Hermann et al. mentioned the merits of intuitiona in 
patients’ medical decision-making and the necessity of recognizing its role 
in decisional capacity.20 They also highlighted that outcomes are evaluated 
more positively when decisions were made accordingly to the reasoning 
preference (deliberative or intuitive) of the patient. Therefore, taking 
adequately into account the patients-making decision style and preferences 
in treatment decision as in the evaluation of DMC is important.20 
Furthermore, because the two kinds of decision-making strategies are 
complementary and mutually supportive, an impairment in one of them is 
sufficient for questioning the person’s decisional capacity. It can be showed 
in the case of lesions in the ventromedial prefrontal cortex, an area of the 
brain responsible for integrating affective information.  

“Patients with this kind of lesions have demonstrated disastrous 
decisions in real life because of deficiency in intuitive reasoning and 
despite intellectual capacities.”(Hermann)21 

The system 1 of decision-making is intuitive, emotional. Emotions are 
therefore factors to be taken into account in the assessment of decisional 
capacity as mentioned by a systematic review on patients with Alzheimer 
disease71 and a narrative review on the role of intuition in decisional 

 
a  defined as involuntary, difficult-to-articulate, affect-laden recognition or 

judgement, based upon prior learning and experiences, which is arrived at 
rapidly, through holistic associations and without deliberative or conscious 
rational thought(in Hermann) 

capacity20. As showed in the Table 4 from Hermann et al., emotions are both 
positively and negatively linked to decision-making: positively because they 
can signal the experienced significance of a particular situation or event20 
and enable the person to express authentic decision but negatively since 
they can affect the patient’s responsiveness to evidence, their perception of 
reality, or their epistemic beliefs, respectively.21 

Furthermore, level of emotions and change over time are two important 
aspects mentioned in the literature regarding this topic. Persons without 
emotional expression such as with autism spectrum disorder55  or 
“completely immersed in their gut feeling” have a high risk to be evaluated 
as deficient in analytical reasoning.21 

Decisional capacity is concerned with the appropriate level of 
emotional involvement or on the inclusion of affective cues in 
patients’ decision-making; both a lack or an excess of emotion is 
problematic.21 

Abrupt changes in emotion generally warrant caution, as they indicate that 
something is disordered.21 
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Table 4 – Arguments for acknowledging emotions and values in decisional capacity(Herman et al.)21 

 
 

A person’s emotions are not the single non-cognitive factor to influence 
decision, personal values also do it.21 Although emotions and values 
overlap, differentiating between both is considered as important for 
conceptual clarity.21  According to Hermann, “concepts of value provide 
reference points for reflection, explanation, and justification of one’s 
motivation for choosing a particular alternative. If a patient does not possess 
a sufficiently elaborated set of values in which their decisions are embedded, 
no meaningful or autonomous choices can be made, and decision-making 
capacity is called into question.21 

Emotions is understood as more affective terms and values as means of 
more elaborated, reflective endorsement.21   

An assessment of the person’s decision making ability would go beyond the 
more conventional, so-called “cognitive” elements, by examining the 
coherence of a person’s treatment decision with his or her relevant deep 
beliefs, values, and commitments.66 
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In a narrative review on depression, Ostermeyer et al. emphasized the 
importance of beliefs and values in decision-making, outlining that patients 
with different cultural backgrounds may also have different beliefs and 
value systems that could well influence their rational decision-making and 
that clinician has to ascertain whether the patient’s decision is rational given 
the patient’s cultural background.45 

Authenticity is introduced by some authors in the decision-making process 
and linked to the values concept.21, 48 For example, in the specific context of 
participation in research, a systematic review from 2021, Parmigiani et al. 
quotes an author (S.Y.Kim 2011) who :  

“suggested introducing the concept of authenticity, referring to the 
congruence between a person’s values (including beliefs, 
commitments, and relationships) and his/her decision. According to 
this author, in contrast to an autonomous decision, which can only 
be made by the patient, a decision can be authentic even when 
made by a surrogate, because authenticity does not require an 
intact capacity for self-determination, but only that the decision 
conforms to the individual’s values.”48 (See also 5.10 PART 7 - 
Surrogate decision-making pathway). 

“However, it is problematic to take an enduring set of values as a 
criterion for either authentic or competent decision-making, given 
that values evolve and change over time, or may even undergo 
radical change in particular situations—as, for example, in drastic 
end-of-life circumstances”.(Hermann et al.)21  

Furthermore, the relation between values and authenticity is a cause of 
debate in the context of mental disorders.21, 27 This is typically demonstrated 
in anorexia nervosa, where over-evaluation of thinness belongs to the 
disease rather than to the individual and is likely to vanish when the disorder 
abates, and vice versa.21 In this case is questioned where the authentic 
value of the individual is? 

In patients with bipolar disorders, Kane proposed to predefine a set of values 
which can be considered as authentic: “Perhaps an individual may 
determine her own capacity threshold simply by possessing a set of 
consistent values and beliefs over the course of her life, such that when she 

is expressing values and beliefs inconsistent with these, she lacks decision‐
making capacity for treatment”.27 

In the scope of advance care planning (ACP) (see 5.9), another systematic 
review proposed to supplement an assessment of capacity by a judgement 
of the authenticity and durability of the patient’s decision (i.e, if the 
decision had been consistent over time). This systematic review focused on 
suicidal behavior.44 

Finally, the paramount problem is the difficulties of assessment of these 
issues: how can one access to the patients’ intuitive and analytical 
reasoning, how can one be sensitive to the patients’ decision-making 
style and how can one evaluate their values and implicit motives?  

Emotions are not easily interpreted and “normative considerations 
associated with value can never be eliminated from the evaluation of 
decisional capacity”.21 

Therefore some tips are proposed for the assessors and are presented in 
the chapter “Which facilitators are linked to the assessment?”(see 5.6.5). 

To conclude on the part of intuition, emotions and values in the decisional 
capacity assessment, it is possible that in practice many clinicians 
regard not only the four cognitive criteria by Grisso and Appelbaum, 
but also intuitions, emotions, and values.43  However this requires to 
move beyond the four criteria.27, 72 

As Wade et al. underlines: “one interpretation of a person’s 
appreciation and reasoning would be that they take into account 
their underlying values and priorities and use these during the 
reasoning process to arrive at a decision. The criticism that the 
approach is based on cognitive abilities alone is unfair; it is the 
people assessing capacity who focus on cognition.”72  
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A narrative review on decisional capacity assessment in dementia 
mentioned the mnemonic CURVES as a way to remember the different 
elements of medical decision-making capacity53 :  

C: Choose and Communicate. The patient must be able to communicate 
a consistent choice.  

U: Understand. The patient must be able to express an adequate 
understanding of the risks, benefits, alternatives, and consequences.  

R: Reason. The choice must logically follow from this understanding (ie, 
be reasonable).  

V: Value. The choice must follow the patient’s expressed value system.  

E/S: Emergency/Surrogate. In emergency situations when no surrogate 
decision maker is available, lifesaving or limb-saving interventions may 
be performed for a patient who lacks capacity. 

 

5.6.2.6 Methods and instruments for assessing 

Different methods 
The four components of decisional capacity based on the Grisso and 
Appelbaum model can be examined by several methods (as questionnaires 
or vignettes) which investigate in particular executive functions, verbal 
fluency and logic memory in reference to specific tasks.26  

Different approaches are described in the literature and some examples are 
presented in the Table 5 below but we are far from comprehensive. 

Table 5 – Example of methods proposed for decisional capacity assessment 
Methods Population Description of the Methods Ref 

Interviews Cancer patients, Interviewing the patient and family members 
separately as a valuable first step, as language 
and thought disturbances may be revealed in 
these independent interviews 

Marron37 

Patient self-report and 
direct observations 

Rural, older, hospital setting Both subjective (i.e. what patient self-reports he 
or she can do) and objective (i.e. performance 
based or direct observation) assessment as 
they can significantly vary from each other. 

John26 

Story-stelling Without specification In order to take into account the intuitive 
system of the decision 
1. getting a more detailed sense of the 

patient’s DM preferences 
2. gathering information as a starting point 

Hermann20 
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for further inquiries, to set-up a dialogue 
and to stimulate further self-reflection on 
either patient’s intuitions or rational 
arguments (e.g. story-stelling) 

Vignette Dementia Subject is presented with a hypothetical clinical 
trial describing diseases and treatments and is 
afterwards asked questions about the content. 
Making a decision in a hypothetical situation 
resembles making a decision in real life, 
however the vignette method’s validity for 
clinical use has been questioned  

Thalen68 

Two-stage functional 
test consisting of two 
questions 

Dementia Two questions for assessing capacity to 
consent to participate in research: 
- is there an impairment in the person’s 

mind or brain that affects how it works 
(not necessarily a diagnosis of a 
condition);  

- and if so, does the impairment stop the 
person being able to make the particular 
decision at the time it needs to be made? 
To answer this second question, the 
assessment contains the four criteria 
linked to the Grisso & Appelbaum model. 
A person must demonstrate all four of 
these criteria to be considered to possess 
decision-making capacity. 

Fletcher19 
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These examples illustrate the lack of uniformity in decisional capacity 
assessment and the need to adapt the methods on the kind of decision, 
the underlying disorder potentially impairing the capacity, and 
probably several other factors.  
As we will show in the following chapter, instruments available for assessing 
the decisional capacity are also diverse. 

Large variety of instruments 
Several authors mentioned the use of instruments for assessing decisional 
capacity.4, 26, 31, 32, 34, 45, 47, 48, 51, 53, 63, 64, 71 and highlighted their differences in 
terms of application aeras but also validity and reliability. (Some examples 
are available in Table 10 in Appendix 1.4)  

One narrative review from 2016 quoted 11 instruments that provide a mean 
for assessing the 4 four components of decisional capacity based on the 
Grisso and Appelbaum model. Generally these instruments have stronger 
measures of “Understanding” than the other components.47   

Among the 11 instruments, there are only four designed to tailor presented 
information to the specific decision at hand: MacArthur Competence 
Assessment Tool for Treatment (MacCAT-T); Competency Interview 
Schedule; Structured Interview for Competency and Incompetency 
Assessment Testing and Ranking Inventory; Capacity Assessment Tool.47  
All employ structured or semi-structured interview-based formats and 
contain standard sets of items and scoring guidelines, “but the specific 
content (e.g., a description of the specific disorder that the individual has 
and the proposed treatment, and therefore the responses that will be 
considered correct) are to be tailored to the situation at hand.”  

The most widely used instruments for supporting the clinicians assessing 
health care decisional capacity, appear to be the MacArthur Competence 
Assessment Tool for Treatment (MAcCAT-T) and the MacArthur 
Competence Assessment Tool for Clinical Research (MacCAT-CR).20, 45, 48, 

64 The MacCAT-T and the MacCAT-CR differ in the appreciation dimension 
as the possibility to quit the research at any time and without 
consequences.48  

However since decision-making is task- and decision-specific and differs 
from one person to the other, no “one-fit” tool can exist.26, 71, 72 Furthermore, 
because decision-making is also specific, Palmer suggested that “it may be 
important to not only attend to level of cognitive impairment but also to intra-
individual variability in neurocognitive test performance. That is, greater 
intra-individual variability in test performance within a battery of 
neuropsychological tests may itself be predictive of greater risk of worse 
decisional capacity”.47  

Limitations of the instruments and preconditions to use them 
Several authors highlighted the limitations of instruments used for decisional 
capacity assessment.4, 20, 47, 63, 71, 72  

Absence of cut-off 
Two systematic reviews on decisional capacity assessment71, 72 underlined 
that none of the instruments has a clear cut-off score and there is no 
unambiguous ratings as “no ability” versus “full ability”. This absence of cut-
off does not facilitate the work of the assessors.71, 72  

“Not having a pre-defined cut-off is also in line with the thought that 
the capability to make decisions is not an all-or-nothing process, 
although it may complicate a physician’s or caregiver’s ability to 
evaluate and weigh the input of the patient”.(van Duinkerken et 
al.)71.  

“This means that even for a specific decision, capacity is not 
categorical but relative, so that judgement has to be used to decide 
on capacity.(Wade)72 ) 

Poor reliability 

The reliability of each instrument is asked by several authors and there is 
poor consensus between them regarding the reliability of the same 
instrument. For example, the Aid to Capacity Evaluation (ACE) is considered 
as a useful tool that focuses on the specific decision the patient is facing and 
identifies the four elements of capacity according to a review on older 
patients in preoperative context31 while NICE quoted a study showing that 
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failing ACE does not adequately determine that a patient lacks decision-
making capacity.4 

Several reasons are mentioned in the literature for explaining the difficulty 
to certify the reliability of instruments currently used in decisional capacity 
assessment. Some of them are the following: 

• there is no clear diagnostic gold standard to compare the instruments 
and to assess sensitivity and specificity of measures, according to a 
Cochrane review.47  

• although there are some guidelines for interpreting the responses, 
coding remains essentially subjective.63   

• it is not established that patients would use the same reasoning when 
dealing with their own health as they did in responding to the imaginary 
situations.63  

• ratings derived from multiple measures do not always coincide, so none 
can be considered definitive.63   

Even the famous MacCAT-T is questioned on the reliability and validity of its 
tailored vignettes. 4, 71  

Standardization versus tailored approach 

A key decision point in developing an instrument to assess decisional 
capacity is whether to use standardized vignettes or to allow for tailoring of 
item content to the decision at hand.47 There is a dilemma (and no simple 
answer to it). Tailored items allow to recognize “the inherent contextual 
nature of the construct of health care decision-making capacity” but “Flexible 
item content potentially affects basic psychometric properties such as inter-
rater and test–retest reliability, as well as predictive or concurrent validity. In 
brief, in the absence of full standardization, comparison of psychometric 
properties across contexts becomes questionable.47  

Difficult measure of intuitive dimension 

As mentioned in the Chapter “Importance of persons’ intuitions, emotions, 
values…” (see 5.6.2.5), taking into account intuition, emotions and values 
for assessing appropriately decision-making capacity is not simple and none 
instruments appeared to be recognized in this function. For example, the 
mechanistic way for treating therapeutic options (pro, cons, etc.) of the 
MacCAT-T is criticized and judged as inadequate to evaluate the intuitive 
strategy of decision-making.20 

Need to be combined 

Some authors underlined the necessity of combined instruments to 
increase the reliability of measurement26, 64 and included performance on 
cognitive screening measures such as the Mini Mental State Examination 
(MMSE) or Montreal Cognitive Assessment (MoCA), and/or a more 
comprehensive neurocognitive test battery47. Some combinations are 
proposed. For example, MMSE and RBANS64 ) or MacCAT-T, Capacity to 
Consent to Treatment Instrument, Hopemont Capacity Assessment 
Interview, Aid to Capacity Evaluation and Financial Capacity Instrument26 . 

According to one narrative review on end-of-life, we can outline that, 
although some instruments may accurately portray patients’ general 
decision-making capability, they do not address the capacity to make a 
specific decision at one moment in time. Therefore, these instruments are 
best used for preliminary screening to determine whether more 
individualized evaluation is required, and/or as second data points to 
reinforce clinical impressions.63 

Furthermore, as decisional capacity is influenced by a variety of factors, 
including situational, psychosocial, medical, psychiatric, pharmacological 
and neurological factors, some authors emphasized that a test score alone 
cannot substitute for a professional clinical judgement (see below).26  
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5.6.2.7 Clinical judgement 
Since none of the instruments or combination of instruments insure an 
accurate assessment of decisional capacity, many authors highlighted the 
importance (and the frequency) to also base the evaluation on the assessor 
clinical judgement.12, 16, 26, 34, 71 

“With or without the help of an instrument, whether or not a patient 
is capable of making decisions remains a matter of clinical 
judgement”.(van Duikerken et al.)71  

“As decision-making capacity is influenced by a variety of factors, 
including situational, psychosocial, medical, psychiatric, 
pharmacological and neurological factors, a test score alone cannot 
substitute for a professional clinical judgement operating with 
reference to the appropriate legal framework. Standardised capacity 
assessment instruments are intended to supplement but not 
supplant clinical judgement”.(John et al.)26  

This clinical judgement can be based on the practitioner’s knowledge of the 
patient and of the course of the disease.12  

5.6.2.8 Gathering information and input from relatives? 
Several papers discussed the importance of gathering information about an 
individual from multiple sources when assessing the decisional capacity.9, 26, 

58  Among these sources, family members/carers are frequently quoted.9, 22, 

26, 72   

As a cognitively impaired patient might not serve as the best 
historian, inputs from collateral informants (eg spouse, children, 
treating physician) are crucial.(John et al.)26  

Explore the capacity of making decision can be attained by 
comparing what has been reported by the person with dementia with 
what has been contended by the carer and look for evidence (e.g., 
the person with dementia asserts they are fine cleaning their home 
and preparing meals, but the carer reports the opposite; and in 
reality, the home is untidy, and the fridge is empty). The clinician 

may further explore the ability of the person for self-regulation by 
inquiring on how the patient reacts when is made aware of the 
situation.(Bosco et al.)9  

However, according to Scott et al., views about the value of gathering 
information from family members varied across the different papers, ranging 
between a very useful input to an obstacle because some family members 
not understanding the individual’s difficulties and having strong opinions 
(which may involve their own views about the assessment outcome).58  This 
point is discussed in the Chapter “Which barriers are linked to this 
assessment?” (zie 5.6.4) 

5.6.3 Who should be designed to be assessor? 
In theory, decisional capacity assessment can be performed by any 
clinician who is responsible for the patient's care.26  In practice however, 
this responsibility is not easily assumed and debate continues around which 
professional disciplines are best placed to undertake the assessment of 
mental capacity and how best to equip staff for this role.76 For example, one 
study interviewing 180 general practitioners (GPs) and psychiatrists in 
Croatia showed that GPs considered themselves responsible for decisional 
capacity assessment but not qualified enough while psychiatrists considered 
themselves both more responsible and more qualified than GPs.43 ) 

It is also highlighted that capacity assessment should be done by those who 
are close to the decision and based on knowledge of the individual.58  
Treating clinicians are suggested to be the most appropriate providers to 
perform this assessment because they are “the most informed regarding the 
indications, risks, benefits, and alternatives to a proposed intervention.”53 

For many day-to-day decisions, the nursing staff caring for individuals often 
assess capacity to agree to or to refuse the care being given.51, 79 

When challenging situations occur for assessing decision-making (such as 
in individuals with personality disorders who refuse life-saving treatment), 
second opinions from specialists as well as colleagues in psychiatry and 
legal advisors is considered as helpful by some authors.7, 53, 79   
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Among the recommended disciplines for assessing capacity, psychiatrists, 
medical specialists including geriatricians, neurologist, clinical psychologists 
and neuropsychologists are often quoted.53  The lack of speech-language 
pathologies (SLPs) is mentioned by one narrative review on communication 
disorders.79 

However, a narrative review and case study on dementia mentioned that 
“Relying solely on a psychiatrist for the assessment of capacity is 
inappropriate, since a psychiatrist would not have the specialty training to 
fully discuss all interventions or assess if the patient’s understanding of the 
intervention, its risks and benefits, and the possible alternatives is 
adequate”.53  Furthermore, in some cases, he does not know the patient 
very well. (see chapter 8 on patients’ perspectives). 

Barriers and facilitators related to the professional role in decisional capacity 
assessment are developed in the corresponding chapters below. 

5.6.4 Which barriers are linked to this assessment? 
Many authors underline the difficulty and lack of quality and/or 
consistency of decisional capacity assessment.4, 16, 17, 23, 34, 54, 71, 72 Frequent 
disagreements between assessors, low inter-rater reliability or false-
negative errors are mentioned with a risk of low rate of recognized 
incapacity47  or unwarranted declarations of incapacity11. 

“It can be a difficult task. Error can be made. Without sufficient 
safeguards, abuse can occur”.(Craigie et al.)16 

NICE mentioned several aspects that can be improved in this topic (see 
below). Other authors confirm or add some concerns. We put these barriers 
in 4 categories: patients and family issues, process problems, healthcare 
professional concerns and organizational obstacles. The same 
categorization is used for describing (below) the facilitators of decisional 
capacity assessment. As all categorization, this one does not pretend to be 
perfect. Some overlaps exist and few items can be classified in more than 
one place. 

5.6.4.1 Patients and family issues  
Some patients’ conditions can hamper decisional capacity assessment. For 
example, communication is a central point in capacity assessment and a 
challenge when patient has communication problem (notably to distinguish 
real decisional impairment from communication difficulties alone).23, 79 
Communication disorders as aphasia increase the potential for the 
individual’s wishes being misunderstood, misrepresented or unduly 
influenced.72, 79 Individual’s fluency in the language used and any bias 
introduced by lay interpreters (translation reflecting a family interpreter’s 
view) are another example of patients obstacles for a high quality 
assessment.22, 51, 72   

Substance abuse at the time of assessment or aggressivity are also quoted 
by some authors as a patient’s issue hampering decisional capacity 
assessment.20, 22, 72  

Even without these kinds of obstacles, NICE mentioned a small amount of 
evidence that in the context of capacity assessment, people are not given 
adequate or clearly presented information relevant to the decision.4 

The context in which the capacity assessment takes place can play a role in 
impairing decisional capacity by inducing feelings of powerlessness (e.g. 
in hospital setting where person can have the feeling they are surrounded 
by too many people, or by professional they do not know).51 

Furthermore, assessing intuitive processing can be felt as personally 
intrusive by the patient which can consider one’s experience, values, 
emotions as intimate matters and refuse to disclose this kind of 
information.20 

The role of family as mentioned in the chapter ‘’Gathering information and 
input from closers’ (see 5.6.2.8) can be positive as provider of crucial 
information. However, several authors outlined the risk related to this source 
of support.22, 58, 72  

In some cases, practitioners highlight the difficulty of managing certain 
family dynamics (not understanding the individual’s difficulties and having 
own strong opinions) and high emotions.58, 72   
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Healthcare professionals must be careful when they use information 
furnishing by family, because they can biased by personal interests, 
including financial aspects.22  

For example, in a qualitative study focusing on healthcare professionals 
(HCP), Iseli et al. quoted that “relatives may not be truly objective observers, 
because of the emotions caused by their closeness to the patient or conflicts 
of interests and thus unduly influence physicians’ opinion.”22  

However, according to the same study, HCPs appeared also anxious when 
they had different opinions about the patient from those of the relatives. 
Sometimes this made them to change their decisions on the capacity of the 
patient.22   

5.6.4.2 Process problems 

Measurement difficulties 
As mentioned above, the poor reliability of instruments, the lack of clear 
cut-off scores and the fact that one tool does not fit all hampers a robust 
decisional capacity assessment. This confronts the assessors to 
uncertainties and implies them to adapt their assessment to each situation, 
using combined instruments, methods, sources of information, repeated 
assessments in time and clinical judgement. As a result, heterogeneous 
quality of decisional capacity assessment is quoted. 

The kind of decision can play a role in the assessment difficulty. One 
narrative review focusing on older patients found: “It is simpler to make an 
assessment of capacity for a one-time procedure (e.g. ability to consent to 
a specific surgery) in a controlled situation versus assessment of executive 
abilities to make a series of decisions in unpredictable situationsa that the 
medical team cannot control”.14  

Fluctuations in capacity worsen this estimation. In Switzerland, Iseli et 
al.showed after interviewing 24 healthcare professionals that for several 
physicians, “fluctuations in patients’ cognitive abilities meant that they could 

 
a  Like risks to live alone at home 

not confidently determine the presence or absence of decision-making 
capacity.22  

Furthermore, there are uncertainties of what is the “normal” level of 
capacity for each patient and thus the kind of support needed to make an 
informed consent. (see PART 5 – Supported decision-making pathway) And 
this is even more difficult to estimate in unusual circumstances for the patient 
such as in hospitalization. One narrative review from 2016 in older patients, 
Clionsky et al. expressed clearly this problematic: 

“A challenge for clinicians arises when determining whether 
baseline or optimal capacity has truly been reached. How do we 
know when a patient’s functioning is “normal” for him or her? In the 
hospital, basic self-care (preparing meals, taking medications, 
housekeeping tasks) is handled by others, so a clinician cannot 
easily evaluate how a patient would manage these tasks on his or 
her own”.(Clionsky et al.)14 

The lack of an uniform approach (and instrument) and the fact that 
subjective elements are used to define decisional capacity leads to another 
problem: that decisional capacity can be defined differently by different 
people with errors “one possible outcome is that people are wrongly judged 
to be incompetent to make a particular decision and the powers of appointed 
substitute decision makers are executed.”26  

Insufficient practical support 
According to a systematic review on assessment, resources such as 
documentation aids were not used widely by healthcare professionals.23   

“Some staff who did use them appeared ambivalent about their 
usefulness, suggesting existing resources need to be 
improved”.(Jayes et al.)23  

Globally, documentation or decision aids are more often discussed in link 
with support to the decision than to assessment. 
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Lack of records 
Concerning the registry of the assessment, NICE highlighted there is a 
moderate amount of evidence that decision-making capacity assessments 
are poorly recorded.(low quality of evidence). Percentage of documented 
capacity assessment ranged from 9.8% of admissions with a specific form 
in only 0.5% of psychiatric admissions to 51% (far from the 90% target).4 

This can be problematic for determining the decisional capacity evolution 
and sharing the results with other healthcare professionals. This can also be 
risky in the legal context of liability when providing care for an individual who 
did not give clear consent.51  

5.6.4.3 Healthcare professionals challenges 
Assessing decisional capacity is largely considered as ‘challenging’ by many 
healthcare professionals.72 Several reasons linked to professionals 
themselves (such as insufficient knowledge and skills, gaps in training, 
biases in clinical judgement, conflict regarding the professional role and 
avoidance or shifting in responsibilities) are mentioned below. 

Insufficient knowledge and skills 
Several authors underline the lack of HCP expertise to assess decisional 
capacity58, 76, either to properly use the instruments71 or to recognize the 
need of this assessment72. 

However many knowledges and skills are needed for ensuring these 
tasks. According to a recent systematic review: ”An assessor needs to 
understand the range or nature of decision options available to a person in 
order to provide an accurate assessment of that person’s ability to 
understand and weigh up information relevant to the decision. Similarly, an 
assessor needs to be aware of how a person’s cognitive, communication or 
mental health needs may impact on decision-making abilities and how these 
needs can be supported during an assessment. Otherwise, the assessment 
is likely to be inaccurate.”23  

One systematic review on assessment in older people mentioned that 
patient's ability to consent for medical treatment can be overestimated by 
clinicians dependent upon their level of expertise and training in this 
domain.26   

When interviewing service users, it appeared that finding the appropriate 
practitioner with the relevant skills to make a decisional capacity 
assessment is not so easy.58   

…participants felt it was important to find a professional with relevant skills 
to the decision being made and/or with the relevant knowledge of the 
decision options to complete (or be part of) the capacity assessment. For 
instance, some participants discussed how decisions around medication 
would be most appropriately assessed by a medical practitioner, whereas 
decisions around hospital discharge destinations may be more suited to 
occupational therapists.58  

Clinicians themselves mention they are uncertain about their skills or 
competence.72, 76 One study among 24 HCP in Switzerland showed that 
physicians doubted their own evaluation particularly when the opinions of 
colleagues or relatives differed from their own.22  In the same study, authors 
encouraged physicians to be aware of ethical challenges related to double 
roles as treating physician and expert and highlighted that they should be to 
consider “when it is ethically appropriate to accept or reject a mandate of an 
expert, or when it is necessary to involve professional ethics consultation or 
receive second opinions from other colleagues”.22  

Lack of and gaps in training 
According to NICE, there is a small amount of (mixed quality) evidence that 
there are gaps in training about the conduction of decision-making capacity 
assessments within the framework of the MCA.4 

Other authors confirm the gaps in professionals training, also in other 
context than MCA.26, 43, 58, 72  

Some authors underlined a dissatisfaction regarding both the frequency and 
quality of the training offered.23, 58 
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“Among many, training was thought to be too general, and therefore, 
difficult to apply to specific individual cases.”(Scott et al.)58   

“One participant felt their training had been a ‘‘tick box exercise’’. 
Generally, the consensus was that learning was not optimised by 
the training offered but was instead enhanced through practice and 
collaboration with others.”(Scott et al.)58  

Biases in clinical judgement 
Clinical judgement is not reliable per se and some risks of errors exist, 
especially when unstructured evaluations are performed.16, 19, 26, 48, 72  
According to Wade et al., a survey of 10 experts coupled with a literature 
review suggested at least 15 different common mistakes (e.g. failure of 
assess capacity if someone’s decision concurred with the doctor’s opinion, 
reliance upon a simple cognitive test,…) among clinicians judging capacity 
to give consent.72   

Subjectivity is inherent to decisional capacity assessment. In some difficult 
or borderline cases, this leads to a disagreement between assessors.72 The 
difficulty of reaching an agreement about capacity has been noted in 
clinical studies and in legal cases.72 It is mentioned that healthcare 
professionals may err by underestimating or overestimating patient’s ability 
to make decisions.34 

According to a survey among 16 HCPs in UK, assessors wish to be 
‘objective’ and ‘scientific’, but it is far from this in practice.  

“'The problem with capacity assessments is that they sound like they 
are objective but they are completely subjective and vulnerable to 
the biases of the assessor'.54  

‘Even the most skilled medical professionals may face difficulty 
when making capacity determinations.(Palmer et al.)47  

The unavoidable intervention of subjectivity in the decisional capacity 
assessment raises the question of the emotions, values, beliefs, etc. of 
the assessors themselves and their influence on the results.22, 54, 58, 72  

“Some participants felt that their pre-existing relationship with their 
patients/service users, their individual biases, values and beliefs, 
could impact on the outcome of the capacity assessment, 
particularly when mindful of the impact that the assessment 
outcome could have on an individuals’ quality of life.”(Scott et al.)58 

Some authors emphasized the role of emotional factors of assessors.54 

“Practitioners may be swayed by emotional elements of decision-
making as much as a service user is, though this may not always be 
acknowledged.”54 

Others authors outlined the role of assessors’ values.22, 58  

“It is not surprising to find that, for physicians, it is easier to confirm 
decisional capacity for a decision if it is aligned with their own values 
and expectations or the common goals of medicine.”22  

One value quoted by several authors is more societal, related to averse to 
risk.4, 54 During capacity assessment, risk of harm (and the impact that 
might appear on vulnerable adult) can be used by the assessors in making 
their judgement, favoring best interests assessments instead of capacity 
assessment.54 NICE mentioned a small amount of evidence showing that 
the assessment of decision-making capacity is sometimes being merged 
with best interests discussions (more details in the Chapter “Substituted 
decision-making pathway, see 5.10).  

“…social care practitioners found it difficult to conduct an objective 
assessment without speculating about the likely outcome and 
potentially unwise decision if they judge the person to have capacity 
to decide.(NICE) 4 

“In a practice culture which is fearful and averse to risk, this tends to 
lead to findings of incapacity when the desire of a person for the 
independence and autonomy which the MCA promises is deemed 
too risky by the state.(Rogers and Bright)54 

This risk of harm can be linked with the importance of the decision and the 
risk relativity (or sliding scale) as described in the Chapter ‘Decisional 
capacity: decision and time specific’, see 5.4.4).4, 5, 43, 57 In a narrative review 
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on decisional capacity in patients with bipolar personality disorders, Ayre 
mentioned that “when the negative consequences of a decision are likely to 
be severe, the clinician would require a more robust demonstration of 
capacity. In essence, the clinician is balancing possible infringement of 
autonomy with negative consequences of the outcome of the decision.”(Ayre 
et al.)5  

According to NICE, there is a good amount of evidence (mixed quality) that 
perceived risk is sometimes conflated with capacity in the context of mental 
capacity assessments.4 

When a fear of litigation is added to the risk of harm, the result of decisional 
capacity assessment can be broadly affected.5, 54  

‘I’ve done mental health assessments with other doctors who are 
really scared about the consequences of their decisions. So they 
make safe decisions that are not particularly welcome to the person 
being assessed’.(Rogers and Bright)54 

In borderline personality disorders, a survey had shown that 85% of 
clinicians had, within the past year, practiced in a way ‘that would relieve 
their anxiety over medicolegal risks’.5   

Conflict regarding professional roles 
Practitioners can find it hard to reconcile their role in assessing decision-
making capacity with other therapeutic roles (mixed quality of the evidence 
according to NICE). They can feel a conflict between the role in 
assessing capacity and the role in deciding how the person’s needs 
would be best met. For example, in a study quoted by NICE, “clinical 
psychologists said they found it difficult to assess decision-making capacity 
when they were aware of the potentially devastating effects on an individual 
if they were judged to lack capacity.4 

Jayes et al. confirmed this observation in one systematic review on the 
HCPs role in assessment.23 This issue is also developed in the chapter 
‘Impact of decisional incapacity’ (see 5.7). 

Avoidance or shifting responsibility 
Because of their insecurities in capacity assessment and the feelings of 
being pressured by the responsibility of the decision-making, some 
professionals appeared to avoid or shift responsibility for assessment to 
others.58  This usually involved referrals to those perceived higher in the 
professional hierarchy or specialists such as psychiatrists and other 
doctors.4, 23, 37, 58 

In fact, there is a double request. In one hand, there is a mandate for each 
healthcare professional (and legal professional) to both recognize their 
responsibility regarding capacity assessment and facilitation of decision-
making. On the other hand, specialists in this kind of assessment should 
exist for complex cases.37, 79 

“Complex cases may need to be referred to a specialist—
consultation/liaison psychiatrists and ethics consultants are 
frequently called on for such evaluations”.(Marron et al.)37 

5.6.4.4 Organizational obstacles 
In a tentative to use decisional capacity assessment models in Canada, 
Brémault-Phillips11 mentioned that barriers to implementation related “to a 
lack of formal resources and time, clear role descriptions and workload 
expectations, buy-in and accountability, formal organizational processes, 
knowledge of HCPs regarding decision-making capacity assessments and 
remuneration”. Some of these obstacles (responsibility and lack of 
knowledge) have been quoted above; the others are more organizational 
and described below such as (i) time and financial constraints, and (ii) 
hampered interprofessional collaboration 

Time & financial constraints  
Several authors mentioned that work load, multiple responsibilities and 
financial pressures made it difficult for assessors to spend the time 
required to complete assessment and the associated paperwork.11, 43, 54, 58, 

72 This is more crucial for assessing the intuitive decision-making strategy 
which needs a narrative and dialogical approach.20 
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Wade et al. in a clinical guidance quoted one study in a hospital setting in 
England where the HCPs were being asked to undertake five assessments 
a day limited to 45 minutes for each assessment. The HCPs in that study 
perceived a lack of time to conduct the assessments.72  

In Canada, lack of appropriate remuneration, particularly for HCPs paid 
on a fee-for-service basis, was quoted as a significant impediment by 
healthcare professionals using a decisional capacity assessment models. 
They also reported completing assessment in addition to their regular duties, 
which at times compromises the quality of their work and puts them at risk 
of burnout.11 

Because of this time and resource constraints, there is a risk that HCPs 
avoid to perform decisional capacity assessment. One example quoted by 
Wade et al. is illustrative for this issue.72 This concerned patients with 
aphasia and the pressure to judge capacity normatively.  

“the published guidance – the Code of Practice – is quite formal and 
prescriptive. The (apparent) requirements simply cannot be fulfilled 
given the number of decisions made each day, the number who lack 
capacity, and the staff time required. Moreover, the guidance implies 
a need for a formal best interests meeting in everyone lacking 
capacity. Given these unmeetable perceived requirements within a 
hospital setting, one approach is to avoid assessment when faced 
with the potential workload if someone is found to lack capacity”.72  

Hampered interprofessional collaboration 
Family members are not the only people who put the assessors under 
pressure, other healthcare professionals can do the same (see 5.6.4.1 
chapter ‘Patients and family issues’ above). According to Scott et al.: “Prior 
to an assessment of capacity, some participants had encountered strong 
opinions from other professionals and/ or family members about the 
outcome of the assessment. Some participants reported how this could, at 
times, threaten the objectivity of their assessment because of the pressure 
and anxiety they felt when disagreeing with others.”58  

HCPs mentioned that other clinicians did not perform assessments or 
at least conducted a low standard of assessments.72 

Another challenge quoted by HCPs in Canada was the poor team 
collaboration, and a lack of both shared responsibility for worksheet 
completion and standardized processes for documenting.11 Restrictions to 
sharing client data across organizations and services were noted to result in 
system inefficiencies.11 NICE also underlined there is some evidence that 
the extent of collaboration among professional groups in relation to capacity 
assessment is variable.4 

5.6.5 Which facilitators are linked to this assessment? 
We noticed, as showed in the previous chapter, that many difficulties are 
mentioned in the literature regarding decisional capacity assessment. 
Several solutions are proposed by authors. We present them below 
according to the same categories as for barriers (patients and family issues, 
process problems, healthcare professionals concerns and organizational 
obstacles) although not all barriers quoted above can be related to a 
facilitator. 

5.6.5.1 Patients and family issues 

Supporting communication 
Identifying and supporting specific communication needs during the 
assessment process is highlighted by several authors who also mentioned 
an insufficient involvement of HCP in this domain.23, 63, 79  Different 
accommodations can be used to adjust the decisional capacity assessment 
to comprehension impairments.  

For example, for auditory processing difficulties, the role of speech-
language pathologists(SLPs) is highlighted as well as some tips like 
repeating key information in different ways, and adding gestural and visual 
information (written key words, drawing, pictures…).79   

Globally, Zuscak et al.79  suggested 4 strategies to increase the likelihood of 
successful assessment in patients with communication disorders: (i) 
familiarity with the person, the topic and the favoured modes of 
communication; (ii) attentive and active listening; (iii) a quiet environment 
and (iv) lack of time pressure to allow for repeated cheques of information 
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provided. In addition to these general strategies, more specialised 
assistance can be offered by SLPs (such as low-tech communication boards 
or high-tech speech synthesizers). Additionally, a communication partner 
can be trained and included in the discussion as an health care interpreter.79  
Preference to non-verbal cognitive tests is also suggested when such 
impairments are suspected.79 

Regarding the situation of patients who do not speak the same language 
as the health care provider, a sufficient means of translation is underlined 
since having a common language is crucial.22 Access to foreign and/or sign-
language interpreters is underlined among the  five key elements proposed 
by Stuart and Thielke in a protocol for decisional capacity assessment in 
end-of-life.63 The Figure 2, below, presented this five key elements.  

Trustful relationship 
Based on responses to vignettes characterizing common situations 
encountered in mental capacity assessments for Deprivation of Liberty 
Safeguards (DOLS), many respondents stressed the importance of 
relationship building in order to be able to make the person more 
comfortable in the assessment and to make it more likely that the required 
information could effectively be gathered.54 

Since assessing intuitive processing can be feel as personally intrusive by 
the patient, a trustful patient-HCP relationship is also emphasized in order 
to facilitate patient sharing of this kind of information.20  

As showed in the Figure 2, Stuart and Thielke proposed that HCPs gain 
patients’ trust and show respect for the patient identity.63 

Considering emotional values 
Some tips for the assessors are suggested by one narrative review 
focusing on the importance of emotions in the decisional capacity 
assessment.21   

• Take into account the affects because they can inform the patient on 
what are their values and motives and whether they are respected. This 
can contribute meaningfully to competent medical decisions. 

1. Do not judge emotions and values in isolation but only in light of their 
interaction with each other and with other factors.21   

2. Identify consistency over time, in terms of a habitual pattern or style of 
emotional engagement on the one side and a minimally stable set of 
values on the other side.21 

3. In place of predefined, rigid criteria, use a more flexible, context-specific 
approach.21   

4. Use explicit discussion of the values and beliefs during evaluations and 
increase transparency to prevent misunderstanding and conceptual 
confusion, to reduce the risk of arbitrariness, (and to enable more 
targeted interventions in support of patient’s decision-making).21 

5. Immerse empathically and analyse patients’ stories; patient narratives 
for example allow relevant observations and facilitate conclusions about 
the authenticity of a decision.21 

Culture issues, health literacy and numeracy 
Cultural beliefs can influence the understanding of the situation51 and it is 
suggested to ask them to the persons rather than to treat them as 
stereotypes.63 (see Figure 2) Talking to a representative of the patient’s 
culture to evaluate whether the patient’s decision related rationale is 
compatible with the patient’s cultural beliefs and customs can also be 
helpful.45 

In health care context, it is often needed to understand medical terminology 
and mathematical concepts such as probability and risks. Stuart and Thielke 
proposed to assess the health literacy and numeracy of the patients, for 
example by asking them to repeat information using their own words  as 
showed in the Figure 2. The same authors suggested also to translate 
medical terminology into words that are familiar to patients.63 

Environmental conditions for maximizing the results 
In over half of the papers retrieved by Scott58, adapting decisional capacity 
assessments is proposed in some cases “to capture the individual at their 
best and magnify decision-making capacity”.58   
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A range of methods can be used to do this such as “providing extra time, 
delaying an assessment to a time when an individual might be better able to 
engage, repeating assessments if there are elements of uncertainty, 
spending time to build rapport to ease anxiety and adapting the assessment 
to meet an individual’s communication needs, e.g. through use of non-verbal 
communication aids”.58   

This need of a quiet environment with sufficient time is also highlighted 
for patients with aphasia79, for patients with suicidal behavior39 or in more 
general when individual situations are complex54. 

A number of comments pointed to the importance of providing time, 
space, support, and the right environment for the assessment, as 
well as the need for repeat visits if necessary.(Rogers and Bright)54 

In a protocol for assessment of patient capacity to make end-of-life treatment 
decisions, Stuart and Thielke emphasized that assessment should be 
undertaken “in a setting in which there is privacy and freedom from 
distraction, neither of which is readily available in most emergency rooms or 
intensive care facilities.”63. 

Figure 2 – Assessing patient capacity: five advices according to Stuart 
and Thielke63 

A. Establishing rapport and showing respect. Providers should 
establish rapport and gain patients’ trust to achieve their voluntary 
participation, including explanation of their reasoning. It is important to 
attend to details like speaking with patients at eye level, and addressing 
them respectfully, for example, “Ms A” rather than by first name. It also 
helps to ask a question or two that allow patients to feel that their identity 
is respected, for example, “How were you getting along before you were 
admitted to the hospital?” or “Are we doing enough to make you 
comfortable?”  

B. Attending to cultural issues. Because patients’ decisions are 
profoundly influenced by their cultural perspective, when possible, 
providers should learn enough about their beliefs in order to build 
understanding and minimize the risk of inadvertently making 

inappropriate statements. Because each person has a unique 
interpretation of cultural influences, it is best to ask about patients’ 
individual beliefs rather than to treat them as stereotypes. 

C. Explaining medical terminology. An often-overlooked aspect of 
cultural interaction is the need to translate medical terminology into words 
that are familiar to patients. Patients are prone to accept more aggressive 
intervention if they do not understand what is being proposed, often 
because they do not appreciate that palliative care is compassionate and 
often life-prolonging. Various instruments can assess patients’ knowledge 
about general and specific health concerns. 

D. Communication barriers. It is necessary to assess other potential 
barriers to participation including patients’ vision and hearing, and fluency 
in the language being used, including any age- or ethnically related 
variations. Steps should be taken to overcome these deficits, for example, 
by providing sign- and/or foreign-language interpreters. 

E. Health literacy and numeracy. Patients must possess sufficient 
capacity to understand basic health information, and to reason using 
mathematical concepts such as probability and risk. Patients who do not 
understand the meaning of words like “resuscitation” and “artificial 
nutrition,” or phrases like “a 10% chance of improvement,” will be limited 
in information exchange, deliberating, and deciding, which are at the core 
of meaningful decision making. Although there are no widely accepted 
and validated measures of heath literacy and numeracy, providers can 
evaluate patients’ understanding by asking them to use their own words 
to describe the terms and procedures. This process enhances patients’ 
ability to deal appropriately with information about their status, and the 
options for managing it. If patients understand the terms and concepts, 
their requests will more likely influence their care, and be less likely to 
being challenged and annulled. Taking the time to assess and develop 
these abilities and to adjust the discussion accordingly is therefore time 
well spent. 
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Family approach 
As showed in the chapter ‘Which barriers are linked to this assessment?’ 
(see 5.6.4), capacity assessment can have implications and consequences 
not solely for the patient but also for other interested parties such as the 
family (including financial aspects). In this context family or relatives can put 
the assessors under pressure. One clinical guidance proposed practical 
means of managing bias and other influences from relatives, and suggested 
to discuss openly with all the concerned persons when trying to decide 
on a person’s capacity.72   
In a narrative review on decisional capacity assessment for persons with 
communication disorders, partner training (by a SLPs) is suggested to 
maximise communicative effectiveness.79 

5.6.5.2 Process problems 

Combined instruments and sources of information 
In order to balance the poor reliability of instruments available for decisional 
capacity instruments, combination of several of them, with others sources of 
information (as storytelling) are proposed by several authors.21, 26, 64 
Historical information, including observations of problems with medication 
management in the past, may help clinicians for assessing capacity at 
discharge time in older people.14  

“the patient’s problems with polypharmacy in the past may be 
indicative of poor ability to manage medications in the 
future.”(Clionsky et al.)14 

Incorporating subjective and objective assessments, cognitive assessments 
and collateral history taking is suggested by one systematic review in older 
people.26  

Practical support 
Practical resources (as documentation aids) are proposed by some authors 
to help professionals to structure and document their assessments in 

line with legal standards and to meet the needs of people with 
communication disabilities during the assessment process.23  This could 
improve the consistency of assessment processes although there are a lack 
of current high quality evidence of the true effectiveness and acceptability of 
these interventions to professionals and service users.23 

Incorporation of a structured instrument designed to guide capacity 
interviews/assessments in accordance with the relevant legal standards47  
or checklists used to help professionals with capacity documentation can 
improve assessment (and decrease the risk that clinicians assume capacity 
just because there was no patient objection to the proposed care).51  

In a discussion on ethical aspect of decisional capacity, Liégeois proposed 
a tool with ten criteria to assess the four standards of the functional 
approach, with a scale without number (to make it clear that this is not a 
calculation with a positive or negative total) and without zero or neutral point 
(so that a clear position must be taken for each criterion).35 (See Figure 3) 
According to Liégeois, this tool is useful for the analysis phase: in front of a 
negative score, the HCP should investigate how this score can be changed 
in positive one and how the decisional capacity of the patient can be further 
strengthened with regard to that criterion.35  Each criterion counts for the 
evaluation but the global assessment can give higher weight to one criterion 
than another. It is therefore important that this evaluation is not performed 
by one person, but in the trialogue between all partners involved in the care: 
the patients, close relatives and care providers. All those involved first 
evaluate the ten criteria separately so that everyone can make his or her 
evaluation complete and independent. Afterwards, all those involved 
compare the various scores assigned to the individual criteria, discuss the 
differences and make a global evaluation, taking into account the situation, 
the options for action, the effects and the motives.35  If the patient is unable 
to perform this assessment, it will make by the two others. In case of only 
the practitioners can perform the assessment, an interdisciplinary work is 
recommended.35  The objective of this tool (10 criteria to be scored but not 
added) and methods (trialogue) is to lead to greater objectivity in 
subjectivity.35  
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Figure 3 – Ten criteria for assessing decisional capacity, to be scored with gradation from (---,--,-) to (+,++,+++) according to Liégeois35 
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Structure of the assessment 
Although it is difficult (or impossible) that any standardized test or algorithm 
could ever determine capacity for a specific person to make a specific 
decision, as shown in the chapter “Methods and instruments for assessing” 
(5.6.2.6), a systematic review relative to decisional capacity in oncology 
emphasized that “Having a fixed structure for the evaluation is likely to result 
in more reliable competence determinations.”37  This kind of structure, used 
by competent assessors working independently or on inter-professional 
teams who follow best-practices aligned with local legislation can decrease 
the risk of disagreement between HCPs, family, etc.11 

However the few structures that we found in the literature raised concerns. 

For example, in England and Wales, the Mental Capacity Act (MCA) 
proposed a two-stage capacity assessment:  
1. Identification of impairment of mind or brain or sort of disturbance in the 
functioning of their mind or brain (no matter is temporary or permanent);  

2. If so, verification if the person is unable to make the decision in question 
at the time that it needs to be made.7, 51  

 “To be judged as lacking capacity for a decision, a patient must fulfil 
both the diagnostic element (impairment of, or disturbance in, the 
functioning of mind or brain) and the functional element (inability to 
make a decision).(Barry and Docherty)7  

According to a systematic review, the England law promotes a two stage 
assessment process or to complete separate assessments at different 
points in time which is, in practice, not always performed.23 

However, with the first step related to the diagnosis of impairment of mind 
of brain, this structure is close to the status approach (as described in the 
Chapter 2.6.2.2. “Three approaches, none perfect”, see 5.6.2.2) which goes 
completely against the idea of the CRPD.  

The structure proposed by Marron37 can be linked with the MCA and 
encompasses: 

• a review of the patient’s general mental status and history, if any, of 
psychiatric or neurologic disorder37; medication lists and medical 
records should be reviewed45; 

• a direct assessment of capacity for the specific decision. The four 
components of competence can be evaluated by simple questions. For 
more complex cases or circumstances, an assessment instrument may 
be helpful in structuring and documenting the evaluation, as well as 
reliably quantifying the degree of impairment37 ; 

• a collection of information from the patient’s family members, close 
friends and nursing staff.37, 47  “This can be helpful in identifying 
impairments that may not be detected on direct evaluation (perhaps 
because of fluctuations in the patient’s condition) and in clarifying 
whether they represent stable or evolving characteristics of the 
patient”.37 

A narrative review on decisional capacity assessment added a first step to 
the two-steps proposed by the MCA: 1. identification of the decision to be 
made 2. identification of any impairment of, or disturbance in, the functioning 
of mind or brain 3. exploration of whether this impairment or disturbance 
means that the person is unable to make the decision in question.7  This is 
interesting because it can support the triage proposed in the chapter “When 
is a formal assessment needed? For which situations?” (see 5.6.1). This can 
also be linked to a proposition from a narrative review about assessment 
which emphasized to involve additional information, “such as the specific 
nature of the proposed health care procedure or intervention, and the risks 
versus benefits of false-negative versus false-positive errors in capacity 
determinations”.47   

In a narrative review on end-of-life, Stuart and Thielke proposed a protocol 
to support HCPs to assess capacity taking into account the highly individual 
nature of every decision.63  This protocol is showing as an example with 
several problems. The point A evokes the use of tool for the assessment 
which concerns the process of assessing while the point B mentions the few 
circumstances when starting this assessment. We would expected to have 
the point B and the point C before the point A. Furthermore,  the point B 
suggested to do an assessment also when patient disagrees with what it is 
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recommended by the medical procedure. This is related to a paternalistic 
vision (as presented in the PART 4 – Impact of decisional incapacity, see 
5.7 ) and is opposite to the NICE recommendations.(See chapter ‘Which 
recommendations have already been formulated regarding decisional 
capacity assessment?, see 5.6.6). 

Figure 4 – Protocol for assessing patient capacity to accept or refuse 
medical procedures according to Stuart and Thielke63 

A. If there are clinical concerns, use tools to assess cognitive functioning with 
minimally invasive, easily scored instruments (like the MoCA and MMSE). Alert 
staff to patients whose decision-making capacity may be questionable. 

B. Assume that patients have capacity unless there is strong evidence to the 
contrary.  

Assess capacity in situations when (1) patient requests a medically futile or 
questionable procedure, or(2) the patient refuses a medically necessary 
procedure. 

C. Assess the patient’s ability to participate in the evaluation: free of delirium, 
effects of drugs, preoccupation with pain or illness, or experiencing extreme 
emotional distress. If the patient is unable to participate, attempt to delay 
assessment until this condition passes. If patient is unable to participate, and 
an urgent decision is necessary: (1) consult advance directives; (2) contact a 
surrogate or closely interested parties; (3) search patient’s medical record to 
identify similar decisions in the past;. (4) request ethics committee consultation. 

D. Choose a private setting free of distractions. Time permitting, learn 
something about patient’s background and culture. Establish rapport and explain 
the purpose of the evaluation. Evaluate the patient’s (1) hearing, (2) vision, (3) 
linguistic fluency, (4) health literacy, and (5) numeracy. Take any practical steps 
that can overcome the deficiency.  

Solicit the patient’s consent to the evaluation. If the patient refuses, and a 
decision is critical, follow protocol in C above.  

Carry out the assessment, taking care not to bias the patient’s decision-making 
process:(1) Explain your assessment of the patient’s condition and its expected 
course. (2) Ask the patient to share his or her understanding of the condition, the 

way it is likely to develop, and which intervention the patient believes would be 
useful. (3) In as much detail as is appropriate, describe the probable benefits and 
risks of proposed treatment options including palliative care as an adjunctive or 
primary method. Use decision aids if helpful. (4) Ask the patient to choose a 
treatment approach and explain the reasoning that led to the choice including a 
summary of its potential benefits and harms. (5) To verify the patient’s 
understanding of multiple options, request an explanation of the reasons for 
rejecting the option(s) not chosen, including palliative care. (6) Repeat the choice 
and its expected benefits and harms and ask patient to verify that the provider 
understood his or her decision. 

E. If the evaluator is uncertain about patient’s capacity, or decides that the patient 
lacks capacity to make a critical decision with major consequences: (1) consult a 
qualified peer or mental health professional; (2) request assessment by 
another evaluator; and/or (3) administer a standardized interview-based 
instrument, e.g. ACCT or MacCAT-T. 

F. Record the results of the assessment in the patient’s medical record, using 
verbatim responses when possible. 

5.6.5.3 Healthcare professionals challenges 

HCP Training 
Training of professionals is suggested by several authors to counteract the 
lack of HCPs knowledge and skills in decisional capacity assessment.4, 22, 23, 

43. This proposition meets a need that is clearly expressed by the HCPs 
themselves.11, 43 This training should be proposed during undergraduate 
and/or postgraduate education, based on official recommendations and 
guidelines.43  

Among the themes considered to be included in this training, we found the 
following (but it is far from comprehensive): 

• Tips to evaluate decisional capacity in challenging situations (e.g. 
treatment refusals by patients, lack of social resources and support)22 ; 

• Involved discussions about clinical scenarios and practical aspects of 
assessment23; 
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• Ways to understand and respect different values and needs of patients 
(including those from different cultural backgrounds)22 ; 

• Skills to improve ability to communicate information to lay persons in 
simple and understandable terms22 ; 

• Legal standards for health care decision-making capacity47 ; 

• HCPs role in terms of favoring respect for autonomy which can be in 
conflict with physicians’ perception of responsibility for harm22 ; 

Preference for group assessment 
In order to manage uncertainties in decisional capacity assessment, several 
authors highlighted the need to work with experts (physicians, geriatricians, 
psychologists, psychiatrists, designated capacity assessors, nursing or 
occupational therapy backgrounds) and specialty services for more 
complex cases.7, 11, 37, 54, 79 Others proposed to develop interdisciplinary 
approach and team assessment 4, 14, 22, 23, 26, 58, 72 

“Two or more professionals can share responsibility for gathering 
evidence about decision-making abilities and can arrive at a 
judgement about capacity through a process of consensus. 
Partnership working between professionals with complementary 
knowledge and skills is more likely to lead to assessments that are 
person-centred, valid, reliable and legally compliant”.(Jayes et al.)23 

“An interdisciplinary approach to promoting better communication 
between health care and legal professionals is necessary to 
protecting patient rights and to attaining the highest quality of DMC 
evaluation”.(Iseli et al.)22  

Collaborating and consulting with other practitioners appears to be a 
protective factor in minimizing professional anxiety on decisional capacity 
assessment. This approach support new learning, sharing knowledge and 
lessons and the development of confidence.4, 58 

A multidisciplinary approach to decision-making capacity assessment could 
be also an effective model in the hospital setting, especially in rural health 
due to limited access to aged care specialists.26   

However, it is also suggested that group decision-making can lead to more 
errors than individual decision-making, due to the powerful influences 
people can have on one another. Disagreement between assessors can 
also occur.72  Thus, although collaboration seems to reduce anxiety of 
professionals, it may potentially increase the likelihood of inaccuracy.58   

This is why some authors emphasized a real collective sharing of decisional 
capacity assessment14 and recommended to maximise the skills of the 
multidisciplinary team.26  

“Involving the entire medical team, including occupational therapy 
and social work, and family members, and reassessing the patient’s 
capacity and preferences over time while trying to correct reversible 
barriers to capacity are necessary for thoroughly addressing ethical 
concerns on a case-by-case basis.”(Clionsky et al.)14  

5.6.5.4 Organizational obstacles 
A qualitative study from 2016 in Canada showed that HCPs encouraged 
“enhanced and sustained access to education/mentoring, integration of 
decision-making capacity assessments into job descriptions, appropriate 
remuneration, and timely access to consultative/specialty services.”11 
At the system level, the same study identified some facilitators such as 
allocation of dedicated resources, clearer organizational/system 
processes, a province-wide information and workload measurement 
system, and better collaboration across systems and organizations.11  

Among possible innovations, adapting educational and implementation 
materials to the on-line environment is suggested to make these resources 
more widely accessible. Development of video-conferencing could also be 
considered to ensure equitable access to decisional capacity assessments 
(notably where expertise is lacking).11 
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5.6.6 Which recommendations have already been formulated 
regarding decisional capacity assessment? 

Two sources provided clear recommendations regarding decisional capacity 
assessment: NICE and Wade et al.72. Both came from U.K.  

We present below a summary of them, categorized by target levels: service 
providers and commissioners; health and social organizations and individual 
practitioners. 

For service providers and commissioners: 
• Ensure that practitioners undergo training about “the conduct of 

decision- and time-specific capacity assessments. (point 1.1.1) Where 
appropriate, training should be interdisciplinary and involve experts by 
experience. 

For health organizations,  

• Identify or devise specific tools to help health and social care 
practitioners for the assessment and audit the tools against adherence 
to the MCA Code of Practice”.(1.1.2). 

• Train relevant practitioners in the use of these tools.(1.1.2); Co-develop 
policies and MCA 2005 training programmes with people who have 
experience […] of having their mental capacity assessed, and their 
cares, family and friends.(1.1.3) 

• Monitor and audit the quality of mental capacity assessment taking 
into account the degree to which they are collaborative, person centred, 
thorough and aligned with the MCA 2005 and Code of Practice (1.4.1); 
Include people’s views and experiences in data collected.(1.4.2) 

• Assure that assessors can seek advice from people with specialist 
condition-specific knowledge (e.g. psychologists and speech and 
language therapist) to help them assess whether, on the balance of 
probabilities, there is evidence that the person lacks capacity.(1.4.3) 

• Record the patient’s capacity to consent to any aspect of the care and 
support plan.(1.4.4) 

• Have clear policies or guidance on how to resolve disputes about 
the outcome of the capacity assessment, including how to inform the 
person and others affected by the outcome of the assessment.(1.4.5) 

For individuals practitioners:  

General principles 

• Follow the 5 key principles set out in section 1, 2 and 3 of the Mental 
Capacity Act 2005. (1.1.4 & 1.4.6) As a starting point they must 
assume capacity unless there is evidence to suggest an 
assessment is required. 

• Proportionate the nature of the assessment and the recording of it to 
the complexity and significance of that decision.(1.4.7) 

• Be clear, in preparing for an assessment, about several decision 
aspects (e.g. options), the information needs, including for example the 
use of communication aids or more time, the importance of  a process 
respectful, collaborative, non-judgmental and preserving the person’s 
dignity, whether involving people with whom the person has a trusted 
relationship would help the assessment…(1.4.10) 

• Do not assume that the person lacks capacity because they have made 
a decision that the practitioner perceives as risky or unwise.(1.4.22) 

Relationship, confidence 

• Have sufficient knowledge of the person being assessed (except in 
emergencies or where services have had no previous contact with the 
person) to be able to recognise the best time to make the decision, 
provide tailored information...(1.4.8) 

• Be aware that people can be distressed by having their capacity 
questioned, particularly if they strongly disagree that there is a reason 
to doubt their capacity.(1.4.9) and take all reasonable steps to minimize 
distress and encourage participation.(1.4.12) 
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Information to be gathered 

• Take into account the person’s decision-making history.(1.4.11) 

• Use information gathered from support workers, carers, family and 
friends and advocates to help create a complete picture of the person’s 
capacity(1.4.21). 

Communication 

• Use accessible language or information to explain the assessment, 
potential outcomes….(1.4.14); Think about using communication 
tools for person with identified communication needs(1.4.18); Take a 
collaborative approach with the person regarding the communication 
and involve an interpreter, speech and language therapist, someone 
with sensory or specialist communication skills, clinical psychologists or 
other professionals to support communication if needed (1.4.17) 

Method 

• Be aware that use of single tools (such as the Mini-Mental State 
Examination) that are not designed to assess capacity may yield 
information that is relevant to the assessment, but should not be 
used as the basis for assessing capacity.(1.4.16) 

• Use real-world observation of the person’s functioning and decision-
making ability in front of  people with executive dysfunction (e.g. with 
traumatic brain injury).(1.4.19) 

• Take a structured, person-centred, empowering and proportionate 
approach and establish which elements of the decision-making 
process the person requires assistance with, in order to identify how 
decision-making can be supported(1.4.15); In front of a person refusing 
to engage in some or all aspects of a capacity assessment, try to 
establish the reasons for it, and identify what can be done to help them 
participate fully (e.g. consulting with others involved in their care and 
support, reviewing records or giving the person a choice about who else 
can be involved).(1.4.20). 

• Understand that the person has to retain information only for the 
purposes of making the specific decision in question, and for the period 
of time necessary to make the decision (1.4.23); Capacity and insight 
are 2 distinct concepts and be aware that a person may have decision-
making capacity even if they are described as lacking 'insight' into their 
condition (1.4.24) 

• Identify people who could be spoken with in order to inform the 
capacity assessment. (e.g. individual's family or friends).(1.4.13) 

Record   

• Record any differing views on the person’s capacity and how the 
outcome of the assessment addresses or answers those differing 
views.(1.4.25)  

• Document if there is no evidence to displace the assumption of capacity 
(1.4.26); Clearly document, if the person lacks capacity, what 
impairment/disturbance of the mind or brain has been identified, the 
reasons why the person is unable to make a decision and the fact that 
the person's inability to make a decision is a direct consequence of the 
impairment or disturbance identified.(1.4.27); Record all these info and 
the practicable steps they have taken to help the person make the 
relevant decision for themselves and any steps taken by other parties 
involved.(1.4.28) 

• Record all at an appropriate level to the complexity of the specific 
decision being made at a particular time (stand-alone assessment 
document, contained within the individual's health or social care record 
or in care and support plans, following local policy). The timescale for 
review of the assessment should be specified and recorded.(1.4.29) 

After the assessment  

• Provide the person with emotional support and information after the 
assessment, being aware that the assessment process could cause 
distress and disempowerment.(1.4.30) 

Wade provided seven recommendations on decisional capacity 
assessment.72 They concern the practitioner (or assessor) level. 
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1. When discussing any significant clinical decision with a patient, the 
clinician involved should always consider their level of understanding 
and whether it is sufficient to enable an informed decision.  

2. Further assessment of capacity is unnecessary if it is obvious a person 
does have capacity or does not have capacity.  

3. Where a patient’s capacity is uncertain, but the decisions being made 
do not involve any major risks of harm, immediate or long term, and 
recovery of capacity is likely in the short term, then further assessment 
is unlikely to be worthwhile. The matter should be kept under review. 

4. Where a patient’s capacity is uncertain, and a major decision is needed, 
and there is time to undertake the process, then a more detailed 
assessment should be undertaken. Several clinical staff involved 
should assess capacity over time to reach a consensus opinion.  

5. There are no formal structured tests that determine mental capacity, 
and none can exist because capacity has to be judged in relation to a 
particular decision, not against any absolute standard.  

6. All decisions about capacity should be documented. When capacity is 
reduced or absent, this should include the basis for this opinion 
(underlying disease, evidence of incapacity). When capacity is intact, 
then a short statement is usually sufficient except when the person has 
a disorder which often affects capacity, when more detail on the basis 
for that opinion should be given.  

7. In difficult cases when judgement has to be used to decide on capacity, 
the inevitability of bias and competing interests affecting the decision 
should be acknowledged, documented, and discussed. A decision 
should be made, with an explanation on how being recorded. 

Key points on decisional capacity assessment  

Presumption of decisional capacity in everyone  

• The current international trend in favor of autonomy (supported by the 
CRPD) assumes that a person has capacity unless it was found 
not to.  

• Since few pathologies per se can be considered as synonymous of 
decisional incapacity and since there should be a presumption of 
capacity in everybody, identifying a person with incapacity requires 
some efforts. 

• In practice, implicit assessment can occur frequently during 
healthcare professional-patient encounter. Formal assessment of 
decisional capacity appears to be far from systematic which leads to 
a risk of overestimation of a patient's ability to give informed consent 
for medical decision. Furthermore, it appears that the chance for one 
person to be assessed increases when he/she makes a proposition 
which is judged “unwise” by the healthcare professionals. This is not 
consistent with the principle of autonomy quoted above. Moreover, an 
absence of objection should not equate a consent but it is not sure 
this is applicated in pratice. 

• Beside the decisional capacity, an assessment of the capacity to 
appoint a proxy i.e. a trusted person that can support the individual 
during the decision-making process can be useful but this it not widely 
incorporated into clinical practice. 

Possible triage 

• Some authors mentioned it is essential that clinicians determine the 
patient's decisional capacity prior to actions which carry risk and/or 
have long-term consequences in order to ensure consent was 
informed and valid and to determine if assistance is needed.  

• A triage based on the obvious individuals’ ability but also on the type 
of decision to be made (‘immediate’, ‘urgent’ and a variety of ‘elective’ 
decisions) is proposed by one guidance for identifying a specific 
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subgroup of persons in need of a formal assessment. Other authors 
confirmed the importance of the severity and urgency of the decision 
for defining the rigor needed for the assessment.  

• With this kind of triage, the number of persons needing a careful and 
often prolonged assessment of capacity is likely to be much smaller 
than expected on the basis of the number of patients with a disorder 
that is a potential source of impairment. 

When can the decisional capacity assessment be performed? 

• The optimal timing of decisional capacity assessment is not easy to 
define and dilemmas can be outlined: for example, the need to 
assess capacity at the time of making one specific decision but which 
is hampered by the circumstances that frequently occur in this 
population (e.g. crisis) requiring a delay for maximising the results. 
Repeated assessment (at least a one-time repetition) is also 
suggested.  

How can the decisional capacity assessment be performed? 

• To conduct the decisional capacity assessment, it is necessary to 
preliminary inform adequately the person on the assessment itself 
and collect detailed information concerning the person's cognitive 
status, functional abilities, mood, values, medical, social and 
environmental limitations. 

• The functional analysis of the decisional capacity based on the four 
cognitive criteria by Grisso and Appelbaum (understanding, 
appreciating, reasoning and expressing a choice) can lead to a 
relative agreement between assessors but this does not mean an 
accurate agreement.  

• Intuitive reasoning (with emotions and values) of the decision-
making needs to be taken into account although it is not easy to be 
assessed. It seems that values and preferences can be included 
implicitely in the assessment. 

• Other specific elements can influence the decisional capacity (as 
memory, processing speed, communication abilities, metacognition, 

etc.). It is not clear however how these elements should be measured 
and managed. 

• A lot of instruments are available for assessing decisional capacity. 
Their reliability are variable, no clear cut-off is defined and they could 
benefit to be combined. 

• No method can fit for all situations (e.g. kind of impairment, kind of 
decision) and it is considered difficult (or even impossible) that any 
standardized test or algorithm could ever determine or screen for 
(in)capacity in a specific person to make a specific decision.  

• Furthermore, as decisional capacity is influenced by a variety of 
factors, including situational, psychosocial, medical, psychiatric, 
pharmacological and neurological factors, some authors emphasized 
that a test score alone cannot substitute for a professional clinical 
judgement. However this clinical judgement can be biased and 
influenced by the emotions, values or beliefs of the assessor himself 
(including the risk of harm and the anxiety over medicolegal risks). 

Who can be involved in the decisional capacity assessment? 

• In theory, decisional capacity assessment can be performed by any 
clinician who is responsible for the patient's care.  In practice 
however, this responsibility is not easily assumed and debate 
continues around which professional disciplines are best placed to 
undertake the assessment of mental capacity and how best to equip 
staff for this role (treating clinicians who know the patient and are 
close to the decision, nurses for day-to-day decisions, specialists for 
second opinion…). In fact, it seems there is a double request. In one 
hand, there is a mandate for each healthcare professional (and legal 
professional) to both recognize their responsibility regarding capacity 
assessment and facilitation of decision-making. On the other hand, 
specialists in this kind of assessment should exist for complex cases 
(and should work in real consensus). 

• The patient family/relative can be very helpful (in particular as 
information provider) but some dynamics are difficult to be managed.  
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Importance of recording 

• The assessment process and outcome should be documented, with 
sufficient information to understand the opinion given.  

Barriers and facilitators 

• Decisional capacity assessment is hampered by many barriers:  at 
patient level, problems in communication, insufficient information, 
feeling of powerlessness, etc. At process level, measurement 
difficulties, insufficient practical support and lack of registering. At 
healthcare professional level, insufficient knowledge and skills, gaps 
in training, biases in clinical judgement, conflict regarding the 
professional role and avoidance or shifting in responsibilities. At 
organisational level, work load, multiple responsibilities, financial 
pressures and poor interprofessional collaboration.  

• Several potential facilitators are found in the literature such as a 
structured assessment with a combination of instruments, practical 
supports, communication tools for the patients and family; a trustful 
relationship and a quiet environment with sufficient time are 
emphasized in order to make the person more comfortable in the 
assessment and to make it more likely that the required information 
could be effectively gathered. HCPs training and collaboration 
between them appeared to be underlined by several authors. 
However collaboration may potentially increase the likelihood of 
inaccuracy and some authors argued for involvement of the entire 
medical team (and family members) in the assessment process. At 
organisational level, clear job description, appropriate healthcare 
professional remuneration, and timely access to 
consultative/specialty services are suggested. One study identified 
some facilitators such as allocation of dedicated resources, clearer 
organizational/system processes, a province-wide information and 

 
a  The Convention, adopted in 2006, came into force in 2008.66 

 

workload measurement system, and better collaboration across 
systems and organizations. Adapting educational and implementation 
materials to the online environment (e.g. development of video-
conferencing) is suggested to make these resources more widely 
accessible.  

In conclusion, decisional capacity assessment is not an easy task. 
Effective assessments should not be systematic but should be 
thorough, proportionate to the complexity, importance and urgency 
of the decision, and performed in the context of a trusting and 
collaborative relationship. However practitioners as well as patients 
need support in the process and organisational aspects are 
important. 

5.7 PART 4 – Impact of decisional incapacity: an ethical 
question 

As we noticed in the previous chapter, only a small proportion of individuals 
might be judged as unable to make a specific decision at a specific time. 
And this can be established only if all practicable steps to help the individual 
to make the decision have been attempted without success (according to 
the MCA).4, 16 

The United Nations CRPDa, in particular with its Article 12, emphasized two 
key principles: the elimination of discrimination and the support for 
autonomy.66  
In practice however, these two principles are variably followed and the 
Article 12 generates a lot of discussions, from unqualified enthusiasm to 
strong disapproval.56  

“While disability advocates and theorists tend to see the article as 
the key to the emancipation of persons with mental disabilities, 
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psychiatrists have voiced the opinion that its provisions will make 
many persons with mental disabilities worse off”.(Scholten et al.) 56 

We present below some points of this discussion (but more details are 
available in the legal chapter, see 6.8). 

5.7.1 Discrimination and preconceptions 
In many jurisdictions decisional (or mental) capacity is the prerequisite for 
legal capacity (see 6.3.1 for the difference between mental capacity and 
legal capacity in the legal chapter) and a judgement of legal incapacity is 
often based on a decisional capacity assessment.28 However, the CRPD in 
its article 12 changed this position, stating that “all individuals have legal 
capacity, regardless of mental ability”.28, 57 In this context, “using mental 
capacity assessments in order to be able to decide whether to impose 
restrictions on legal capacity is discriminatory”16 and the CRPD “states 
parties have the obligation “to take all appropriate measures, including 
legislation, to modify or abolish existing laws, regulations, customs and 
practices that constitute discrimination against persons with disabilities””.57 

In practice, this change is not always implemented and restriction of legal 
capacity appears to be not applied equally to adults with disability and adults 
without disabilities. The reasons quoted by Craigie “are deeply rooted 
preconceptions about and longstanding prejudices against persons with 
disabilities and especially persons with psychosocial and intellectual 
disabilities.[…] These practices must be abolished in order to ensure that 
full legal capacity is restored to persons with disabilities on an equal basis 
with others.” (General Comment No. 1, para. 7 in Craigie)16 

Discrimination is still evident in mental health services, for example, in 
depriving users of the rights to refuse treatment, to legal capacity and to 
privacy, as well as other civil and political rights. Action is required to 
radically reduce coercion and to facilitate a move towards an eventual end 
to all forced psychiatric treatment.66 

The question of the decisional capacity assessment and its potential role in 
discrimination was raised by several authors.16, 51, 57 Has the UK MCA itself 
introduced an element of discrimination by the first step of the capacity 
assessment (determining whether an individual has an impairment of the 

mind or brain)?51 Is the construct of decision-making capacity really disability 
neutral as the proponents of the functional approach have argued? Are all 
forms of substituted decision-making prohibited under the Convention, 
including those based on the assessment of decisional capacity skills?57, 66 

Several discussions can be found on this matter and there is a real concern 
regarding the discrimination in the process of decisional capacity 
assessment as expressed by Craigie et al: 

Concerns about mental incapacity-based infringements on legal 
capacity centred around discrimination against people with mental 
disabilities, which is said to diminish a person's status before the 
law; the idea that mental incapacity regimes are rooted in misguided 
preconceptions about people with psychosocial or intellectual 
disabilities, which presume the person is unable to make decisions; 
that mental capacity assessments are based on criteria with 
unsettled meaning, requiring clinical or judicial judgment where 
mistakes can be made; or, more strongly, that mental capacity 
assessments are significantly based on diagnostic status; a claim 
that such regimes have not ensured protection for people with 
mental disabilities; and that they do not adequately recognise that 
some abilities necessary for making a decision need not rest in the 
cognitive abilities of the person, but can be provided though 
decision-making support.(Craigie et al.)16 

Some authors however concluded that the functional approach as described 
in the previous chapter is not discriminatory since it defines incapacity in 
terms of a substantial impairment of a person’s decisional capacity with 
respect to a specific decision at a specific point of time. “On the functional 
approach, the criteria for competence thus indiscriminately apply to 
everyone, regardless of whether one has a mental disorder”.57 

Consequently, it appears to be possible to assess decisional capacity and 
propose appropriate support and even a substituted judgement without 
being discriminatory. 

“The key to eliminating discrimination of persons with mental 
disorders in the informed consent process does not lie in the 
abolition of all substitute decision-making arrangements, but in the 



 

KCE Report 349 Decisional capacity 71 

 

 

radical reform of existing guardianship laws and the education of 
healthcare professionals regarding methods for supported decision-
making and nondiscriminatory criteria for competence 
assessment”.(Scholten et al.)57 

This conclusion is important to keep in mind for the following chapters and 
in particular the “PART 7 - Surrogate decision-making pathway” (see 5.10). 

5.7.2 Autonomy versus Paternalism 
In the literature focusing on decisional capacity, autonomy is a paramount 
principle supporting individuals to make informed decisions about their own 
medical care, even future health care.55  

The ability to engage in authentic autonomous decision-making is a 
fundamental element of a person’s dignity and rights12 and a legally 
protected value13, 16. Autonomy is a goal for advance directives6, 10, 41, 44, 52, 

62 as presented in the PART 6 – Advance decision (see 5.9) and is broadly 
emphasized in legal publications and acts (such as the 2005 Mental 
Capacity Act (MCA) in England and Wales4, 9, 24, 54, the Ireland’s Assisted 
decision-Making (Capacity) Act 2016 in Ireland17 or the Consumer Directed 
Care (CDC) service model in Australia50. 

“The new Western ideal of patient autonomy is at the centre of the 
2015 Act, ensuring ‘nothing about me without me”(Dowling et al.)17   

Some authors emphasized the importance of the will or wishes in the 
concept.16, 68 

“The Autonomous action, takes place when a person acts: “(1) 
intentionally, (2) with understanding, and (3) without controlling 
influences that determine their action”.(Craigie et al.)16 

“Autonomy, as used within health care and medical research 
settings, commonly refers to patients’ ability to think, decide and act 
accordingly to one’s beliefs and values. When acting autonomously, 
an individual let wishes guide decisions, which in turn guide 
actions”.(Thalen et al.)68  

However, beside the rights of capable patients to make their own choices, 
there is the moral HCPs duty to protect patients with diminished capacity 
from the consequences of decisions reached without adequate mental 
capacity.37, 47, 67 This duty of protection had sometimes led to the medical 
paternalism, i.e. “doctor (or nurse) knows best, making decisions on behalf 
of patients without actually involving them’.(Dowling et al.)17  

Furthermore, this duty of protection and the paternalism is reinforced by the 
fear of litigation and the fact that in case of unwise decisions by incapable 
patients the physicians can be held liable for the adverse consequences of 
treatment undertaken without a competent consent.37 The prevailing 
culture of risk aversion causes also institutional obstruction for accepting 
autonomy in front of unwise decision-making.72 

Therefore, as many authors underlined it and, as already mentioned in the 
chapter ‘Which barriers are linked to this assessment? See 5.6.4), there is 
a conflict regarding the healthcare professional roles “promoting 
patients’ autonomy” and, at the same time, “protecting them from harm”.13, 

17, 23, 26, 34, 43, 44, 58, 78 

Despite the publication of the CRPD and the fact that medical decision-
making process is more and more patient-centered with a patient having the 
right to informed, autonomous, and individual health care treatment choice45, 
the physician-centered paternalism always exists.17, 24 According to a 
review on advance directives, an Australian study showed that hospital 
doctors (n = 21) are still paternalistic, ‘especially when the doctor strongly 
disagrees with patients' decisions or believes decisions are not in the 
patient's best interests”.17 

Thus, while the notion of autonomy of the individual is a legally protected 
value, it is important to understand what the challenges are in practice, 
where the old ideas of best interest (i.e. decision made by the HCPs 
without taking into account the wishes and preferences of the patient) 
must be abandoned.17 Some examples showing these challenges are 
presented in Figure 5 and the best interest standard is explained in the 
PART 7 – Surrogate decision-making pathway (see 5.10). A change in 
culture appears to be required. 
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However some authors underlined that the “everything in favour autonomy” 
shows a failure to understand the profile and diversity of service users, 
particularly for individuals where mental capacity is an issue. Maybe not all 
individuals want or take benefit from autonomy.60 

“The ‘one size fits all’ approach challenges personalisation’s 
underlying principle of individualisation and has limited the 
opportunity for a more robust dialogue around the diverse needs 
that exist and how they can be accommodated. Empowerment can 
be achieved in a number of ways”.(Southall et al.)60 

This aspect complicates the discussion about autonomy versus paternalism. 

Figure 5 – Examples of tension between autonomy and protection 

- Aspects of the MCA require students to “unlearn” outdated responses 
to decision-making (e.g. around duty of care dilemmas) while also 
potentially transgressing personal and professional values that 
prioritise taking care of others. Some nurses, even those working in 
specialised areas caring for people with intellectual disabilities or 
dementia, struggle to limit their protectiveness towards people they 
perceive as vulnerable.(Jenkins et al.)24 

- For patients with bipolar disorders, “autonomy may be threatened 
on multiple levels: firstly, they may experience periods of illness as 
inauthentic i.e. not arising from their true sense of self; secondly, 
during periods of illness an individual may experience a loss of self-
control, engaging in behaviours they would never normally consider; 
thirdly, attempts at illness management may elicit coercive measures 
from other parties such as family, friends or health 
professionals.”(Stephenson et al.)62  

- In the context of suicidal behaviour, the management of an 
advance decision is particularly challenging because it went against 
healthcare professionals’ training to preserve life (ie, adherence to 
the advance decision could result in the death of the patient while 
they could recover if they received treatment for their physical 
condition.(Nowland et al.)44  

5.7.3 Strategies for improving or maintaining the “decisional 
capacity” 

Health care providers have several options in front of a patient seems unable 
to participate meaningfully in a decision-making process.  

Firstly, because autonomy is a crucial value as just mentioned above, all 
means to support the decision-making process should be used. This is 
described in the “PART 5 - Supported decision-making pathway” (see 5.8). 

Secondly, if the incapacity of the patient cannot be sufficiently 
improved despite appropriate support, a hierarchy of options are 
available to HCPs.57, 76, 78. We presented these options in three successive 
categories but this is not flawless and some authors proposed other 
classifications (e.g. considering advance decision as a supported decision-
making).  

1. The wishes expressed in advance by the patient (e.g. advance 
directives or advance statement of wishes and feeling) should be 
searched and honored. This is presented in the “PART 6 – Advance 
decision” (see 5.10). 

2. If advance decisions don’t exist, it is crucial to identify a surrogate who 
has the authority to act for, and who can appropriately represent, the 
patient in order to provide a substituted judgment standard. See 
“PART 7 – Surrogate decision-making pathway” (see 5.10). 

3. If the patient has not designated a surrogate, the healthcare 
professionals can use a best-interest standard with the involvement 
of relatives, for example, spouse, adult children, parents, adult siblings, 
or any adult who has exhibited special concern for the patient and who 
is familiar with the patients’ values and wishes. See “PART 7 – 
Surrogate decision-making pathway” (see 5.10). 

This hierarchy is theoretical and reality is more complex.74 For example, it is 
difficult for an autonomous patient to choose interventions that are opposite 
to their best interest (e.g. refusing wound care or antibiotic for decubitus 
ulcers).74 This leads to some challenges that are described in the following 
chapters. 
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Key points regarding the impact of decisional incapacity 

• The United Nations CRPD , in particular with its Article 12, 
emphasized two key principles: the elimination of discrimination 
and the support for autonomy for patients with disabilities.  

• Different interpretations exist on how art. 12 should be 
understood and implemented.  

Discrimination 
o The question of the decisional capacity assessment and its 

potential role in discrimination was raised by several authors. The 
UK MCA itself may have introduced an element of discrimination 
by the first step of the capacity assessment (determining whether 
an individual has an impairment of the mind or brain). 
Nevertheless, some authors suggested that it could be possible 
to assess decisional capacity and propose appropriate support 
and even a substituted judgement without being discriminatory, 
notably by providing “education of healthcare professionals 
regarding methods for supported decision-making and non-
discriminatory criteria for capacity assessment”. 

Autonomy vs paternalism 
o The ability to engage in authentic autonomous decision-making 

is a fundamental element of a person’s dignity and rights and a 
legally protected value. For some authors, autonomy implies 
thinking, deciding and acting accordingly to one’s beliefs and 
values. However, conflict persists regarding the healthcare 
professional roles between “promoting patients’ autonomy” and, 
at the same time, “protecting them from harm”.  

o The physician-centered paternalism seems to still exist. A 
change in culture appears to be required which means to 
abandon the old “best-interest” standard (i.e. decision made by 
the HCPs without taking into account the wishes and preferences 
of the patient). 

o However some authors underlined that the “everything in 
favour autonomy” shows a failure to understand the profile and 
diversity of service users, particularly for individuals where 
decisional capacity is an issue. Maybe not all individuals want or 
take benefit from autonomy. 

Hierarchy of options for managing impairment of decisional capacity 
o The first step is the supported decision-making pathway. This 

step is consistent with the CRPD and the autonomy 
centeredness. 

o If the supported decision-making pathway is not successful (and 
the individual is still unable to participate to the decision-making), 
other options exist within a hierarchy : to use advance decisions 
and afterwards, if advance decisions don’t exist, to identify a 
surrogate who has the authority to act for, and who can 
appropriately represent, the patient in order to provide a 
substituted judgment standard (even if the CRPD does not 
promote surrogate decision-making). Best interest standard can 
be used by HCPs with the involvement of relatives. 

This hierarchy is theoretical and reality is more complex. This leads to 
some challenges that are described in the following chapters. 
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5.8 PART 5 – Supported decision-making pathway 

5.8.1 Concept 
A consequence of putting autonomy as a central principle underlying the 
decision-making can be expressed as “no person should have another 
person appointed to make a decision on their behalf, if they could make the 
decision themselves with assistance and support”.76 

This sentence highlights two issues: firstly that appropriate support 
should be provided for everybody (and certainly persons with potential 
impairment in decisional capacity) and secondly that a surrogate 
decision-making process should be used as the last resort. 
The requirement of support as a basis for patient-centered care and 
decision-making is emphasized by many authors.4, 16, 76 

Supports may include assisting the individual in: formulating an opinion; 
considering a range of choices and making a selection; engaging in a 
decision making process with other parties; and taking action to implement 
a decision.76 

We present this kind of decision-making process as a “supported decision-
making pathway”. In the medical context, it is sometimes not strongly 
distinguished from the shared decision-making (SDM) process.75 

“SDM emphasizes an interactive process where both client and 
practitioner recognize one another as experts and collaborate in 
every aspect of the decision making process including setting goals, 
exploring health issues, discussing treatment options, and deciding 
on a course of action”.(Paudel et al.)49  

Indeed a shared-decision making process needs often a supported decision-
making. However, in patients with decisional capacity impairment, the 

 
a  The support required under article 12(3) of the convention is frequently called 

‘supported decision-making’. It aims to exercise legal capacity and for a 
person with a mental health disability to facilitate the person’s expression of 
his or her “will and preferences.28, 66 

supported pathway can be different from a common SDM, with for example 
a strong involvement of a proxy (i.e. a relative who can provide a support). 
Furthermore, in the legal context, supported decision-makinga and shared 
decision-makingb are sometimes be defined in very different terms than 
those we used here. This can be very confusing.  

In the following chapter, we used the terms “shared decision-making” as the 
process which facilitate the dialogue between the patients (with relatives or 
proxy if needed) and the HCPs and the concept “supported decision-making 
pathway” as the process that helps patients in keeping their autonomy 
regarding decisional capacity (and involvement in the decision-making). 

5.8.2 When has a supported decision-making pathway to be 
proposed ? 

As mentioned just above, support for decision is potentially useful for a lot 
of people when they are confronted with a medical decision. This should be 
an habit in decision-making process and the first option for individuals with 
impairment in decisional capacity. 

In a qualitative study among 41 patients with mental health and/or learning 
disabilities, Webb et al. found that participants acknowledged rare cases 
where individuals should not be supported (and where others persons 
may have to make decisions (or partial decisions) in behalf them). These 
case were “not having the capacity; not having enough support (e.g. no 
family members); when they have been admitted for psychiatric care or their 
mental health has deteriorated; emergency operations/procedures and self-
harming”.76 

“However, in general, there was a sense that individuals should be 
supported at all times, where possible.”(Webb et al.)76 

b  The shared decision-making process can be interpreted as process wherein 
decisions are determined by families or doctors, even without patient’s 
involvement.8 
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The timing of the support is an interesting question, often mentioned. Time 
pressure generally made decision-making more difficult and taking time to 
think about decision can be a key factor in assisting people.38, 55, 75, 76  

If possible (and not in life-threatening situation), delaying decision-making 
on major issues such as a change in residence until the acute illness has 
resolved is suggested.7  

5.8.3 How can a supported decision-making pathway be 
organized? 

Several strategies are proposed to promote supported decision-making.9, 

12, 50, 75. Globally, beside the management of medical situations, helpful 
sources of support included informational, practical and emotional support.75 
It is proposed either for dementia50 or psychotic patients12. 

5.8.3.1 Management of medical barriers 
If reversible barriers to capacity has been identified, including mood 
variables, such as depression, and medical factors that would impair a 
patient’s cognitive abilities in the short term, these barriers should be 
addressed, leading to improved cognitive outcomes.14 

Medication and psychosocial interventions are mentioned by some 
authors as a potential support.12, 15, 64 

“Combined with anti-psychotics, psychosocial interventions highly 
contribute to reduce the severity of symptoms, to benefit functioning, 
to encourage decision making and to decrease hospital 
50missions.”(Calcedo-Barbra et al.)12 

In other cases, receiving higher doses or polymedication can adversely 
impact the decision-making process, for example by impacting cognition 
among psychiatric patients12 or by worsening confusion in patient with 
dementia14. 

However, the management of medical barriers has often limited impact on 
decisional making and this is not the focus of the literature retrieved. 

“Although antipsychotic medication may improve decisional 
capacities, clinicians and researchers should improve the informed 
consent process to maximize the decision making capacities of 
patients with schizophrenia”.(Sugawara et al.)64 

5.8.3.2 Listening to the patient 
NICE highlighted that patients need “to be able to communicate their needs 
and feel listened to during treatment decision-making” and, when there are 
not, “this made them feel disempowered”.4 This leads NICE to recommend, 
beside the provision of information, to support patients in order “to identify, 
express and document their own communication needs”.4 

Other authors underlined the “right to be listened and to participate to the 
discussion” even if this requirement is not always met in practice.42 

“A person living alone may receive a worse standard of treatment 
from social and healthcare professionals than a person 
accompanied by his or her spouse or other close relative or friend. 
Too often, no one really listens to a person with dementia even 
though the right to participate may be regarded as a key element of 
high quality counselling.”(Nikumaa et al.)42 
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5.8.3.3 Providing appropriate information 

Content adapted to the situation 
Providing information to support decision-making is recommended by NICE 
which emphasized “that practitioners should clearly determine at the start of 
the decision-making process what information they need to provide 
regarding the decision they are supporting the person to make. This will 
depend on the nature and complexity of the decision itself”. (rec 1.2.5) 

The content of the information should concern the process and principles 
of supported decision-making as well as the specific decision.4 All options 
have to be presented in a balanced and non-leading way.4 

Some authors suggested that advice on for example budgeting money or 
legal matters can also be included.42, 75 

“The role of social and healthcare professionals in giving counselling 
on legal matters, such as guardianship measures, later life legal 
planning and social security benefits, is viewed as useful by people 
with dementia”.(Nikumaa)42 

The information should be accessible and tailored to the person being 
supported.4, 55, 75 Some authors for example underlined different needs 
according to the pathology presented by the patient:  

“This implies also to consider how that patient receives, processes, 
and responds to information; and not judge emotional responses (or 
the lack thereof) as apathy, misunderstanding, or mental 
illness”.(Satkoske et al.)55 

Simplification  
The information can be simplified. Several authors highlight that 
simplification and enhancement of the information provided to the patient 
can improve his/her capacity for decision-making both in hospital and in 
everyday life.4, 12, 33, 79 This has been found in patients with severe mental 
disorders12, dementia(4) or autism spectrum disorders55: 

“Clear, concise, and logical presentation of necessary information is 
promoted while inferential, ambiguous, or abstract language should 
be avoided”.(Satkoske et al.)55 

NICE mentioned a moderate quality UK study showing that people living with 
dementia could be supported in everyday decision-making through 
reducing the length of discussions about decisions.4 
In dementia, one narrative review also suggested to limit the options9:  

“A common adaptive strategy among carers is to decrease the 
number of choices and limit the decision only to the most important 
matters.”(Bosco et al.)9 

But in the opposite, one qualitative study in 41 patients with several mental 
problems and disabilities showed that limited choices make them feeling 
unhappy, uneasy and under pressure and that only a minority of 
participants mentioned their preference for fewer options.75 
An important obstacle to simplification of information, particularly in the 
research field, could be the necessity to demonstrate the quality of 
information, if professional liability of the healthcare provider was 
questioned. The fear not to be able to do so, leads to absolutely unreadable 
documents, even for patients with (presumed) full decisional capacity. 

Different formats 
Providing clear information in different formats is an approach reported as 
helpful in increasing an individual's understanding of the decision to be made 
and information sharing.38, 76 This approach included using accessible and 
familiar formats tailoring to the needs of the individual (e.g. visual 
information, PowerPoints), writing down information/reminders, reading and 
explaining to them and providing practical knowledge and advice.76 

“To have everything in accessible format, for that person to 
understand, and to define in what way it is best for that person to 
understand. So, one format isn't going to help everybody because 
everybody is different. So it's about making sure everything is set 
out in different ways for different people “.(Webb et al.)76 
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Decision aid and other material supports 
NICE found some evidence of low to moderate quality that specific 
interventions can increase people’s involvement in decision-making 
discussions4 and this is confirmed by some other authors. Among the tools 
mentioned, we can quote leaflets15, written key words or summaries67, 
talking mats4, 67, visual support as pictures67, decision-making tree4, 55, 
electronic decision support system4, 47 and technological platforms such as 
mobile applications or social media25. 

“…mata showing a scale illustrated with simple images that express 
a person’s opinion (ranging from example from “I like it” to “I do not 
like it”) can facilitate individuals to organize thoughts and express 
opinions” and “increases communication efficiency by enhancing 
their understanding, their engagement in conversation and their 
ability to keep on track”.(Thalén)67   

Even the form of the informed consent can have an impact on the 
decision-making process. This is emphasized in patient with schizophrenia 
by one narrative review showing that consent procedure via multimedia may 
facilitate the understanding to decide on complex or high-risk protocols64 and 
by a metareview which found that the use of an enhanced informed consent 
form contributed to significant improvements in decision-making capacity 
compared to the use of standard forms.12 The use of multimedia informed 
consent is more highly supported for individual treatment decision than for 
consent to research participation.  

Repeated process 
Providing information repeatedly is suggested by some authors to enhance 
decisional capacity and maintain long-term levels of capacity.12, 33, 64, 65, 79 

 
a  The mat is placed before the person and questions are posed, one at a time, 

each one illustrated with one picture (and often a keyword below). It is asked 
to the person to place the picture below the scale where he/she thinks it is 
appropriate with any verbal response if possible. 

NICE recommended to give time and meet the patient for more than one 
session if needed (rec 1.2.12).4 

“Maria went on to explain that the consultant repeating the 
information and cancer treatment options to her husband ‘several 
times’ was a good strategy, as well as simply sitting down next to 
him and losing the ‘airs and graces’. Time was also referred to by 
people who live with both dementia and cancer and family carers 
when discussing the format and quantity of cancer treatment 
information provision prior to treatment decision-
making”.(McWilliam et al.)38 

According to a qualitative study among patients with dementia and carers, it 
becomes necessary to leave space in professional caring practices for 
creativity and inventiveness in communication strategies between those 
who live with the condition (such as dementia) and those closest to that 
person to help inform treatment approaches, decision-making and care 
documentation.38 The need to develop information-giving support that is 
constructed from the language and meanings of care that are recognizable 
to those undergoing the process is suggested (e.g. of narrative 
construction).38 

“This was seen in the data by Joe (Case 3) explaining his mother’s 
cancer to her as a ‘dirty throat’ and then aligning his mother’s course 
of radiotherapy treatment for her head and neck cancer to a ‘wet 
flannel’ so that she (Sally) could better understand the treatment that 
she was about to undergo.”(McWilliams et al.)38 
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5.8.3.4 Emotional support 
Special conditions can enhance the information provision: addressing 
general stress and anxiety present at the time the decision is being 
made, minimizing irrelevant stimuli, presenting closed questions, and 
providing encouragement and reassurance is suggested by some 
authors.55, 75, 79 

According to one UK qualitative study among 41 patients with mental health 
and/or intellectual disabilities, helpful emotional support included peer 
support, encouraging service users to be independent, providing 
reassurance on decisions, and having a wide support network.75 

5.8.3.5 Importance of recording 
NICE recommended to record the information that is given to the person 
during decision-making and to give the person an opportunity to review and 
comment on what is recorded and write down their views.4 Other items to be 
recorded are mentioned in the chapter 5.10.7). 

The need for maintaining records of the support have also been highlighted 
by the author of the UK qualitative study among 41 patients with mental 
health and/or intellectual disabilities.75 

5.8.4 Who has to be involved in a supported decision-making 
pathway? 

One review underlined that “decision making is a dynamic and interactional 
process’ and that the relationship between the individual, supporter and the 
context is at the heart of the process”.(Webb et al.)76  

In order to guide the selection of proxy who can support the decision-making 
(or “supporter”), several criteria were proposed  by a review on supported 
decision-making for persons with serious mental illness (SMI)25: 

“At a minimum, supporters should (a) be approved by the individual 
with SMI, (b) themselves have decision-making capacity and skill, 
(c) be knowledgeable about the individual with SMI, the individual’s 
condition, will, and preferences; (d) be willing to act as supporter; 

and (e) not have a conflict of interest that may compromise their 
ability to provide impartial support. Possible categories of supports 
may include family and friends, mental health professionals, 
lawyers, and clergy”.(Jeste et al.)25: 

Some characteristics of a good supporter and a supporting relationship is 
described below. 

5.8.4.1 Good supporter  
Based on one review and one qualitative study from Webb, it appears that 
a lot of qualities are identified to be a good supporter in decision making. 
This has to be someone “approachable, accessible, available and 
consistent”; experienced/qualified and knowledgeable; empathic, kind, 
honest, helpful; with good social skills, ability to listen, understand, care…  

Sharing similar interests, acknowledging the person perspective, being 
capable of explaining the information in an appropriate fashion and providing 
clear advice are also mentioned.75, 76 

According to a moderate quality UK study quoted by NICE,  being able to 
pick up on non-verbal cues such as facial expressions is another skill that 
can be useful for supporting people living with dementia in everyday 
decision-making.4 

As mentioned by the review from Webb, it is interesting to note that more 
weight seems to be given to the personal qualities of the supporter (e.g. 
genuine desire to help) than to his/her skill and knowledge.76 
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5.8.4.2 Within a trustful relationship 
The importance of the relationship with the supporter is constantly 
mentioned in the literature9, 75, 76 and several authors emphasized 
importance of trusted relatives’ involvement for supporting the decisional 
process, notably in patient with dementia.28, 38, 39 

“By their longitudinal and biographical knowledge of the person with 
dementia, and ‘trial and error’ expertise in effective communication 
approaches, trusted relatives can play a central role in the decision-
making”.(McWilliams et al.)38 

Although this appears to be mainly highlighted when people have already 
established a trusting relationship over time and know the person for a long 
time (e.g. being married for many years), it may also be useful to consider 
how this can be promoted even in circumstances when there isn't a pre-
existing positive relationship, for example through employing an 
altruistic stance in the relationship.9, 75 

In order to support a trustful and helpful relationship, it is important to be 
sure there is no undue influence or conflict of interest and that the roles of 
everyone involved in the decision are clear.76 (see 5.8.6 point “Which 
barriers are linked to the supported decision-making pathway? Paragraph 
“Relatives’ pressure”) 

5.8.5 Which benefits are described with a supported decision-
making pathway? 

Several authors highlighted that being involved in the decision-making 
process can have benefits whenever decisional capacity exists. According 
to a systematic review, acknowledging people with dementia as active 
agents can lead carers and patients to promote involvement in the 
decision-making.9 More positive treatment results, better compliance 
(e.g. medication adherence), increase autonomy, lower decisional 
uncertainties among patients with mental disorders were quoted by a 
metareview from 2020.12 Treatment adherence and satisfaction in service 
users and carers were also mentioned by two qualitative studies, one among 
psychosis patients15 and another in community mental health centers which 

also quoted improvement in the patient well-being.49 NICE also mentioned 
some evidence of low and moderate quality reporting mixed findings, about 
people’s satisfaction with interventions designed to support people to make 
decisions: use of talking mats led to greater satisfaction among participants 
whereas there was no difference in client satisfaction between those using 
an electronic decision support system compared with people in the control 
group.4 

Interest in making their own decisions of persons with serious mental 
health conditions including depression and schizophrenia is emphasized by 
different authors.36, 49, 57 

However, one review in serious mental illness  mentioned a lack of clear 
evidence on the link between supported decision-making and better 
decisions (taking into account challenges around classifying which 
decisions are “better or worse”), greater satisfaction with the decision-
making process, and an increased sense of empowerment among 
individuals with cognitive disabilities.25 

Regarding consent to research participation; some of the more effective 
and commonly used strategies to enhance capacity (such as simplified 
consent forms, repetition of consent form information, interactive 
computerized learning aides, video presentation during the consent 
process, and provision of corrective feedback for individuals) shown that 
even individuals with severe psychiatric conditions such as schizophrenia 
are able to benefit significantly from attempts to improve decisional 
capacity”.40 
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5.8.6 Which barriers are linked to the supported decision-making 
pathway? 

Although involvement in decision-making is promoted by mental health 
legislation and medical ethics as the option to be favored, in practice, 
patients with mental or psychiatric disorders appear to be frequently 
excluded from decision-making.12, 15, 18, 24, 33, 36, 60. This is highlighted for 
patients with dementia24 but also in bipolar disorders18 and psychosis33. 

Regarding consent to research participation, some difficulties to be involved 
in the decision are also suggested for patients with dementia (even in early 
stage).67 

We presented the barriers linked to the supported decision-making pathway 
according to different perspectives: patients and relatives, process, 
healthcare professionals (HCPs) and organizations. 

5.8.6.1 Patients’ and relatives’ issues 

No systematic wish to be involved 
Two qualitative studies suggested that HCPs considered sometimes 
patients as persons who prefer not to be involved in the decision-
making process.15, 18 

One qualitative study among 9 HCPs and 7 service users (SUs) in psychosis 
service in UK mentioned that “There seemed to be a divide in terms of 
whether SUs wanted choice over their treatment. Some were happy to follow 
whatever treatment was recommended, others felt they should have choice 
over their treatment but be guided towards a decision by HCPs”.(Cowdrey 
et al.)15 

Another qualitative study among 20 HCPs in Australia on treatment 
decision-making in patients with bipolar disorders showed that patients were 
less involved and more likely to defer decision-making to the clinician when 
they were newly-diagnosed, yet to reach mood stability, viewed themselves 
as passive, held paternalistic attitudes towards the clinician and were 
younger.18 

Risk of adverse effects 
Involving patient in a discussion about his/her own health is not innocuous 
and can sometimes be stressful. 

NICE emphasized that “practitioners should be aware that talking about 
potentially upsetting issues including declining health or end of life can be 
potentially distressing, and a person may feel overwhelmed with having to 
make a difficult decision at a difficult time and having to deal with possibly 
conflicting opinions”.4 

A systematic review focusing on patients with psychotic disorders mentioned 
also that clinicians should carefully evaluate efficacy, safety and 
acceptability of their capacity-supporting interventions because some 
adverse effects are plausible with a shared decision-making such as 
increased emotional distress, self-stigma or hopelessness.33 

Relatives’ pressure 
During supported decision-making pathway, relatives can be involved in the 
discussion and play a positive role as supporter, but there is a risk that the 
views of the family could dominate the discussion (Cowdrey; Wade), 
notably because ‘they are more vocal’.60 

There is even a risk of moving from support to pressure and coercion.7, 25, 

75 

“although a rare situation, complex family dynamics and coercive 
relationships can influence patients to refuse treatments or make 
discharge decisions that they do not really want to make. It can be 
difficult for a patient to weigh up the relevant factors necessary to 
make a decision under duress”.(Barry)7 
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5.8.6.2 Process problems 

Provision of insufficient information 
NICE found good quality evidence, based on people’s views and 
experiences, that sometimes there appeared to be little or no explicit attempt 
to gain informed consent and patients were often given inadequate 
information about the procedure. Patients felt excluded from decision-
making when they were given insufficient information about their condition 
and about treatment options.4 

Moreover, providing needed information about other topics as financial or 
legal matters is considered as lacking by services users. For example, a 
qualitative study in Finland found that patients with dementia and their 
families felt that the professionals withhold this kind information or 
underestimate the need for it.42 In another study, it appeared that references 
to the restrictions that might amount to deprivation of liberty were also less 
common.54 

Lack of evidence 
NICE underlined a lack of evidence from studies published since 2005 about 
people’s views and experiences of interventions, tools or aids for supporting 
people to make decisions about care, support and treatment.4 

Other reviews confirmed the lack of high-quality evidence on interventions 
to support treatment decision-making, in serious mental illnesses25 or in 
psychosis33 which hampers recommendations of one particular approach.  

Incompleteness of support 
One review mentioned that support is not explicitly organised to address 
each of the four components of the Grisso and Appelbaum model 
(understanding; appreciating; reasoning, expressing a choice). One aspect 
of support which seems to present specific challenges is to promote people's 
ability to use and weigh the relevant information.76  

“There are immediate challenges for attempting to provide support 
on the relative risks and/ or potential benefits of options, not least 
the challenge of accurately predicting the future consequences of 
decisions. Nonetheless this would appear to be an aspect of support 
which could be better developed”.(Webb et al.)76 

5.8.6.3 Healthcare professionals’ challenges 

Stigmatization 
HCPs are not always convinced of the patients’ ability to be involved in the 
decision-making process or fail to support this involvement. This can be a 
missed opportunity and cause a patient distress.50 This can be linked 
sometimes to the stigma surrounding certain diagnosis (e.g. dementia): 

“A failure by health professionals to actively offer support negatively 
impacts the person with dementia leaving the person feeling 
defeated, fearful and with no means to preserve independence and 
quality of life”.(Read et al.)50 

NICE found good quality evidence, based on people’s views and 
experiences, that patients felt sometimes to be excluded from decision-
making because not involved in the multidisciplinary team discussions or 
because clinicians negatively judged them.4 

Misunderstanding of patients’ needs 
It is suggested that to preserve autonomy in the process of making choices, 
consensus is to be reached by acknowledging each other’s needs.9 
However, HCPs can misunderstand the patients’ needs. In one US study 
focusing on an implementation strategy to support adoption of decision 
making in mental health services, the authors reminded that there is 
“divergence between what individuals say they need and want, and what 
clinicians perceive as their needs”.36  

“Clinicians, generally, are simply not good at predicting what choices 
people would make for themselves”.(MacDonald-Wilson et al.)36 
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This “preference misdiagnosis” can be a barrier during the supported 
decision-making process. 

Lack of training 
Shortcomings in professional knowledge can result in the provision of 
imprecise advice and sometimes even misinformation. This is notably the 
case for the subject of social and legal security. For example, a qualitative 
study in Finland showed that social and HCPs asked additional training to 
give information on legal aspects such as later life legal planning or 
guardianship measures in patients with dementia.42  

Organisational obstacles: Insufficient resources and time 
Some authors emphasized that patients and their families need 
resources  — material, interpersonal, and cultural — to participate in a 
supported decision-making pathway but these resources are often 
lacking.16, 60 This is specifically underlined for patients with dementia, 
perhaps because the health care system is too focused on the medical 
aspects of this condition.16 

A discrepancy between what it is expected according to the CRPD or 
some policy declarations and the practice is highlighted.60 

“Whilst personalisation policy presents a picture of service users 
who are willing and able to make choices about their care and 
support needs, in reality many service users struggle to do so 
without additional time or support. This means that assessment and 
intervention processes are often more complex and time consuming 
than the policy acknowledges, but increased workloads and other 
pressures reduce the amount of time available for social workers to 
support decision-making.”(Southall et al.)60  

The importance of having sufficient time, and not feeling under pressure, 
can be expressed both at the HCPs and the patients/family levels.4, 38, 75 

“Interestingly, for Ben’s daughter Molly, the length of time and speed 
of consultations were a concern as the contents had ‘gone over my 
head a bit’ and that she wanted more written information or the 

opportunity to have time to write things down herself, so that she 
could take her time and pass the information over to Ben in a way 
that he could ‘take it all in’”.(McWilliam et al.)38  

5.8.7 Which facilitators are linked to the supported decision-
making pathway 

The supported decision-making pathway is by definition “supported” which 
means facilitated by different individuals (supporters) and tools. These 
facilitators are included in the process itself and described in the points ‘How 
can a supported decision-making pathway be organized?’ (see 5.8.3) and 
‘Who has to be involved in a supported decision-making pathway?’ (see 
5.8.4). 

We presented below some additional items allowing to facilitate the support. 

5.8.7.1 Patients’ and relatives’ issues 

Patients’ training 
NICE quoted several studies showing an improvement of participants’ 
competence to consent to treatment after group metacognitive training 
for patients with psychosis.4 A single session showed an impact but the 
results enhanced the more sessions the patient attended.4 

According to NICE, there is a small amount of evidence that a specific 
training programme to increase capacity for decision-making does improve 
appreciation, understanding and reasoning. The quality of the evidence is 
mixed. Understanding and reasoning both increased the more sessions the 
patient attended.4 

Two reviews confirmed the statement of NICE and found that metacognitive 
training can facilitate improvement in understanding and reasoning and 
maximise decision making capacities of patients with schizophrenia.12, 64 
Beyond acute episodes, the findings also support the notion that continued 
training and learning, improve the capacity of patients with severe mental 
disorders for decision-making both in hospital and in everyday life.12 
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However some authors asked for further investigations in dementia 
population because of study limitations such as small sample sizes and the 
use of tools for which psychometric properties are yet to be established.50 

General patients training (in professional domains, for computers use…) 
can also help. According to a UK qualitative study among 41 persons with 
mental health and/or learning disabilities, some participants described how 
training (in general, in computer, for job…) received had given them 
confidence to advocate for themselves, insight into their own situation which 
enabled them to appreciate that choices were available when taking 
decisions, additional skills and employment.76 

Relatives’ strategies 
The involvement of trusted people in supporting decision-making is 
recommended by NICE4 (1.2.11) but with being careful to coercition or 
undue influence as mentioned in the point ‘Which barriers are linked with the 
supported decision-making pathway?” (see 5.8.6). 

Parents, friends and colleagues were particularly mentioned in assisting with 
weighing up the pros and cons of decisions and “having someone to bounce 
ideas off”.(Webb et al.)76 

The key role of carers in supporting autonomy is highlighted for persons 
with dementia(Miller; Keeling) 28 and some strategies are described that can 
facilitate this support such as to break down the process of decision-making 
into a series of steps or to create structured contexts, whereby decision 
becomes function of previous knowledge and negotiations.9  

“It is Friday today and on Fridays we have an agreement about 
showering. Look at your plan for the week written on your board. 
Come let me help you!”(Bosco et al.)9 

Working with family caregivers to show that they understand and support 
patients with dementia (PWDs) in their value of autonomy may be an 
important protective factor helping to prolong PWDs’ decision-making 
involvement.39 

Family members need also appropriate information and communication. 
Some of them prefer more written information or the opportunity to have time 
to write things down themselves, so that they could take pass the information 
over to the patient in a way that he/she could ‘take it all in’.38 

Speech and language pathologists (SLPs) could have a role to maximise 
communicative effectiveness (by partner training) and this role extends to 
interactions involved in conversations around decision-making.79 

5.8.7.2 Process adaptation 

Waiting for an appropriate decision-time 
NICE mentioned moderate quality evidence that delaying discussions (until 
a time when they felt calmer or more able to engage) helps to support people 
living with dementia to make everyday decisions.4  

Waiting for an appropriate “decision time” is considered as a part of the 
support.7  

“Hospitals are busy places that can be disorientating and in some 
cases distressing, particularly for frail elderly or acutely unwell 
people. Many individuals need time and a person centred approach 
to information giving to ensure that they are supported to make a 
decision”.(Barry and Docherty)7 

Individualized approach 
One UK qualitative study among 41 persons with mental health and/or 
learning disabilities underlined that support for decision-making has to be 
individualized.75 The support needed depends on a wide range of factors 
including: the relevant information and how that can be communicated; the 
type of decision needed; who else is involved; what the possible options are; 
and what the outcome might be. The support needed will therefore vary 
across decisions, time and people.75 The importance of culturally sensitive 
support is also mentioned.75 
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Specific support for using and weighing the relevant information 
One publication suggested to include accessible explanations of probability 
and the use of info graphics, when there is research evidence to suggest 
relative likelihoods, to support the ability to use and weigh.76 

5.8.7.3 Healthcare professionals’ challenges 

Training and support 
NICE highlighted that effective HCPs training and support (specifically on 
the Mental Capacity Act 2005 and how to apply its principles in practice) is 
essential for practitioners working with people who may lack capacity to 
make a decision but mentioned also the need of more studies on this 
question given the lack of evidence on the effectiveness of this kind of 
training and support.4 

Communication skills training is also suggested to improve patient’ 
involvement in the decision-making.18 

Collaborative and trust relationship between practitioners and the 
person 
Whatever the strategy used, an supported decision-making pathway need a 
collaborative relationship between professional and persons.  

“Supporting decision-making capacity effectively requires a 
collaborative and trusting relationship between the practitioner and 
the person. It does not involve trying to persuade or coerce a person 
into making a particular decision, and must be conducted in a non-
discriminatory way. It requires practitioners to understand what is 
involved in a particular decision, and to understand what aspects of 
decision-making a person may need support with, and why. This 
may mean helping a person with their memory or communication, 
helping them understand and weigh up the information relevant to a 
decision, or helping to reduce their distress. Various ways to support 
decision-making capacity are described in Chapter 3 of the Mental 
Capacity Act 2005 Code of Practice.”4 

Even regarding the family involvement, a trustful collaboration between the 
HCPs and the patient can be useful, as a qualitative study mentioned: “it is 
important that clinicians establish patient preferences for family involvement 
and identify any barriers to involving family to the extent patients 
prefer”.(Fisher et al.)18 

5.8.7.4 Organisational support 

Quiet environment 
Among the ‘Practicable steps’ links to principle 2 of the Mental Capacity Act 
(and Chapter 3 of the Code of Practice) which states that ‘all practicable 
steps’ should be taken to help a person make a decision before being treated 
as though they are unable to make the decision, NICE highlighted  the need 
of ensuring the best environment in which people are expected to make 
often life-changing decisions – for example giving them privacy and peace 
and quiet or ensuring they have a family member or other trusted person to 
provide support during decision-making, if this is their wish.4 

Practical resources 
Among the ‘Practicable steps’ links to principle 2 of the Mental Capacity Act 
(and Chapter 3 of the Code of Practice) which states that ‘all practicable 
steps’ should be taken to help a person make a decision before being treated 
as though they are unable to make the decision, NICE highlighted  the use 
of specific types of communication equipment or types of languages or the 
use of specialist services, such as a speech and language therapist or 
clinical psychologist.4 



 

KCE Report 349 Decisional capacity 85 

 

 

5.8.8 Which recommendations have already been formulated 
regarding supported decision-making pathway? 

NICE proposed 18 recommendations relative for supporting the decision. 
Some of them were general, other focused on the information to be provided 
and finally on the supporting process.4 

General 

• Find out from the person how they want to be supported in decision-
making in accordance with principle 2 of the MCA 2005. If they would 
like someone to support them, find out from the person who needs 
support who this should be. Be aware of the possibility that the 
nominated person may be exercising undue influence, duress or 
coercion regarding the decision, and take advice from a safeguarding 
lead if there is a concern.(1.2.1) 

• At times, the person being supported may wish to make a decision that 
appears unwise. As confirmed by the 3rd key principle of the Mental 
Capacity Act 2005, a person is not to be treated as unable to make a 
decision merely because he or she makes an unwise decision.(1.2.2) 

• Practitioners supporting a person’s decision-making should build and 
maintain a trusting relationship with the person they are 
supporting.(1.2.3) 

• Practitioners should take a personalised approach, accounting for any 
reasonable adjustments and the wide range of factors that can have an 
impact on a person’s ability to make a decision. (1.2.4) These should 
include: 

o the person’s physical and mental health condition 

o the person’s communication needs 

o the person’s previous experience (or lack of experience) in making 
decisions 

o the involvement of others and being aware of the possibility that the 
person may be subject to undue influence, duress or coercion 
regarding the decision 

o situational, social and relational factors 

o cultural, ethnic and religious factors 

o cognitive (including the person’s awareness of their ability to make 
decisions), emotional and behavioural factors, or those related to 
symptoms 

o the effects of prescribed drugs or other substances. 

They should use this knowledge to develop a shared and personalised 
understanding of the factors which may help or hinder a person’s 
decision-making, which can be used to identify ways in which the 
person’s decision-making can be supported. 

Providing information to support decision-making 

• At the start of the decision-making process practitioners should clearly 
determine what information they need to cover the salient details of 
the decision they are supporting the person to make. This will depend 
on the nature and complexity of the decision itself.(1.2.5) 

• Offer tailored, accessible information to the person being supported. 
This should be about the process and principles of supported decision-
making as well as about the specific decision.(1.2.6) 

• When providing the person with information to support a particular 
decision(1.2.7): 

o do so in line with the NHS Accessible Information Standard 

o support them to identify, express and document their own 
communication needs 

o ensure that options are presented in a balanced and non-leading 
way. 
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• Record the information that is given to the person during decision-
making. Give the person an opportunity to review and comment on what 
is recorded and write down their views.(1.2.8) 

• Consider tailored training programmes for the person, to provide 
information for specific decisions – for example sexual education 
programmes and medication management.(1.2.9) 

Supporting decision-making 

• Support people to communicate so that they can take part in 
decision-making. Use strategies to support the person's understanding 
and ability to express themselves in accordance with paragraphs 3.10 
and 3.11 of the Mental Capacity Act Code of Practice.(1.2.10) 

• Involve significant and trusted people in supporting decision-making, 
in line with the person's preferences and (1.2.11): 

o have due regard for the principle of confidentiality set out in 
paragraph 3.15 of the Mental Capacity Act Code of Practice  

o ensure that this support is free from coercion or undue influence, 
for example that it does not undermine the person’s ability to 
understand, retain, use and weigh information and express a 
choice.  

o If there are no significant trusted people, or no-one willing to take 
on this role, think about involving an advocate.  

• Practitioners should be aware of the pros and cons of supporting 
decision-making and be prepared to discuss these with the person 
concerned. The benefits could include increased autonomy, being 
better informed and sharing decisions with people interested in their 
welfare. However, practitioners should also be aware that talking about 
potentially upsetting issues including declining health or end of life can 
be potentially distressing, and a person may feel overwhelmed with 
having to make a difficult decision at a difficult time and having to deal 
with possibly conflicting opinions.(1.2.12) 

• Give people time during the decision-making process to communicate 
their needs and feel listened to. Be aware that this may mean meeting 
with the person for more than 1 session.(1.2.13)  

• Practitioners should increase the person’s involvement in decision-
making discussions by using a range of interventions focused on 
improving supported decision-making.(1.2.14)  

• Where possible and relevant, ensure that the same practitioner 
provides continuous support to the person as they make different 
decisions at different points in time.(1.2.15)  

• Health and social care practitioners should refer to other services (for 
example speech and language therapy, clinical psychology and liaison 
psychiatry) that could enable the person to make their decision when 
their level of need requires specialist input.(1.2.16) This is especially 
important:  

o when the person’s needs in relation to decision-making are 
complex  

o if the consequences of the decision would be significant (for 
example a decision about a highly complex treatment that carries 
significant risk).  

• Practitioners should make a written record of the decision-making 
process, which is proportionate to the decision being made.(1.2.17) 
Share the record with the person and, with their consent, other 
appropriate people. Include:  

o what the person is being asked to decide  

o how the person wishes to be supported to make the decision  

o steps taken to help the person make the decision  

o other people involved in supporting the decision  

o information given to the person  

o whether on the balance of probabilities a person lacks capacity to 
make a decision  
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o key considerations for the person in making the decision  

o the person’s expressed preference and the decision reached  

o needs identified as a result of the decision  

o any further actions arising from the decision  

o any actions not applied and the reasons why not.  

• Organisations should ensure they can demonstrate compliance with 
principle 2, section 1 (3) of the Mental Capacity Act 2005 by monitoring 
and auditing(1.2.18): 

o person-reported outcomes, including the extent to which the 
person experiences collaboration and empowerment when making 
important decisions and the extent to which they experience 
support for their decision-making 

o practitioner-reported outcomes, including the frequency and quality 
of steps they have taken to support decision-making 

o process outcomes, including the frequency and quality of formal 
recording of steps taken to support decision-making and the use of 
overt and covert coercion during decision-making. 

Key points regarding the supported decision-making pathway 

The requirement of support as a basis for patient-centered care and 
decision-making is emphasized 

• Two issues can be underlined: firstly that appropriate support should 
be provided for everybody (and certainly persons with potential 
impairment in decisional capacity); rare are the cases where 
individuals should not be supported in their decision-making (e.g. 
emergency). Secondly that a surrogate decision-making process 
should be used as the last resort.  

 

What is it? 

• Supports may include assisting the individual in: formulating an 
opinion; considering a range of choices and making a selection; 
engaging in a decision making process with other parties; and 
taking action to implement a decision. We named this concept as 
a “supported decision-making pathway”. 

• A confusion with shared decision-making (SDM) process is 
noticed in some publications. However, according to this narrative 
analysis of literature, the supported pathway can be different from a 
common SDM, with for example a strong involvement of a proxy (i.e. 
a relative who can provide a decision-making support). 

How can supported decision-making be performed? 

• Time pressure generally made decision-making more difficult and 
taking time (if possible) to think about decision can be a key 
factor in assisting people.  

• Several strategies are proposed to promote supported decision-
making: management of medical situations (with medication, 
psychosocial interventions, etc.) is sometimes mentioned but 
impact seems limited; other interventions are listening to the 
patients, adapting the content of the information to the situation 
(and the decision), keeping information simple, dealing with one 
issue at a time, using different formats for information (leaflets, 
key words, talking mat, visual support, decision-making tree…) 
and different formats for inform consent are underlined. Using 
decisional aids, multimedia and repetition are also suggested. 

• The fact to limit the options to be taken into account during the 
decision-making process appears not to be always helpful since it can 
make the patients to feel under pressure or even unhappy.  

• Addressing general stress and anxiety, minimizing irrelevant 
stimuli (quiet environment) and providing encouragement and 
reassurance are considered as important for emotional support. Peer 
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support or a wide support network can also be helpful in the emotional 
aspects of the decision-making. 

Who can be involved in the supported decision-making process? 

• Supporters (i.e. proxy who support the decision-making) may include 
family and friends, mental health professionals, lawyers… A 
good supporter is definined by several characteristics : be approved 
by the individual; have decision-making capacity and skill; be 
knowledgeable about the individual’s condition, will, and preferences; 
be willing to act as supporter; not have a conflict of interest that may 
compromise their ability to provide impartial support. Qualities as 
empathic, honest, accessible, etc. are underlined.  

• The importance of a trustful relationship between the individual 
and the supporter is constantly mentioned, even in circumstances 
when there isn't a pre-existing positive relationship (e.g. through 
employing an altruistic stance in the relationship). 

Importance of recording 

• Recording the provided information and supports and 
maintaining this record are underlined but appeared to be 
challenging. 

Benefits, barriers and facilitators 

• Several benefits of the supported decision-making pathway (e.g. 
better treatment adherence, increase autonomy, lower 
decisional uncertainties, higher satisfaction or improvement in 
well-being) are mentioned in this narrative analysis of literature which 
provide strong arguments to use this process. This concerns all kind 
of patients (with dementia, psychotic disorders, depression…) 
However, one review in serious mental illness  mentioned a lack of 
clear evidence on the link between supported decision-making and 
better decisions (taking into account challenges around classifying 
which decisions are “better or worse”), greater satisfaction with the 

decision-making process, and an increased sense of empowerment 
among individuals with cognitive disabilities. 

• A lot of barriers are identified which can explain in some parts why 
the supported decision-making support pathway is not always tried: 
At patients’ and relatives’ level, it is considered that not all patients 
prefer to be involved in the decision-making process and that this 
pathway can be stressful, increasing emotional distress, self-stigma 
or hopelessness. Family could dominate the discussion or even 
cause pressure (or coercion). At process level, insufficient 
information provided to the patient and a lack of evidence about 
interventions, tools or aids for supporting people to make decisions 
are mentioned. The HCPs challenges encompassed a potential 
stigmatization of certain pathologies (with a failure to offer a support), 
a potential misunderstanding of patients’ needs and a lack of training. 
At organisational level, insufficient resources and time both for 
patients and their relatives and for HCPs is quoted by several authors.  

• Among the facilitators proposed by this narrative analysis of 
literature, some concerns the patients and their relatives such as 
patients’ training (e.g. several sessions of group metacognitive 
training for patients with psychosis) or development of supporters 
strategies (e.g. breaking the decision-making into a series of steps). 
Appropriate information and communication and the potential role of 
speech and language pathologists (SLPs) to maximise 
communicative effectiveness (by partner training and  interactions in 
conversations around decision-making) are underlined. Waiting for an 
appropriate “decision time and tailoring the support to the decision, 
time and people (including culture)” are mentioned at the process 
level. Regarding the HCPs challenges, NICE consider that more 
studies are needed regarding the effectiveness on HCPs training and 
support. Finally at organisational level, it is suggested to provide a 
quiet environment and some practical resources including 
communication equipment or specialist services (e.g. SLPs or clinical 
psychologists). 
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In conclusion, supported decision-making is paramount in 
individuals with impaired decisional capacity which is based on a 
trustful relationship between the individual and the supporters and 
a thorough involvement of the HCPs and the organisations. Potential 
benefits but also challenges are plentiful. 

5.9 Part 6 – Advance decision 
Advance decision is an important part of the potential management of the 
decision-making process in individuals with capacity impairment. Many 
articles retrieved by the general search on decision-making capacity 
mentioned or even focused on this topic although we did not perform a 
specific search on this. What we present in this chapter are far from 
comprehensive and there are some Belgian guidelinesa that should be 
consulted by readers interested in this matter. 

5.9.1 Concepts 
In the glossary of the 4 guideline, advance decision is defined as: “A decision 
made by a person about what medical treatment they would or would not 
want in the future, if they were unable to make decisions because of illness 
or because they lacked capacity to consent”.4 
Beside the 4 guideline, several articles focused on this topic6, 10, 17, 27, 41, 44, 50, 

52, 55, 62, 70, 77, with different terminology and definitions. We can distinguish: 

• Advance directives (AD) are written documents in which persons 
proclaim their treatment choices and preferences for future situations of 

 
a  https://www.dementie.be/themas/referentiekader/praktijktoepassingen/ 

vroegtijdige-zorgplanning/;  
https://www.kbs-frb.be/nl/Virtual-Library/2014/314177;  
https://www.kuleuven.be/lucas/nl/Publicaties/publi_upload/2014-as-ad-
projetdesoinspersonnaliseetanticipeenpr.pdf; 
https://docs.wixstatic.com/ugd/b61916_b41738afa05447e7ac349343181a3f
42.pdf; 

incapacity. Even if advance directives may not carry the same authority 
as the informed and voluntary treatment choices of competent persons, 
it is commonly accepted that in the absence of strong countervailing 
reasons they must be respected.56 

• Advance care planning (ACP), palliative care and advance care 
planning intervention which is a concept broader than AD, aiming 
complex process planning care and end-of-life decisions, conceived as 
a more systemic healthcare intervention, usually involving one or 
several face-to-face meetings with a HCP specifically trained to manage 
ACP.10 

• Psychiatric advance directive (PAD) which concern mental health 
patients and where stated preferences often include choice of 
medications, dosages, preferred routes, use of electroconvulsive 
therapy, instructions for care of the household while hospitalized, and 
designation of surrogate decision makers).41  

• Advance decision to refuse treatment (ADRT), a legally binding 
provision preventing specific treatment.7(see 6.6.1.2 legal part for the 
Belgium situation) 

• Advance statement about the patients’ wishes. These statements, not 
legally binding set out the factors that a person wishes to be considered 
when others make healthcare decisions on their behalf and any such 
statements must be considered as a part of best interests decision-
making.73 (See 5.10 – PART 7 – Surrogate decision-making pathway 
and see 6.6.1.1 legal part for the Belgium situation) 

 https://palliatievezorgvlaanderen.be/wp-
content/uploads/2021/07/richtlijn_vroegtijdige_zorgplanning.pdf;  
https://palliatievezorgvlaanderen.be/wp-
content/uploads/2021/07/richtlijn_VZP_bij_dementie.pdf;  
in the scope of mental health see: 
https://broedersvanliefde.be/sites/default/files/media/bijlagen/ethisch%20ad
vies%20Broeders%20van%20Liefde%20-
%20vroegtijdige%20zorgplanning.pdf) 

https://www.dementie.be/themas/referentiekader/praktijktoepassingen/vroegtijdige-zorgplanning/
https://www.dementie.be/themas/referentiekader/praktijktoepassingen/vroegtijdige-zorgplanning/
https://www.kbs-frb.be/nl/Virtual-Library/2014/314177
https://www.kuleuven.be/lucas/nl/Publicaties/publi_upload/2014-as-ad-projetdesoinspersonnaliseetanticipeenpr.pdf
https://www.kuleuven.be/lucas/nl/Publicaties/publi_upload/2014-as-ad-projetdesoinspersonnaliseetanticipeenpr.pdf
https://docs.wixstatic.com/ugd/b61916_b41738afa05447e7ac349343181a3f42.pdf
https://docs.wixstatic.com/ugd/b61916_b41738afa05447e7ac349343181a3f42.pdf
https://palliatievezorgvlaanderen.be/wp-content/uploads/2021/07/richtlijn_vroegtijdige_zorgplanning.pdf
https://palliatievezorgvlaanderen.be/wp-content/uploads/2021/07/richtlijn_vroegtijdige_zorgplanning.pdf
https://palliatievezorgvlaanderen.be/wp-content/uploads/2021/07/richtlijn_VZP_bij_dementie.pdf
https://palliatievezorgvlaanderen.be/wp-content/uploads/2021/07/richtlijn_VZP_bij_dementie.pdf
https://broedersvanliefde.be/sites/default/files/media/bijlagen/ethisch%20advies%20Broeders%20van%20Liefde%20-%20vroegtijdige%20zorgplanning.pdf
https://broedersvanliefde.be/sites/default/files/media/bijlagen/ethisch%20advies%20Broeders%20van%20Liefde%20-%20vroegtijdige%20zorgplanning.pdf
https://broedersvanliefde.be/sites/default/files/media/bijlagen/ethisch%20advies%20Broeders%20van%20Liefde%20-%20vroegtijdige%20zorgplanning.pdf
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All these concepts differ in terms of legal enforceability and authorship but 
serve the same purpose: to increase individual autonomy, facilitate the 
involvement of person in future treatment decision-making and enable 
person to have treatment in accordance to their will and preferences.17, 41, 70  

Self-binding: a particular advance decision 

Also known as a Ulysses contract, a self‐binding directive is a contract 
that a person may sign expressing her wish to be constrained at a later 
date if certain conditions are met. In the context of bipolar disorder, the 
idea is that a person with previous experience of mania enters into an 
agreement to be forcibly detained and treated if she relapses into mania 
, even if her manic self refuses detention and treatment at time of 
enforcement. A manic episode consists of at least 1 week of abnormal 
and persistently elevated expansive or irritable mood associated with 
decreased need for sleep, grandiosity, overtalkativeness, flight of ideas, 
and increased involvement in activities that may have harmful 
consequences, for example, reckless overspending and sexually 
disinhibited behaviour. The idea is that the directive will outline 
behavioural signs that the person herself has identified, based on her own 
history, as indicative of loss of capacity. Manifestation of these signs 
should trigger a formal capacity assessment, which should be guided by 
information in the directive.27 

5.9.2 When should advance decision be proposed? 
Several authors highlighted the professionals difficulty for identifying the 
proper time to initiate advance decision.4, 17, 29, 77 As presented below, 
this time can vary according to the situation (e.g. pathology source of 
incapacity) and the kind of decision (e.g. advance care planning vs ADRT) 

“Some carers and healthcare professionals stated that immediately 
post diagnosis would be a suitable time to discuss ACP, others 
argued that a person should be given some time to become familiar 
with the dementia diagnosis and some felt that a decrease in the 
general health status of a person with dementia (e.g. pneumonia, 

broken hip) would be the right point to initiate ACP”.(Wendrich-van 
Dael)77 

5.9.2.1 At the time of diagnosis? 
For dementia, some papers suggested to include advance care planning 
(ACP) discussions into conversations at the time of dementia diagnosis.4, 17, 

29, 42  

A study performed in Belgium and quoted by Dowling et al. showed that GPs 
prefer early discussions, even though key moments are often difficult to 
identify.17 For patients also, a single study reporting patients' own 
preferences for timing of advance care discussions quoted by Dowling found 
that the preference reported by patients was early on, around time of 
diagnosis, when they were still in regular contact with the services.17 A 
qualitative study in Finland confirmed this statement.42 

“We should have received information about these issues [later life 
legal planning] as soon as mother received her diagnosis. 
Immediate information so that mother would have had a chance to 
make plans [for an advance directive, continuing powers of 
attorney]”.(Nikumaa et al.) 42 

Furthermore, this topic can give the patient some sense of control and 
promote a solution-based coping strategy.10 

“… in some clinical care pathways, the patient and their relatives 
meet an advance practice nurse several days after the 
communication of the diagnosis by a physician. The aim of this 
meeting is to assess whether the patient understood the diagnosis 
and its implications. Such interviews may also provide opportunities 
to probe readiness to engage in ACP”.(Bosisio et al.)10 

However, NICE and some other authors underlined that the disclosure of a 
dementia diagnosis is a critical, vulnerable moment in the life of the person 
affected and propose to postpone the advance directive discussion.4, 6, 17  
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“Some persons felt they asked to make decisions about future care 
far too early, when they were struggling to cope with the impact of 
their disease on everyday life, which was as much as they could 
focus on at present”.4 

Some authors emphasized the unwillingness of people with dementia and 
family to discuss the future so early, certainly for palliative care and end-of-
life.17 In a study from Northern Ireland quoted by Dowling et al. for example, 
GPs express that early discussions around end-of-life care at the time of 
diagnosis would cause undue anxiety to both patient and family.17  

5.9.2.2 As early as appropriate? 
Because discussion on advance decision should occur when a person still 
retains decision-making capacity, for neurodegenerative disease as 
dementia, this period can be short and starting the discussion as soon as 
possible is suggested.17  

“For persons with early dementia, timing is crucial, positing that an 
early discussion garners the best patient outcomes”.(Dowling et 
al.)17  

Generally for dementia, it is advisable to initiate an ACP process before a 
deterioration in the health status or an acute life-threatening situation, such 
as sepsis, pneumonia or femoral neck fracture, occurs.6 However, it is 
challenging to complete a comprehensive ACP process during the rather 
narrow window between the diagnosis of dementia and patient’s loss of 
DMC.10 

Finding the right moment is “as a balancing act between an 
individual’s understanding of the implications of a dementia 
diagnosis and their diminishing decision-making capacity. As well 
as routine discussions as part of doctors’ appointments ACP can 
involve informal, spontaneous conversations.”(Wendrich-van Dael 
et al.)77 

For young people with psychosis, one author suggests that advance 
directive (AD) should be introduced as early as appropriate (i.e., when the 
young person is stable) and that clinicians should follow up regarding the 

possibility of completing the AD in subsequent appointments.70   

Even end-of-life discussion and decision-making about palliative care are 
suggested to be integrated early in the illness trajectory according to a 
review on dementia in long-term care residents.65 

5.9.2.3 When entering in a nursing home or at hospital? 
Since each opportunity should be taken to evoke this topic, one review on 
ACP in dementia underlined that entering in a nursing home is not the most 
appropriate moment to start discussion on advance decision, notably 
because cognitive abilities are already altered.6 

Many people only enter a nursing home when their cognitive abilities 
no longer allow them to remain in their own domestic environment. 
It has also been shown that after entering a nursing home the 
moment for initiating ACP is often missed or the ACP process is 
inadequately implemented, also clearly hinting at the usefulness of 
an early initiation of the ACP process in healthy days of life.(Bally et 
al.)6 

Another review showed that hospital admission is the least optimal time to 
engage people in advance care planning and that conversations must start 
earlier when patients can be more involved in making choices.17 
Furthermore, the same author adds that “constructing advance health care 
directives between admission and discharge is challenging because this 
normally represents a relatively short window of opportunity where patients 
are often unwell and incapable of reasonable decision-making”.17  

Acute medical wards prove a challenging environment in which to 
initiate advance care discussions, and that crisis decision-making 
should be avoided at all costs.(Dowling et al.)17  

5.9.2.4 In case of recurrence or when treatment does not work? 
According to NICE, patients and families said that the most suitable time for 
advance care planning discussions was following the recurrence of a 
disease or if treatment didn’t work and prognosis is poor.4 
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5.9.2.5 Regularly update? 
NICE mentioned the importance of offering the opportunity for advance care 
discussions more than once, allowing patients time to think through and 
address different issues in their own time.4 Some authors suggested that 
advance decision should be regularly reviewed by an iterative process to 
ensure that they were up-to-date and continued to reflect the patient’s 
desires and preferences as life circumstances change and evolve over 
time.29, 44, 70, 78 This is quoted for patients with dementia29, 78 but also for 
psychosis70 or suicidal behavior44. 

Whatever, the need of enough time and patient-contact opportunities to do 
so adequately is underlined by one author regarding end-of-life 
discussions.17  

“Advance care planning cannot be achieved during a single or 
urgent visit”.(Dowling et al.)17  

However, according to a systematic review from 2021, little is known 
regarding the adequate frequency and approaches of ACP for mild and 
advanced stages of dementia and there was a lack of ACP interventions 
designed to promote ongoing ACP discussions.29   
It is even suggested by a narrative review that ACP corresponds to a 
continuum over a longer period of time, that it is primarily about preparing 
individuals for their decision-making for future treatments in cases of 
incapability of decision-making and later, more specifically, for the situation 
of a no longer existing decision-making capacity and more specific medical 
treatment.6 This is confirmed by another review for people with dementia, 
which recommend for tailoring ACP to be suitable for people and their carers 
by including “a recognition that ACP was likely to be an ongoing, repeated 
process over time.77 

5.9.2.6 On a case-by-case basis? 
Finally, some authors mention that the best time to complete an advance 
directive should be identified on a case-by-case basis. For young people 
with psychosis for example, advance decision should be guided “by the 
young person’s health, level of enthusiasm, and degree of engagement with 
treatment. It was also identified that the process should be completed after 
the young person has had time to consider different treatment options”.70 

5.9.3 How is advance decision elaborated? 

5.9.3.1 Several steps 
In order to define advance decision, several steps are considered as useful. 
The first one consists to inform the concerned person and their family 
about the possibility of advance statement.6 As we show in the point 
“Which barriers are linked to the advance decision pathway?” (see 5.9.6), 
this information is far from systematic. NICE mentioned evidence of mainly 
good quality showing that advance care planning depends on the provision 
of a wide range of information, which is not always made available.4 
Secondly, it is needed to help persons identifying their life values, goals, 
and care preferences for the future.29 Different ways are described below 
for managing the discussion. 
Another step consists in designating someone who is responsible for 
initiating and managing the advance decision.10, 45 More details on this 
issue are presented in the point “Who has to be involved in advance 
decision” (see 5.9.4).  
Finally, records of the advance decision and making them available in 
all concerned settings are crucial.6 Written documents about the persons’ 
goals of care and treatment preferences has to be completed during or after 
the discussions.29  Some tips for this recording are proposed in the point 
“Which facilitators are linked to the advance decision pathway?” (see 5.9.7). 
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5.9.3.2 Content adapted to each situation 
Two recent systematic reviews on ACP in dementia emphasized that 
advance statement should be personalized to the individual and their 
surrogates.29, 77 Interventions can differ depending on the kind of pathology.  

“Recommendations for tailoring ACP to be suitable for people with 
dementia and their carers included, reflecting a commitment to 
personalized care, a recognition that ACP was likely to be an 
ongoing, repeated process over time, and communication 
approaches that fit with the style and level of the person with 
dementia”.(Wendrich-van Dael et al.)77 

Small information is provided in the retained literature on the items to be 
included or the resource to be used for defining the content of advance 
decisions. 

In dementia, the content of ACP can concern the goals of care, treatment 
preferences, life goals, personal values 29 The end-of-life preferences can 
also be foreseen.  

For schizophrenia or bipolar disorder, some authors mentioned that 
patients are able to describe prodromal symptoms of relapse and to suggest 
a treatment and the need for hospitalisation (or even for constraint  in 
advance); they can request or refuse medications and state their 
preferences for pre-emergency interventions, nonhospital alternatives and 
non-medical personal care in advance.12, 27 

5.9.4 Who has to be involved in advance decision pathway? 
Several healthcare professionals in different settings are potential 
actors for initiating but also supporting advance decision. This means 
that some HCPs can engage the discussion with the patients and/or verify 
that care decisions are in line with the advance directives. 

“As part of the advance directives, a patient can appoint a health 
care agent (also called proxy, surrogate, or conservator) who will be 
responsible to ensure that the medical staff follows the patient’s 
advance directives.”(Ostermeyer et al.)45 

Some authors emphasized the lack of consensus about who exactly 
must take responsibility for initiating and following the overall process of 
advance care planing.4, 17, 42 This issue is presented in the point “Which 
barriers are linked to the advance decision pathway?” (see 5.9.6). 

NICE for example mentioned a moderate amount of good evidence that a 
range of people including families and trained practitioners should be 
involved in advance planning discussions but showed also there are 
problems with practitioner understanding of roles and responsibilities in 
relation to advance care planning.4  

We presented below the potential role of the different group of practitioners 
and relatives in advance decision and we mentioned the challenge of the 
HCPs involvement in the point “Which barriers are linked to the advance 
decision pathway?” (see 5.9.6). 

5.9.4.1 General practitioners 
For patients with dementia, the primary care setting was quoted as the 
optimal location to conduct advance directives discussions. Some authors 
considered that it is the general practitioners’ (GPs) task to seize the right 
moment for starting an ACP process in dementia.6, 17 It is claimed by the 
GPs themselves.17  

“…the task of initiating advance care planning discussion belongs 
exclusively to the GP”.17  

As showed in Figure 6, the role of GP can be detailed. 
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Figure 6 – Advance Care Planning (ACP) for people with dementia – the role of general practitioners (GPs) – Key messages 6. 

 
 

However, NICE mentioned that some patients thought that neither their 
consultant nor their GP would be appropriate because they wanted to have 
advance planning discussions with a trained person demonstrating excellent 
communication skills and who could provide accurate information in an 
unhurried setting.4 
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5.9.4.2 Nurses 
One review mentioned that nurses are well placed to initiate advance care 
planning for patients with dementia as they have more regular contact with 
the patient and possess the relevant skills to commence and facilitate such 
sensitive discussions.17 Both healthcare professionals (except GPs) and 
patients believe that non-physicians are more tactful in end-of-life 
discussions.17 The involvement of a trained (non-medical) professional is 
also promoted by one narrative review to support an individual in the ACP 
process as a facilitator.6 

Nurses can also play important roles in implementing ACP interventions, 
including conducting discussions with participants, assessing needs and 
readiness for discussions, providing information, and mediating (between 
patients or surrogates and healthcare providers or within patients’ 
families).29 Moreover, it was showed that patients and their families prefer 
ACP discussions with nurses because they have a closer relationship with 
them.29 

“In some case, advance decision must occur as part of a 
coordinated, patient-centered approach by trained non-medical 
facilitators, such as nurses, with enough time and patient-contact 
opportunities to do so adequately”.(Dowling et al.)17  

5.9.4.3 Psychiatrist or mental health professional 
Appropriate healthcare providers are needed for clinical elements of ACP, 
such as discussing diagnosis, prognosis, treatment and care options.6  

In psychotic young patients, one study found that most carers believed that 
a mental health professional should be involved in advance directives.70 

5.9.4.4 Carers 
NICE highlighted the importance of involving families to facilitate advance 
care planning discussions (but also reported difficulties reconciling family 
views with the resident’s known preferences, see the point “Which barriers 
are linked to the advance decision pathway?” (see 5.9.6). One study quoted 
by NICE showed also that patients wanted advance planning discussions to 

involve someone familiar to them, for instance a family member but most 
importantly, someone with expertise in their condition.4  

In young patients with psychosis, carers expressed a desire to be involved 
in discussions about treatment preferences and the process of completing 
an advance statement even if they acknowledged that it is the young people 
himself who has to decide whom to involve in these activities.70 The same 
publication mentioned that, for clinicians, it is ideally the young person, case 
manager, and trusted carer would co-produce an advance statement, even 
if, here also, decisions about whom to involve should ultimately be left to the 
young person.70 

5.9.5 Which benefits are described  with advance decision?  
Several authors highlighted the added-values of advance decision in 
patient with dementia, psychotic disorders or bipolar disorders.4, 17, 44, 50, 62, 

70, 77 

NICE mentioned a good amount of evidence that service users with 
dementia and family carers found advance care planning useful in 
discussions about future treatment and end-of-life care and the opportunity 
to express preferences.4  

The most important benefit of advance decision is the increased 
consistency between the experienced care and the wish and 
preferences of the patients. This is described both for patients with 
dementia77 and bipolar disorders62. 

Other benefits are described, such as enhancing patient autonomy and 
engagement, promoting adherence to treatment plans (ie, patients 
taking prescribed drugs), improving clinical outcomes, reducing the use 
of healthcare resources, decreasing stress for patients and family and 
favoring communication and continuity of care. There are detailed 
below. However, the quality of the evidence was questioned by some 
authors, notably regarding the lack of confounders identification and 
inclusion in many studies.77 
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5.9.5.1 A way to enhance autonomy and empower people in all 
aspects of their care 

Promoting autonomy is an aim of advance decision and is logically 
highlighted by NICE and some authors both for persons with dementia6, 77 
and for psychotic patients.4, 41, 70 

“If ACP is undertaken correctly and by appropriately trained 
professionals, it can help patients maintain autonomy, dignity and 
intimacy when their health declines and at the end of their life”.(Bally 
et al.)6 

With an advance decision, “psychotic young people appear to 
endorse a collaborative approach to clinical decision-making, 
identifying involvement in their mental health treatment as 
fundamentally important. They feel the opportunity to express 
preferences for several aspects of the delivery of care (e.g., quality 
and quantity of social interaction) as well as for logistical concerns 
(e.g., social support, finances, accommodation). This empower 
patients with a sense of control”.(Valentine et al.)70 

This can also give the feeling to be “more in control” expressed by proxies 
and HCPs.10 

5.9.5.2 A better adherence to treatment 
The person’s empowerment can have an impact on the therapeutic alliance. 
In young persons with psychosis, adherence to treatment seems to be 
increased with advance decision.70 By ensuring the timely provision of 
medical treatments, advance statement minimize decisional impairments in 
the acute stages of psychosis.12 

Increase treatment adherence and less need of coercive intervention during 
mental health crises are also observed after discharge in psychiatric 
patients.12, 41  

5.9.5.3 An impact on clinical outcomes and use of healthcare 
resources 

For patients with dementia, evidence of effectiveness of ACP on clinical 
outcome is of variable quality but some associations are described between 
ACP and decreased hospitalizations77 or lower symptoms of depression50. 
A narrative review from 2018 mentioned that ACP improves patients’, 
relatives’ and caregivers’ experience of the patient’s end of life, facilitate the 
access to palliative care and decreases healthcare costs by preventing 
unnecessary and/or unwanted procedures.10 ACP is also considered as a 
positive experience that help patients to feel relieved and less anxious about 
the future.17  

Furthermore, none of the reviews or the primary study identified any 
negative association with ACP in patient with dementia.77 

PADs was also described as a mean for reducing the need for 
hospitalization, and improving treatment outcome in psychiatric patients.41 
Patients with bipolar disorders mentioned in one review that they recovered 
faster, had an improved experience in health service with advance decision. 
A reduced hospitalization, compulsory admissions and length of stay are 
also evoked by the same review.62 

In patients with suicidal behaviors, advance decision appeared to decrease 
stress both for patients themselves and their family, improve continuity of 
care with fewer psychiatric admissions, reduce the use of social workers’ 
time and is linked with lower levels of violent acts.44  

At the economic view, NICE mentioned “a large amount of economic 
evidence that advance care planning for people reaching end of life 
can reduce the costs of hospital care and  a small amount of 
economic evidence that joint crisis plans for people with psychosis 
or borderline personality disorder can lead to reductions in 
compulsory treatment and be cost-effective from a public sector 
perspective”.4  

However, there are also some doubts evoked in the literature regarding 
other potential benefits. 



 

KCE Report 349 Decisional capacity 97 

 

 

NICE mentioned for example some low quality evidence showing that 
clinical outcomes were not affected in people with borderline personality 
disorder and psychiatric patients although they can be successfully engaged 
with decision-making about future care through joint crisis plans.4 

Improvement of end-of-life care is quoted by a review from 2020 17 but the 
degree to which preserving quality of life at the end of life with advance care 
planning initiatives requires further investigation.50 

5.9.5.4 A positive impact on relatives 
Two reviews mentioned the impact of ACP on relatives’ experience of the 
patient’s end of life and the fact that can reduce anxiety, stress, burden, fear, 
residual guilt and depression in surviving family members.10, 17  

One systematic review found mitigated results (increase or no effect) on 
carer satisfaction with care after an ACP intervention for patients with 
dementia.77 

5.9.5.5 A means of communication  
The benefit of ACP is identified as creating a shared understanding between 
the person with dementia, their carers and healthcare professionals.10, 77 

An improvement of relationships and communication between patients and 
both their providers and family members is also mentioned in psychiatric 
patient.41, 70  

“When a provider is involved in the development of a PAD, the 
patient has the opportunity to discuss goals and desires for 
particular treatment if a crisis were to arise, which may lead to 
improved rapport and trust. These planning discussions may also 
involve family members, which could provide patients and their 
families with a sense of security in knowing that a written plan exists 
should a crisis arise, one which serves to protect the patient’s 
autonomy and wishes”(Murray)41  

In one study, clinicians and young people themselves identified that advance 
statement could support young people to articulate preferences around 

specific medications (rather than being for or against medication in general). 
Additionally, clinicians believed AS could be a means for young people to 
communicate their non-treatment preferences of their care (e.g. cultural 
safety, gender specifications) and other useful information.70 

5.9.5.6 A source of consistency of care 
During an unstable period in psychotic patient, AS was identified as a mean 
that could improve consistency of care among the various and changeable 
members of the treating team—acting as a source of stability in a dynamic 
treating environment:  

“If you have that advance statement there ready it doesn’t matter 
which clinician you’re with—because your clinicians change quite 
regularly”.(Valentine et al.)70 

In addition, PADs may facilitate more coordinated care between outpatient 
and inpatient treatment.41  

5.9.6 Which barriers are linked to the advance decision pathway? 
Barriers regarding the implementation of advance decision is a paramount 
point of discussion in the literature. A statement of insufficient 
involvement of persons in advance decisions discussions and uptake 
of them is broadly highlighted.10, 17, 41, 42, 70, 77 In Switzerland for example, 
it was estimates that 70% of the population has thought about completing 
an advance directive, but only 20% have in fact written one.10 A systematic 
review from 2020 found that less than 40% of people with dementia 
worldwide currently have the opportunity to participate in an ACP 
conversation and record their preferences.77 And another review quoted a 
RCT showing that a nurse-facilitator allowed a take-up of advance health 
care directives (for end-of-life) in 16.5% of the patients versus  a take-up in 
1.7% of the control group which is really low.17  

This insufficient implementation of advance decision is also mentioned for 
patients with psychotic disorders41, 44, 70 with for example a survey 
showing that in patients with bipolar disorder, 21% had written statements 
about their healthcare, and of those, 10% involved an advance decision.44  
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Several concerns are underlined by some authors10, 41, 65, even if some of 
them mentioned that they are more theoretical than confirmed by 
evidence.41 In some cases, solutions are relatively easy to found but in other 
cases, the situation is challenging. We presented these concerns below, 
according to 4 levels: patients, process, HCPs and organizations.  

5.9.6.1 Patient’s and relatives’ issues 
A range of patients and carers barriers is identified for using advance 
decision. A lack of knowledge and experience about the disease or the 
treatment options is one of them.29, 41, 70 Other barriers can be related to 
the difficult work of anticipation as presented below. 

Lack of familiarity and confidence on the advance decision process 
NICE mentioned a moderate amount of good evidence showing that 
perceptions of advanced care planning are confused and negative, 
creating a barrier to discussions.4 The lack of patient interest or awareness 
in advance decision is even quoted as a barrier hindering GPs in initiating 
ACP.17  

According to NICE, there was a great deal of anxiety among patients and 
their families about the legalities of advance directives, their connection 
with euthanasia and opportunities for changing what is written if a person 
wishes to do so in future.4 

One review mentioned that reluctance to engage in ACP by people with 
dementia and carers is related to a lack of familiarity with the process and 
the specific content of ACP.77 

A low confidence on the future implementation of the directive and the 
feeling that their reality is not well recognized are also mentioned by 
patients with psychosis in one qualitative study.70 Unrealistic expectations 
are described in persons with bipolar disorders by one review.62 

Variability in capacity and willingness to engage 
Several authors mentioned the unwillingness of people (and relatives) to 
consider their future quality of life in the context of a severe disability 
or terminal medical condition.17, 29, 46, 65 Although people with dementia 
have the ability to express their future wishes and discuss values and health 
care decision77, they appeared simply as do not want to plan for death, 
preferring to live in denial, or to take ‘one day at a time’.17  

Personal factors, such as strong religious beliefs, low social status and low 
IQ can influence how people with dementia and carers engage in ACP.77  

The concern for patient literacy and reading level is reinforced when they 
are confronted to legal documents (as PAD) that may require understanding 
of relatively sophisticated concepts (including legal issues).41  

Family emotions 
The place of family is also a concern, specifically for ACP on end-of-life. 
According to a review from 2020, the reluctance of family and complex family 
dynamics can hinder ACP conversations.77 

“people with dementia appeared to show little distress about 
engaging in ACP conversations whilst carers often found the 
decision-making tasks stressful and challenging.”(Wendrich-van 
Dael et al.)77 

Because of family emotions (e.g. grief and loss), staff anticipated that some 
interactions with family members may be uneasy and may not have 
discussions to avoid difficult conversations.4, 65 

“Thus, the thought of confrontations with family could preclude staff 
from engaging in spontaneous discussions about the disease 
trajectory and expected outcomes. Also, staff may have believed it 
pointless to have discussions with family members who did not 
believe them and who denied the possibility of death for the relative 
with dementia. From this perspective, staff-family interactions may 
be imbued with power struggles, rather than grounded in a 
collaborative, partnership approach.”(Sutherland et al.)65 
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NICE mentioned one study showing that if relatives were unwilling to engage 
in conversations about end-of-life care, this represented a key barrier to 
advance planning.4  

5.9.6.2 Process problems 
Anticipation of future decision is the basis of advance decision. However 
anticipation is a challenge in practice and the process of advance statement 
is subject of a lot of imperfections as showed below. 

Over emphasized autonomy  
Advance decision have been criticized as over emphasizing autonomy and 
overlooking other concerns.52 The concept behind advance decision 
assumes that when people consider their own future incapacity they focus 
on the protection of their autonomy. However, in practice, it is suggested 
that some people are willing “to allow their surrogates leeway in decision-
making and that they do not want people to adhere rigidly to their written 
directive”.(Robins-Browne et al.)52 

There is a need to acknowledge the importance of relational, social and 
cultural contexts matter in the decision-making process and to 
acknowledge the role of identity in decision and that autonomy is not the 
wish of everybody.52 This is an ethical question that largely  goes beyond 
the scope of this literature review. 

Limited scope of advance decision 
The form and content of advance directives have their limits. For example, 
the  limited scope of the specifications is a concern evoked for people with 
dementia78 and in psychiatric persons41 since it cannot foreseen all future 
situations and decisions. 

For instance, advance decisions are generally recorded for preferences 
regarding life-sustaining treatments and other more medical-based 
decisions, not necessarily more routine decisions such as the foods one 
would like to eat or with whom one would like to be intimate.78 

Legal measures involved in planning for the future appear to be rarely 
discussed by HCPs, patients and carers despite the expressed need.42 

Uncertainties regarding consistency 
Two major concerns are sources of uncertainties in the advance decision 
application: the evolution over time of the person’s preferences (which 
can make the advance decision not consistent with the person’s wish at the 
time of the AS use) and the evolution of medical knowledge (which can 
make the AS inconsistent with best practice). This uncertainties is 
underlined because a long time can elapsed between the definition of the 
advance directive and the worsening of the pathology deserving the use of 
this directives. 

Evolution of patients’ preference 

Advance decision raise the questions of the real transmission of the patients’ 
values and preferences. 

For people with dementia, a feeling of uncertainty is expressed by both 
healthcare professionals and carers regarding advance decision.77, 78 An 
ethical analysis emphasized that utilizing an AS for someone with severe 
dementia is like asking an unrelated stranger to ultimately make the 
decision.78 

This question was underlined in a discussion on psychiatric advance 
directives too.41 Because pathologies can fluctuate and patients can 
change their preference, there is a risk not to correspond to the current 
wishes of the patients or even to be confronted to a patient who refuses 
actively what he/she had previously decided, certainly if they were not be 
able to change their advance decision over time.41 

“…this sort of contract may be viewed as unethical because it 
deprives an individual of present autonomy and liberty. How can we 
know what constitutes an individual’s genuine wishes, or distinguish 
between legitimate changes of heart verses poor choices born of 
acute psychiatric illness that are inconsistent with personal values 
and preferences more generally?”(Murray et al.)41 
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In psychotic young people, the possibility of a young person changing their 
preferences without updating their AS and subsequently receiving unwanted 
treatment is evoked by Valentine. However, it was acknowledged that this 
could be avoided by ensuring the AS was updated regularly.70 

The specific case of self-binding directive is mentioned by one review in 
patients with bipolar disorders. Self-binding directive consists of advance 
decisions expressing the wish to be constrained at a later date if certain 
conditions are met.27  

“In the context of bipolar disorder, the idea is that a person with 
previous experience of mania enters into an agreement to be 
forcibly detained and treated if she relapses into mania, even if her 
manic self refuses detention and treatment at time of 
enforcement”(Kane)27 

This self-directives is also known as a Ulysses contract (see the box below). 
Ulysses contracts is used for psychotic patients not only for self-binding 
directives (but also for treatment decisions). 

Ulysses, in Homer’s epic poem The Odyssey, instructs his crew to tie him 
to his ship and forbids them to untie him under any circumstance, 
including his own insistence or subsequent orders, as he knows he will 
be unable to resist the song of the sirens. He makes this choice at a time 
when he is lucid based on the knowledge that he will lose his faculties 
and make decisions contrary to his true wishes as a consequence of 
forces outside his control.  

Extract from Murray et al.41  

This ethical question of the appropriateness of advance decisions is also 
mentioned for patients who express treatment refusal following suicidal 
behaviour.44 Because suicide ideation was considered to fluctuate, people 
could change their mind about their desire to die. Furthermore, at the 
difference to those for a terminal physical health condition, the patient could 
die when there is potential for recovery in the future).44  

Evolution of medical knowledge 

NICE mentioned a well conducted qualitative UK study which found that 
practitioners working in dementia and end-of-life care services 
questioned whether advance care planning had the ability to deliver patient 
preferences since it is possible that preferred care may not be available.4  

One systematic review on ACP in patients with dementia confirmed this, 
quoting the HCPs concern of not being able to comply with future wishes 
because of (possible) changes in the healthcare system.77 

In psychiatric patients also, the evolution in medical knowledge is 
mentioned. One paper quoted the crucial following question: “What if all of 
the treatment options endorsed in a PAD prove ineffective or if a patient is 
dictating treatment that is incompatible with the current standard of care?”41 

Conflict between HCP, carers and patients 
Several situations can potentially lead to a disagreement at the time of AS 
application between the professional and the patients and/or the their 
relatives.4, 70, 78) 

This disagreement can pose a risk to the therapeutic alliance.70 For 
example, if a person became unwell and their treating team did not fulfil the 
wishes articulated in their AS, this could damage patient–clinician relations. 

“I would be like, much more frustrated if I had filled one of these out 
and for them to not follow it than to have not filled it out at 
all”(Valentine et al.)70 

NICE mentioned there is a good amount of evidence from moderate quality 
data that the wishes of service users can conflict with those of practitioners 
but also of carers, leading to problems with implementation: “delivering 
patient preferences could be challenging if they conflict with family 
wishes”.4 
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5.9.6.3 Healthcare professionals’ challenges 
A review from 2020 mentioned that advance directives have little impact 
on doctors' decision-making in real practice and underlined decisional 
conflict and lack of adherence among doctors when they do not agree 
with the patient's decision.17 One guidance based on a literature review 
confirmed this analysis and stated that “There is evidence that healthcare 
teams do not always comply with an Advance Decision”.73 

It appeared that, even if HCPs agree that advance decision is important, 
notably for people with dementia, they express several barriers that 
concerned an unclear role definition, lack of knowledge, and confidence in 
the advance decision process, poor communication skills, fear of causing 
stress and gaps in training, as presented below .  

Lack of clarity around their role 
As mentioned in the point “Who has to be involved in advance decision 
pathway?” (see 5.9.4), healthcare professionals identified a lack of clarity 
around whose role it is to initiate and support ACP.4, 77 

Like for the decisional capacity assessment (see 5.6 PART 3 – Assessing 
decisional capacity), HCPs appear to not endorse easily their role in 
advance decision. This concerns all kind of healthcare professionals, 
including nurses. 

“nurses often question their role in the ACP process, consider that it 
is not their responsibility to implement ACP with patients and 
surrogates and defer the ACP process to other professions, 
especially physicians”.(Kim et al.)29 

One review on advance directive quoted one UK study among 95 healthcare 
professionals (general practitioners, mental health nurses, palliative care 
consultants and clinical nurse specialists, community nurses, gerontological 
psychiatrists, social workers and solicitors) showing “that no one single 
professional group views this task as their responsibility and highlighting 
this as an unwelcome duty among the disciplines”.(Dowling)17  

This issue can lead to loss of opportunity for advance decision, as showed 
by one qualitative study on patients with dementia resident in long term care 
home.65 

“Also, staff would be inclined to put off discussions that they 
assumed would be better accomplished in formal, private 
interactions and with “higher level” providers.”(Sutherland et al.)65 

Lack of knowledge in advance decision 
A lack of HCPs knowledge about advance decision matters is quoted by 
several authors.4, 29, 62, 73 This is mentioned for physicians(17 and nurses in 
dementia29, including for end-of life discussion65 but also for clinicians 
treating person with bipolar disorder.62  

 “Research examining staff perspectives of their involvement in end-
of-life decision-making has indicated that LTC home staff tends to 
be excluded, and exclude themselves, from decision-making. 
Studies have found that nurses perceive a lack of power and 
knowledge and are ambiguous regarding their role related to end-
of-life conversations” although they see their role as playing the 
middle person between family members and physicians” 
(Sutherland et al)65 

This leads HCPs to fears of giving misinformation.65.  

Lack of confidence in the advance decision process 
A lack of HCPs confidence could be a barrier in the advance decision 
pathway.4 

According to NICE, although there is a moderate amount of evidence that 
practitioners find advance care planning potentially useful and relevant when 
working with people who may lack mental capacity, evidence is conflicting 
and some practitioners said that advance care planning could be duplicating 
person centered care measures already in place or risked becoming a ‘tick 
box’ exercise.4 
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NICE mentioned also a small amount of good evidence showing that staff 
attitudes to advance care planning can prevent or hinder the conduct of 
discussions such as unsympathetic approach to advance care and 
difficulties when colleagues judged AS to be a ‘waste’ of precious nursing 
time.4 

Poor communication skills 
In Finland, one qualitative study on dementia, showed that, according to 
patients and their families, the professionals withhold information or 
underestimate the need for it.42 

NICE mentioned a good amount of evidence of good quality showing that 
practitioners lack the requisite skills (and training) to conduct timely and 
competent discussions about advance care planning. The need for training 
and developing experience in advanced communication is considered as a 
key barrier to conducting advance planning discussions in one study quoted 
by NICE.4  

Poor communication skills are also mentioned by two reviews.29, 77 For 
nurses, this implies that they should make greater efforts to incorporate ACP 
into their dementia-related practice.29 

Fear of causing stress and anxiety 
Fear of causing stress and anxiety in people and relatives is another barrier 
mentioned by HCPs in the AS context.4, 70, 77  

“By considering the possibility of becoming unwell in the future, this 
tool may instigate a lack of hope in the client recovery 
process”.(Valentine et al.)70 

NICE confirmed that sensitivity is necessary when discussing difficult topics 
like end-of-life care and the prospect of diminished capacity and that staff 
(in the UK) needed to feel competent in having difficult conversations about 
advance care planning (see above).4 In long term care home, one qualitative 
study found that staff members were uncomfortable about discussions 
related to death which add another barriers to end-of-life discussion.65 In one 

guidance, authors mentioned also the fear of allowing death as an obstacle 
for using advance decisions.73 

Lack of training 
As mentioned above, several authors highlighted the lack of HCP training in 
advance decision.4, 10, 50, 77 This issue is broadly highlighted in the 
recommendations included in the NICE guidelines. 

One review on advance directive in patients with dementia confirmed this 
need of training for health professionals so they can be better prepared and 
more confidently engage their clients, particularly around the terminal nature 
of the condition.50 

5.9.6.4 Organisational obstacles 
Despite the global acknowledgement of the advance decisions need, 
including in the legal text, the healthcare system offer appears to be far 
from optimal.29, 41  

“For example, in U.S., where advocacy groups have successfully 
campaigned for the inclusion of mental health specific provisions in 
advance directive statutes in 25 states, some of them have always 
no PAD specific statutes and allow for some advance psychiatric 
treatment decisions but with a scope often quite limited”.(Murray and 
Wortzel.)41  

One systematic review on advance directives showed that two surveys of 
people with bipolar disorders identified lack of support in creating AS, 
accessibility issues and AS being ignored by mental health services.62 

Different organizational obstacles can be linked to this insufficient offer, 
some are related to the professional workload, other to practical problems 
for useful recording of advance decision but the current biomedical model of 
care raises also question. 
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Lack of time and heavy HCPs workloads 
Lack of time and heavy HCPs workloads is mentioned by some authors 
as a barrier to implement advance decisions.17, 65, 70 For example, regarding 
young patients with psychosis, some HCPs quoted there are “too many 
other forms for clinicians to think about”.70  

A lack of incentives and funding schemes of the health care system is 
also mentioned by a review on ACP in patients with dementia.10 

Insufficient recording 
Implementation of advance decision implies that HCPs can consult easily 
the directives previously defined. However, it appeared that access to 
the records of the advance directives is often difficult 4, 10, 41, 73. This can be 
related to the lack of national repository as to a limited electronic access.73 
For example, one publication mentioned that most hospitals in US do not 
have a system in place for PADs to be stored and readily accessible and 
that the maintenance of such a database (accessible in emergency and 
urgent situations) may be prohibitively expensive.41  

NICE mentioned there is currently great variety in how decisions are 
recorded and quoted several ways of wishes statements as in in nursing 
notes, verbal planning decisions, checklists…4 Decisions were also 
considered as poorly written (e.g. with unnecessary legal language) and 
hard to understand by healthcare professionals.73 

This variety and bad written of documentation was confusing for 
practitioners, and there were doubts about transferability between 
settings and practitioners.4, 10, 73 

Moreover, it appeared difficult for the HCPs to record the whole important 
information in a pragmatic way. In LTC homes, one qualitative study 
found that computer documentation is inaccurate and left little time for the 
emotional work done.65  

“It used to take 5 minutes and now we can be on the computer for 
45 minutes. … and that’s not even getting on the computer to chart 
about the little lady who is saying, “Please don’t let me die.” Like that 

is so important too … but that’s not being captured. If it’s not written, 
it’s not said or done … and there’s so much”.(Sutherland et al.)65 

Biomedical model of care 
The privileging of the biomedical model of care in long term care (LTC) 
homes is mentioned as an organizational barrier because it constructed 
knowledge of patients’ values and emotions as trivial and less important 
knowledge.65 Moreover, with a focus on daily tasks, staff members fail to 
think about future events, possibilities, discussions, or psychosocial needs 
of the resident and family, thus having an overall effect of impeding 
important discussions, such as advance care planning or end-of-life 
matters.65 

“Staff and LTC home policy makers need an understanding that 
discussions require repetition and as relationships between and 
among residents, family, and staff are crucial to end-of-life 
discussions and decision-making for people with dementia, more 
attention needs to be paid to the relational, social, and emotional 
aspects of LTC home dementia care”.(Sutherland et al.)65 

5.9.7 Which facilitators are linked to the advance decision 
pathway? 

As presented in the chapter above, a lot of barriers are mentioned in the 
literature regarding the advance decision pathway. Not all of them can be 
counteracted but several facilitators are proposed. They are presented 
according to the same 4 levels as used for the barriers: patients and 
relatives, process, HCPs and organisations. 
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5.9.7.1 Patient’s and relatives’ issues: Education 
In order to facilitate the advance decision implementation, it is suggested to 
provide information and even education of patients and relatives.   
NICE mentioned a small amount of evidence showing that service users and 
family carers need support to understand future treatment options.4. 
NICE quoted also a moderate quality randomised control trial from the USA 
showing a positive effect of training and support intervention aimed to assist 
people suffering from mental illness to gain competence in completing a 
psychiatric advance directive (PAD). Overall the intervention was deemed 
to help a person with a risk of psychosis to complete an advance directive.4 

Another publication confirmed interest of patients education in PAD and 
mentioned a study showing that patient interest in PADs is relatively high 
across the United States once patients are educated on the topic.41 

According to one systematic review from 2020, education is also useful for 
patients with dementia. 77 

“an understanding of the dementia disease trajectory and of what 
ACP can achieve are facilitators. Carers of people with dementia 
could also benefit from training on these themes, as well as 
education on life-sustaining treatment, the role of a surrogate 
decision maker, ACP and palliative and end-of-life care.”(Wendrich-
van Dael et al.)77 

5.9.7.2 Process adaptation 

Trustful relationship between patients, relatives and health care 
practitioners 
NICE mentioned a small amount of evidence that good relationships with 
practitioners was beneficial to advance care planning and that interventions 
can increase the likelihood of advance care planning discussion.4 A 
practitioner which the patient knew, a space where they felt comfortable, 
information and meetings with a social worker are liked by service users.4 

Other authors confirmed that a trusting and open relationship between 
carers and healthcare professionals can facilitate ACP conversations in 

patients with dementia.65, 77 This relationship depends on a range of 
interpersonal and contextual factors.77  

One qualitative study showed that direct and open communication 
between young psychotic people and clinicians regarding the extent to which 
an advance statement can be, and cannot be implemented, may be an 
important factor in successfully executing this tool in clinical practice.70 

Potential improvement/adaptation of the decision 
Since advance decision cannot foresee all situations and decisions to make, 
there is sometimes a lack of specific directives at the time of the decision.  

In psychiatric advance directives (PADs), this question leads to propose the 
designation of a psychiatric health care proxy who can help make 
informed decisions about psychiatric treatment options that are not clearly 
addressed by the PAD.41 

For patients with dementia, surrogates and professionals may want to take 
current non-verbal communication and patient behaviours into 
consideration when implementing previously documented decisions.10 

Different supports and tools for managing the discussion 
Many authors proposed supports and tools for managing the discussion 
on advance decision. NICE for example quoted the potential help of 
information in clear formats and leaflets to help decipher unfamiliar 
terminology for service users.4 

One review on patients with dementia suggested that videos can also be 
used with written decision aids during the discussion, in order to help 
people envision future scenarios.10 Decision-making tools and videos are 
also considered as facilitators for ACP conversations with people with 
dementia and their carers in a systematic review from 2020.77 

Attending several meetings is suggested by several authors both for 
patients with dementia and psychotic disorders.(Webb; 10, 70) 
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“Regardless of the model, oral information over multiple sessions 
has been shown to be the most successful intervention to promote 
advance directives among older adults. This practice also allows 
ACP professionals to assess the patient’s DMC repeatedly and 
confirm it in a timely way”.(Bosisio et al.)10 

One review  focusing on patients with dementia proposed also to provide 
documents as brochure or written protocols to take home after the 
discussion to improve person’s sustained understanding and involvement 
in the AS process.10 According to the same review, audio and video 
recordings of the discussion with the facilitator appeared to be of 
particular interest for older people).10 

Advance decision template 
One qualitative study described the importance of the template design for 
advance decision in young psychotic patients and suggested a succinct, 
clear document, minimalist in design with enough space for treatment 
preferences and with examples guiding questions.70  

“Regarding the design of an AS template, young people generally 
emphasised the importance of clarity and simplicity (e.g., in terms of 
visual layout and language used), guidance (e.g., illustrative 
examples of appropriate content for each section), and space (i.e., 
enough room to fully articulate preferences)”.(Valentine et al.)70 

The same study showed that carers suggested it needed to be “not too 
wordy” and “not pages and pages and pages.70 

An online version of the AS template is also suggested as a potentially more 
user-friendly alternative for young people (who would be “more receptive to 
doing it online).70 

5.9.7.3 Healthcare professionals’ challenges 

Training 
Several authors emphasized that HCPs training is crucial to facilitate 
take-up of advance decisions and better discussions.6, 17, 29, 77 Some of 
them considered that non-medical professionals as nurses, who receive 
adequate education or training and support related to ACP, can facilitate 
ACP with patients and surrogates in their practice.6, 17, 29  

NICE quoted one study showing that training or refresher training can 
increase HCPs confidence and combat a barrier in discussing ACP by the 
dementia care staff.4. 

One systematic review from 2020 mentioned that “Training and 
education for healthcare professionals on ACP, the dementia 
disease trajectory, treatment options and communications skills 
were found to be facilitators when initiating conversations about 
ACP with people with dementia and their carers.”77 

Another review from 2020 mentioned that a 6-month nurse-led advance care 
planning intervention by a trained nurse can improve the level of agreement 
patient/caregiver/physician on future treatment.17  

However, offering training is not sufficient per se (even after good training, 
some HCPs never discuss advance decisions). One systematic review on 
advance directives in patients with bipolar disorders quoted a national 
survey in England and Wales among 650 psychiatrists showing there was 
plenty of trainings but rarely sufficient (for example to meet the needs of 
people with bipolar disorder and ADRT). In this survey, psychiatrists 
preferred discussions on case summaries, role-play and topics such as 
ADRT or assessment of “fluctuating” capacity.62 

In the same systematic review, both better quality and more training 
sessions were associated with a reduced likelihood that psychiatrists had 
insufficient time to address ADRTs.62  
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Clinical guidelines 
Appropriate clinical guidelines for nurses are suggested by two reviews 
focusing on advance directives.17, 29 

Working with other disciplines 
One review focusing on the nurses’ role in advance directives mentioned 
that working with the other disciplines to prioritize the identification of 
advance care directives and/or reviewing patients' will and preferences can 
be useful in end-of-life context or even in emergency situations.17  

5.9.7.4 Organisational support 

More resources 
An organizational way to facilitate advance decision is suggested by a 
review from 2020: the integration of advance decision as a normal part of 
standard primary care for all primary healthcare professionals.17 However 
the way to integrate this task is not developed by the authors? 

A systematic review from 2020 mentioned that it is important to offer the 
time, skills and access to training materials that staff often require to be 
confident in ACP and achieve quality conversations. “More time for 
healthcare professionals to spend with individuals would facilitate ACP.”77 
Allowing patients adequate time to consider options and identifying optimal 
moments to commence extremely sensitive discussions (for example ACP 
for end-of-life) is also underlined by another review.17  

Financial resources for professionals are also proposed in order to stimulate 
initiation of ACP conversations.77  

Standardized template and recording 
NICE highlighted that since there is a variety in how advance decision is 
recorded, a standardized or summary document is recommended.4 

Cultural change 
The predominance of the biomedical model was described as an obstacle 
for advance decision65 and an overall cultural change is considered as 
indispensable to embed conversation on advance decision in standard 
care.77  

In long term care home, the importance of facility management to support 
staff is mentioned to improve the situation. “Indeed, staff alone cannot be 
responsible to incorporate a philosophy that may require a cultural shift and 
support from all team members”.65 

It is also suggested that consistent regulations should be in place for a 
whole healthcare system on when ACP should begin, who should be 
empowered to do so and in what framework ACP should take place.6 

However, as mentioned by a review from 2020, few of the primary studies 
or reviews discussed how initiatives to promote community engagement and 
the inclusion of people with dementia could change how living and dying 
with dementia is discussed in wider society.77 
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5.9.8 Which recommendations have already been formulated 
regarding advance decision? 

As mentioned at the beginning of this PART 6 – Advance decision, there are 
Belgium guidelinesa that were not included in this narrative analysis of 
literature. Only the NICE recommendations are presented below. 

NICE proposed 18 recommendations relative to advance decision and 
emphasized that AS should be offered to everyone who is at risk of losing 
capacity (for example through progressive illness), as well as those who 
have fluctuating capacity (for example through mental illness).4 

Helping practitioners to undertake advance care planning 

• Healthcare commissioners and providers should: 

o develop standard protocols and plans for joint working and 
sharing of information on advance care plans between 
practitioners, people and families 

o ensure that protocols and plans reflect the optional nature of 
advance care planning 

o commission training on advance care planning, including advance 
decisions to refuse treatment and a lasting power of attorney 

o demonstrate that protocols are in place and training is available by 
including advance care planning in audits.(1.3.1) 

 
a  https://www.dementie.be/themas/referentiekader/praktijktoepassingen/ 

vroegtijdige-zorgplanning/; https://www.kbs-frb.be/nl/Virtual-
Library/2014/314177; 
https://www.kuleuven.be/lucas/nl/Publicaties/publi_upload/2014-as-ad-
projetdesoinspersonnaliseetanticipeenpr.pdf 
https://palliatievezorgvlaanderen.be/wp-

Providing information about advance care planning 

• Offer people accessible verbal and written information about 
advance care planning, including how it relates to their own 
circumstances and conditions. All information sharing must fulfil the 
requirements of the NHS Accessible Information Standard.(1.3.2) 

• If a person has recently been diagnosed with a long-term or life-limiting 
condition, give them information on: 

o their condition 
o the process of advance care planning 
o how they can change their minds or amend the decisions they 

make while they retain capacity to make them 
o the impact that a subsequent loss of capacity may have on 

decisions made 
o services that will help in advance care planning.(1.3.3) 

Developing advance care plans collaboratively 

• All health and social care practitioners who come into contact with 
the person after diagnosis should help them to make an informed choice 
about participating in advance care planning. If the person wishes to 
engage in advance care planning, enable them to do so.(1.3.4) 

• Offer the person a discussion about advance care planning: 

o at the most suitable time once they receive a diagnosis likely to 
make advance care planning useful and 

content/uploads/2021/07/richtlijn_vroegtijdige_zorgplanning.pdf; 
https://palliatievezorgvlaanderen.be/wp-
content/uploads/2021/07/richtlijn_VZP_bij_dementie.pdf; in the scope of 
mental health see: 
https://broedersvanliefde.be/sites/default/files/media/bijlagen/ethisch%20ad
vies%20Broeders%20van%20Liefde%20-
%20vroegtijdige%20zorgplanning.pdf) 

https://www.dementie.be/themas/referentiekader/praktijktoepassingen/vroegtijdige-zorgplanning/
https://www.dementie.be/themas/referentiekader/praktijktoepassingen/vroegtijdige-zorgplanning/
https://www.kbs-frb.be/nl/Virtual-Library/2014/314177
https://www.kbs-frb.be/nl/Virtual-Library/2014/314177
https://palliatievezorgvlaanderen.be/wp-content/uploads/2021/07/richtlijn_vroegtijdige_zorgplanning.pdf
https://palliatievezorgvlaanderen.be/wp-content/uploads/2021/07/richtlijn_vroegtijdige_zorgplanning.pdf
https://palliatievezorgvlaanderen.be/wp-content/uploads/2021/07/richtlijn_VZP_bij_dementie.pdf
https://palliatievezorgvlaanderen.be/wp-content/uploads/2021/07/richtlijn_VZP_bij_dementie.pdf
https://broedersvanliefde.be/sites/default/files/media/bijlagen/ethisch%20advies%20Broeders%20van%20Liefde%20-%20vroegtijdige%20zorgplanning.pdf
https://broedersvanliefde.be/sites/default/files/media/bijlagen/ethisch%20advies%20Broeders%20van%20Liefde%20-%20vroegtijdige%20zorgplanning.pdf
https://broedersvanliefde.be/sites/default/files/media/bijlagen/ethisch%20advies%20Broeders%20van%20Liefde%20-%20vroegtijdige%20zorgplanning.pdf
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o at other times, allowing people to think through and address 
different issues in their own time.(1.3.5) 

• Practitioners involved in advance care planning should ensure that they 
have access to information about the person’s medical condition 
that helps them to support the advance care planning process. It is the 
practitioner’s responsibility to identify what information they 
need.(1.3.6) 

• When approaching discussions about advance care planning, 
practitioners should: 

o be sensitive, recognising that some people may prefer not to talk 
about this, or prefer not to have an advance care plan 

o be prepared to postpone discussions until a later date, if the 
person wishes 

o recognise that people have different needs for knowledge, 
autonomy and control 

o talk about the purpose, advantages and challenges of this type 
of planning 

o consider the use of checklists to support discussions.(1.3.7) 

• If the person has given consent for carers, family and friends, or 
advocates to be involved in discussions about advance care planning, 
practitioners should take reasonable steps to include them.(1.3.8) 

• Health and social care practitioners should help everyone to take part 
in advance care planning and co-produce their advance care plan if they 
choose to have one (including people with fluctuating or progressive 
conditions). They should: 

o work with the person to identify any barriers to their involvement, 
and investigate how to overcome these 

o help them to communicate by providing communication support 
appropriate to their needs (for example communication aids, 

advocacy support, interpreters, specialist speech and language 
therapy support, involvement of family members or friends).(1.3.9) 

• During advance care planning discussions, practitioners should: 

o take into account the person’s history, social circumstances, 
wishes and feelings, values and beliefs (including religious, 
cultural and ethnic factors), aspirations and any other factors they 
may consider important to them 

o help the person to anticipate how their needs may change in the 
future.(1.3.10) 

• Practitioners must ensure that all notes made on advance care planning 
are contemporaneous. In addition: 

o notes should be agreed with the person at the time and 

o consent should be sought from the person to share the information 
with other people as appropriate.(1.3.11) 

• Provide the person with an accessible document that records their 
wishes, beliefs and preferences” in relation to advance care planning 
and which they may take with them to show different services. It may 
include who the person wants to have involved in decision-making or 
their preferences for issues such as treatment, support or 
accommodation.(1.3.12) 

• Practitioners should share any advance care plans in a clear and simple 
format with everyone involved in the person’s care, if the person has 
given consent.(1.3.13) 

• Practitioners should ensure that information about a person’s advance 
care plan is, with their consent, transferred between services when 
their care provider changes.(1.3.14) 

• Review advance care plans at reviews of treatment or support, while 
the person has capacity, and amend as necessary, if the person 
wishes.(1.3.15) 
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• When people are reaching the end of life, give them the opportunity to 
review or develop an advance care plan if they haven't already done 
so.(1.3.16) 

Joint crisis planninga 

• Practitioners and individuals may wish to consider the use of advance 
care planning in the context of joint crisis planning.(1.3.17) 

• Offer joint crisis planning to anyone who has been diagnosed with a 
mental disorder and has an assessed risk of relapse or deterioration, 
and anyone who is in contact with specialist mental health services. The 
offer should be documented and, if the person accepts it, the plan 
should be recorded.(1.3.18) 

Key points regarding advance decision 

Concept of advance decision 

• Advance decision is defined by NICE as: “A decision made by a 
person about what medical treatment they would or would not want in 
the future, if they were unable to make decisions because of illness 
or because they lacked capacity to consent”. 

• Different terminology and definitions exist (advance directive, 
advance care planiing (ACP), psychiatric advance directive (PAD), 
advance decision to refuse treatment (ADRT)… 

• Advance decision is an important part of the potential management of 
the decision-making process in individuals with capacity impairment. 
Many articles in this narrative analysis of literature mentioned or even 

 
a  According to NICE : « A joint crisis plan enables the person and services to 

learn from experience and make plans about what to do in the event of 
another crisis. It is developed by seeking agreement between the person who 
may lack mental capacity now or in future and their mental health team about 
what to do if they become unwell in the future. When the person lacks capacity 

focused on this topic but we do not pretend to be comprehensive 
in this matter. 

When can advance decision be initiated? 

• The optimal time to initiate advance decision can vary according to 
the situation (e.g. pathology source of incapacity) and the kind of 
decision which does not allow to define when start this kind of 
discussion but suggests to define the optimal timing on a case-by-
case basis. Allowing patients adequate time to consider options and 
identifying optimal moments to commence extremely sensitive 
discussions are underlined. 

• NICE mentioned the importance of offering the opportunity for 
advance care discussions more than once and other authors 
suggested that advance decision should be regularly reviewed by 
an iterative process to ensure that they were up-to-date and 
continued to reflect the patient’s desires and preferences as life 
circumstances change and evolve over time. 

How can advance decision be elaborated? 

• Several steps are considered as useful for defining advance 
decision: to inform the concerned individual and their family 
about the possibility of advance statement; to help individuals 
identifying their life values, goals, and care preferences for the 
future; to identify someone responsible for initiating and 
managing the advance decision; to record the advance decision 
and make them available in all concerned settings. 

• Small information is provided in the retained literature on the items to 
be included or the resource to be used for defining the content of 

to make decisions regarding their care and treatment and is unlikely to gain 
or regain capacity, a joint crisis plan about what to do in the event of a future 
crisis may be developed through a best interests decision-making process. A 
joint crisis plan does not have the same legal status as an advance decision 
to refuse treatment.” 
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advance decisions. It is suggested to personalize the process 
(including communication approaches) to the individual and 
their surrogate. 

Who can be involved in the advance decision process? 

• Several healthcare professionals in different settings are 
potential actors for initiating but also supporting advance decision and 
it appears there is a lack of consensus about who exactly must take 
this responsibility. 

Benefit, barriers and facilitators 

• Some authors highlighted the added-values of advance decision in 
patient with dementia, psychotic disorders or bipolar disorders: 
increasing consistency between the experienced care and the wish 
and preferences of the patients, enhancing patient autonomy and 
engagement, promoting adherence to treatment, improving clinical 
outcomes, reducing the use of healthcare resources, decreasing 
stress, fear, burden… for patients and family and favoring 
communication and continuity of care. However the quality of 
evidence is questioned by some authors. 

• A statement of insufficient involvement of persons in advance 
decisions discussions and unsufficient uptake of them is broadly 
highlighted both for patients with dementia and psychotic disorders.  

• Significant barriers to implementation of advance decision are 
described. An universal lack of knowledge and education 
regarding the advance decision process is emphasized. This 
seems to concern the whole society, HCPs included.  At the 
patients’ and relatives’ level, other barriers found are a lack of 
knowledge about the disease and treatment options, a lack of 
confidence in the advance decision process (with even negative 
perception, reluctance to engage, anxiety, unrealistic 
expectations…), an unwillingness to consider their future, preferring 
to live in denial or to take ‘one day at a time’. Patient literacy, reading 
level but also strong religious beliefs, low social status and low IQ 
can influence how individuals and relatives engage in advance 

decision process. At the process level, criticisms encompass the 
risk of over emphasizing autonomy (not really wished by everybody), 
the limited scope of the specifications included in advance decision 
(not all future situations and decision can be foreseen), the 
uncertainties linked to the potential evolution of patients’ preferences 
and of medical knowledge (both elements which can make advance 
decision inconsistant with the future situations) and finally the 
potential conflicts between HCPs, carers and patients. At the HCPs 
level, some evidence showed that “healthcare teams do not always 
comply with an advance decision” and barriers concern a lack of 
clarity around their role, lack of knowledge and confidence in advance 
decision process, poor communication skills, fear of causing stress 
in patients and relatives and gaps in training. At the organisational 
level, an insufficient offer of advance decision is quoted by some 
authors with barriers related to the professional workload (lack of time 
and incentives), practical problems for useful recording of advance 
decision (and poor access to the patients’ advance decision) and the 
current biomedical model of care which focus on daily tasks (and not 
the future) and consider knowledge of patients’ values and emotions 
as trivial. 

• Among the facilitators mentioned in the literature, information and 
even education of patients and relatives are underlined. At the 
process level, a trustful relationship between patients, relatives and 
health care practitioners with direct and open communication can be 
helpful as well as supports for managing the discussion (e.g. leaflets, 
videos, written decision aids, attending several meetings and take 
home documents or recordings) or adapted advance decision 
template (e.g. online version). For HCPs, several authors 
emphasized that training is crucial to facilitate take-up of advance 
decisions and better discussions even if it is not sufficient per se; 
clinical guidelines (for nurses) and working with different disciplines 
are other facilitators quoted at the HCPs level. Organisational 
supports encompass more resources (notably for allowing 
integration of advance decision as a normal part of standard primary 
care), a standardized template and recording of advance decision and 



 

KCE Report 349 Decisional capacity 111 

 

 

also a cultural change to promote health care system (and 
community) engagement in advance decision process.  

In conclusion, despite the global acknowledgement of the advance 
decision need, the healthcare system offer appears to be far from 
optimal and implementation of advance decision is hampered by a 
lot of uncertainties and barriers. 

5.10 Part 7 – Surrogate decision-making pathway: 
substituted judgement and best-interest approach 

5.10.1 Concepts 
As described in the PART 4 - “Impact of decisional incapacity” (see 5.7), 
when a person has a lack of decisional capacity and there is no valid 
advance decision available for the specific current situation, decision must 
be made by another person on behalf of the person.31, 73 

This is the concept of surrogate decision-making pathway.  

There are many different approaches to guide the surrogate decision-
making. The two typical bases include the substituted judgment standard 
and the best interest standard.73, 78 There is sometimes confusion between 
the two concepts, notably because there is an evolution in the understanding 
of the best-interest approach, from the paternalistic view (HCPs deciding on 
the patient behalf) toward a decision involving the patients’ values, beliefs, 
preference and family members.  

5.10.1.1 Substituted judgement standard 
In a substituted judgment standard, the surrogate decision-maker (or 
proxy) uses the previously held values, beliefs, and preferences of the 
patient to inform the decision-making process such that a person’s 
autonomy (at least at a point in time when one was deemed capable of 
making the decision at hand) is preserved.73, 78  

Two versions are presented in the literature.  

In the first one, a substituted judgement is characterized by the proxy 
attempting to, or being directed to, make the decision that the person would 
themselves have made if they had capacity, as illustrated by this participant 
who had dementia59:  

“I would want her hopefully to make that decision on what she 
thought I would think. OK. Not what she thinks, not what somebody 
else thinks, but what I think…what she thinks I would have done’ 
(Black, Weschler, and Fogarty 2013, 361)”.(Sheperd et al.)59 

The substituted judgement approach, first used in England in 1815, seems 
simple : “people who know the patient make the decision the person would 
have made in the present situation”.73   

In another version of the substituted approach, the surrogate decision-maker 
is not required to express an opinion about the decision a person would have 
made. Instead he/she is asked to explain what factors would have been 
used by the person and how the person would have arrived at a final 
decision. “Thus, once this information is available, the clinicians together 
with family and friends consider the clinical facts and use the factors and 
methods the patient would have used to reach a decision”.73 This approach 
is very close to the new definition of the best-interest decision-making that 
we described below. 

5.10.1.2 Best interest standard 
Best interest standard is the model emphasized in the MCA and is broadly 
studied in the NICE guidelines.4  

A best interests approach focuses on what would maximise the person’s 
welfare or interests.59 

While this standard used to be interpreted as prescribing the treatment with 
the best medical prognosis (and balance benefit-risk), nowadays it is 
interpreted in a more patient-centered and holistic way, taking into 
account the patient’s values as well as constituents of wellbeing besides 
medical health.4, 7, 28, 56 
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“Determining the patient’s best interests involves more than simply 
considering the risks and benefits of a proposed treatment. It must 
consider an individual’s past and present wishes and values. This 
may encompass their psychological, social and spiritual outlook, 
and is entirely individual for that person”.(Barry and Docherty)7 

Therefore the person making the best interests decision must explore 
and consider the individual’s past and present wishes and feelings and 
also any values or beliefs the person may have.  
However these wishes, beliefs, values… will not be necessarily 
determinative. 

“A decision may be taken against the individual’s wishes if those 
wishes are not considered to be in the person’s best 
interests”.(Keeling)28 

Since the CRPD and the paramount value of autonomy, there is an evolution 
which contrasts with the old “best-interest” approach declaring individuals 
incompetent and making decisions on their behalf, potentially paying little 
attention to their will and preferences.28 

In place of giving most attention to single ‘best interests meetings’, it 
suggests that the whole process of care should revolve around sharing 
decision-making with family members and friends from the moment that the 
loss of capacity is recognized. ‘Sharing’ decision-making concerns here 
HCPs and patient’s relatives. However, “the involvement of family 
members and friends is not so that they make the decisions, it is to provide 
the healthcare team with as much information as possible about the patient 
so that all decisions reflect, as far as possible, what the patient would have 
decided”. This “sharing” is never a reason for a clinician to duck their 
responsibility for making a clinical decision.73 

5.10.2 When a surrogate decision-making pathway should be 
proposed? 

As explained previously (see 5.7 PART 4 - Impact of decisional incapacity), 
there is a hierarchy in applying the different standards to surrogate 
decisions: firstly using primarily known, explicitly stated wishes when 
the person had decisional capacity (e.g., advance directives if present), 
then a substituted judgment standard if advance directives don’t exist 
but a person clearly identified can provide reliable patients’ values and 
wishes and assumes the decision, and then a best interest standard if 
it proofs to be impossible to ascertain what a patient would have 
chosen in such a hypothetical situation.45, 56, 78 

The authors of one guidance specified the situations where the healthcare 
professionals or clinical services must always hold a best interests 
approach and listed the following73:  

• when starting, continuing or stopping treatments (including 
programmes of treatment) that may save or prolong a person’s life;  

• when there is significant risk and/or limited likely benefit or it has 
potential long-term implications for the patient;  

• in case of moving someone to a different care setting;  

• if there is disagreement about a decision between different people 
involved (especially but not only between the healthcare team and 
family);  

• in case of major uncertainty exists concerning facts such as the 
patient’s wishes, the relevant prognosis, or the intervention options and 
their risks and benefits. 

Because capacity is decision-specific, each action should be considered 
independently. However, in case of a best interest decision-making 
pathway, this would be very costly in terms of time and effort. The authors 
of the guidance suggested in this case to use the best-interest process in 
the same way as an advance decision: “The healthcare team should set out 
a strategic policy and framework for decisions, based on an understanding 
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of the patient’s best interests. This policy should then be used for most if not 
all decisions until or unless there is a change requiring re-evaluation”.73 

Decisions made and policies should however be reviewed. The same 
guidance mentioned above proposed a timing of every 6–12 months for 
people whose situation (medically, socially, developmentally, etc.) is stable 
but recommended to always held a review when there is a significant change 
in the situation, or if any person with an interest requests it; this includes 
carers, commissioners, family members and others. When someone moves 
to a completely new setting, the new team should hold a new meeting within 
7–14 days, using the existing strategy until reviewed.73 

5.10.3 How is a surrogate decision-making pathway organized? 

5.10.3.1 Several steps 
Whatever is the surrogate decision-making pathway (substituted judgement 
or best interest), the process has to follow several steps that we presented 
below (with the specification “best interest” if this is specific to this 
approach). 

Recognizing the needs 
Since a surrogate decision-making pathway cannot be started if the 
individual has decisional capacity, the first step is to verify an impairment 
specific to the decision to be made and the time of the decision.73 (see 
5.6 PART 3 – Assessing decisional capacity).  

The second step consists to identify any advance decision documents 
(e.g. advance decision, ADRT, advance statement of wished, advance 
selection of a surrogate…).4, 53, 73 

After this two crucial preliminary steps that allow to recognize the needs, the 
surrogate decision-making pathway can be launched with the identification 
of the person who can endorse the surrogate role, gathering useful 
information related to best interest but also individuals’ values, beliefs, 
preferences and/or organizing a best interest meeting. All these steps are 
described below. 

Identifying surrogate 
A substitute decision-maker will typically be a (close) relative or friend, 
ideally appointed by the patient herself.53, 56 However, designation of a 
surrogate in an advance decision is not so frequent in practice.  

If there is no substituted decision-maker appointed, clinicians usually contact 
the patient’s family to make medical decisions on behalf of a patient with 
decisional incapacity. In US for example, laws stipulate usually that first the 
patient’s spouse is asked about health care decisions, then the patient’s 
adult children, followed by the patient’s siblings and other family 
members.45, 53 

If a social network is lacking, a legal guardian or alternatively the court 
can take up this role.56  

The patient can also authorize the attorney or attorneys to make all 
decisions concerning health and welfare, including ‘life and death’ decisions, 
or can restrict them to make only specified decisions.73  

Only when neither an advance directive nor an appointed substitute 
decision-maker can be consulted, as is sometimes the case in emergency 
situations, health professionals assume the role of substituted decision-
maker.56  

Gathering useful clinical information to make the decision 
In medical decisions, the best interest standard requires surrogates “to 
assess the risk and probable benefits of various treatments and alternatives 
to treatment” and to weigh and compare those risk and benefits to determine 
which option provides the highest probable net benefit.55 

The clinical information needed to come to a decision in someone’s best 
interests usually covers the following73:  

• The neurological state: diagnosis, its past treatment, future 
treatment options, and prognosis, including a list of all medication;  
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• The current situation in terms of the patient’s functional abilities, 
personal experience, emotional experience, social interaction and 
quality of life;  

• The person’s likely functioning, experiences, emotions, social 
interaction and placement in the future, which should be between 3 
and at most 12 months away;  

• Details about any treatments or other actions that might be discussed 
or needed, such as palliative care if gastrostomy hydration and feeding 
is withdrawn. 

A second opinion on the clinical information may be needed as suggested 
by one guidance.73 

Defining values, beliefs, preferences and best interest 
Several kind of information have to been searched by the HCPs in the 
surrogate decision-making context. For example, the MCA listed the 
following items: 1. ‘The person’s past and present wishes and feelings’; 2. 
‘The beliefs and values that would be likely to influence his decision if he 
had capacity’; 3. ‘The other factors that he would be likely to consider if he 
were able to do so’.73   

Health care team members should use a variety of methods to elicit 
information: go through the medical history and family history; ask family 
members if the person ever expressed any opinions relevant to their 
situation, even if not documented (e.g. ask about healthcare decisions the 
patients has made, and how and on what basis); extend to many other 
areas, establishing what was important to them (e.g. through a narrative of 
their life for answering to the question “what sort of life did they live?).73 

Because the primary sources of information will be family and friends who 
are unlikely to be aware of ‘best interests’, the team should offer informants 
support and guidance through the whole process.73 

The whole clinical team should be involved in collecting information and 
should look and accept information from anyone who is able to contribute to 
this step, not simply family members (e.g. long-standing work colleagues) 
and from any format (e.g. audiotapes, emails, videos…).73 

Preparing and organizing a “best interests” meeting 
NICE and another guidance highlighted the need of at least one meeting 
to decide in an individual’s best interests.4, 73 The goal of these meetings 
underlined the change in the understanding of the “best interest” approach. 
For example, the guidance focusing on best interest decision-making stated 
that the meeting goal is “to establish the decisions the patient would have 
made, based on the clinical facts and using the information garnered from 
family and friends”.(Wade and Kitzinger.)73 

The best interest meetings should be well prepared (including sharing as 
much information as possible with relatives) because time are limited and 
should be used to review and discuss the decisions. No facts presented at 
the meeting should be a surprise to anyone attending.73 

Many attendees are expected to be present: family members and friends; 
any person named by the patient prior to the loss of capacity as someone to 
be consulted (and any attorney, deputy or independent mental capacity 
advocate (IMCA) involved); a senior clinician from the treating team with 
responsibility for making decision, usually the physician; other members of 
the healthcare team involved, especially if they know the person well and 
other experts, if necessary, who might advise on one or more of the 
management options (e.g. palliative care).73 

Some considerations related to the HCPs perspectives were mentioned by 
Wade and al. in their guidance on decision in a person’s best interests.73 

“…because many people have preexisting views which may colour 
their input, professionals attending should be reminded the 
following:  

1. The decisions being discussed are all within the law, and 
therefore must be considered  

2. Professionals must provide relevant information whatever their 
views but  

3. If they hold strong views, they should let the meeting know and  



 

KCE Report 349 Decisional capacity 115 

 

 

4. They will not be asked to be part of any treatment which they 
could not deliver for reasons of personal conscience. (This is subject 
to debate but is a practical approach.)73 

According to this guidance, for each decision, the factors that need to be 
considered include the following73:  

• The person’s beliefs, wishes, feelings, values and any other factors they 
would consider if the individuals were able to do so.  

• Their current quality of life, personal experiences (pain, distress, 
pleasure and happiness), functional autonomy, social interaction...  

• Their potential future quality of life (as they would see it) judged on same 
features; 

• The effect of any intervention, or stopping of any intervention, 
considered in probabilistic terms covering risks, pain, time taken, 
distress, quality of life, length of life etc. 

At the end of the meeting it is vital to:  

• State explicitly what has been decided, checking that all agree and 
understand, and if there was disagreement, the reasons behind the 
decision, what actions will follow (e.g. involvement of a mediation expert 
in case of disagreement), including who will undertake them, and when, 
appointment for the next meeting (and which event will precipitate a 
meeting)  

• Confirm that a documented record will be written and distributed to all 
present, and agree who else will get a copy.73 

One review on the MCA and the best interests decision in the nurses level 
confirmed most of the points presented above and proposed nine 
principles to guide this kind of decision. These principle are presented in the 
Figure 7. 

 

 

 

Figure 7 – Nine principles to guide best interests decisions. (according 
to Regan and Sheehy)51 

1. Encourage the individual’s participation: involvement in the 
decision-making process aims to enhance autonomy (with optimum time 
for allowing the patient to understand and requiring nurses to take a long-
term view about decision-making capacity and using opportunities as they 
arise. Spending time with the person individually to give them time to 
express their views in a non-threatening environ can be preferable. 
Nurses must respect, support and document a person’s right to accept or 
refuse care and treatment, and act and advocate for vulnerable people. 

2. Consult all those close to the individual: with a range of people who 
know the person well and may have knowledge of their thoughts on the 
matter concerned. Values from patient  = not wishes of those consulted 
therefore it is important to explain this at the start of the consultation 
process. Disagreements between HCP and family members are likely.  

3. Consider the individual’s view, whether expressed verbally or in 
writing, including their feelings, religious, belief and past habits. 
Verify existence of ACP because there is evidence that ACP support best 
interest decisions by documented wishes. 

4. Consider all circumstances, including emotional bonds and family 
obligations. BI are related to well-being and beneficience, and imply a 
duty to identify what is applicable to the person’s life.  

5. Avoid making assumptions: decision-making is complex and 
dynamic. 

6. Consider whether capacity will be regained in the future and 
whether this decision could be delayed until then: according to the 
urgency level 

7. Consider the potential decision the individual might have made if 
they still had capacity: tension exists between best interest as apparent 
in the current situation and those expressed when the reality of the future 
situation was unknown and could not have been foreseen. These 
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dilemmas increase the difficulty that the professional encounter when 
determining best interest decisions. 

8. Consider whether the least restrictive option has been taken in 
making the decision (= making a decision that keeps the patient safe 
with the least restriction to their freedom and rights. There are many 
difficult situations for nurses (e.g. disguising medication in food) 

9. If the decision is about life-sustaining treatment, ascertain that no 
one involved in the decision-making process has a desire to end the 
life of the individual and that no assumptions have been made about 
their quality of life. 

Recording 
The importance to document all gathered information and to keep 
records preferably in a single, shared location in underlined.73 This leads 
to the following conclusion; 

“This information will accumulate over time, with different people 
within the healthcare team garnering different information”.(Wade 
and Kitzinger)73 

5.10.4 Who has to be involved in the surrogate decision-making 
pathway? 

There is no clear identification of who has to be involved in substituted 
judgement or best interests standard. The role of healthcare professionals 
are particularly important for the second one. We presented below some 
points of discussion emerging from the literature. 

5.10.4.1 Proxy as closer as possible  
When a person chooses a surrogate for the individual treatment or support, 
he/she is identifying “the single individual who the person feels knows 
him/her the best and who agrees to make decisions based on his/ her 
wishes”.78 This persons (or health care proxy) should have special concern 
for the patient and knowledge of the patients’ values and wishes.  

“Proxy decision-makers have more flexibility (than a static legal 
document) to address unforeseen issues that may arise during 
treatment and can continue to make decisions informed by their 
loved one’s stated preferences”.(Murray and Wortzel)41  

It is not different for consent to research participation.59 One systematic 
review showed that when asking to patients with dementia who they will 
prefer as surrogate for a research participation, they reported that aspects 
of their relationships (trust, closeness and, in some cases, previous 
experiences with decision-making for them) are important.59 

“Notably, one study found there was low levels of selection for a 
professional acting as their proxy (only 7% would allow a healthcare 
provider to provide consent on their behalf, compared to 88% who 
would allow a family member to provide consent)”.(Shepherd et 
al.)59 

5.10.4.2 Particular place for nurses  
According to one review, nurses have an important role to play in the best 
interest process, because of their unique position in the health care teams, 
notably as advocate for vulnerable persons.51 However the involvement of 
the whole health care team is underlined by other authors.73 

5.10.4.3 Difficult role for psychiatrists  
Many individuals with severe mental illness are socially isolated, and in 
some cases, the people they trust most may be their treatment providers 
which they wish to choose as decision-making proxy.  

However, as mentioned by one discussion on psychiatric advance 
directives, the risk of conflict of interest precludes a patient’s psychiatrist 
from acting as the patient’s proxy decision-maker.41   

In the opposite, psychiatrist can play an important role as a  “psychiatric 
health care proxy” for making informed decisions about psychiatric treatment 
options that are not clearly addressed by the psychiatric advance 
directives.41 
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5.10.4.4 Ethics committee 
In certain situations, the support from ethics committee are very useful in the 
surrogate decision-making process. For example, if the hospital staff were 
able to identify a distant/hidden family member or relative for the patient, the 
committee can evaluate whether the family member or relative is 
appropriate to serve as a surrogate.30 The committee can also gather 
information about the patient as much as possible or assist the newly 
identified surrogate or the attending physician in making final 
decisions.30 

5.10.5 Which barriers are linked to the surrogate decision-making 
pathway? 

The surrogate decision-making is the last and the most difficult pathway to 
be used. A lot of barriers are described in the literature and we cannot 
pretend to be exhaustive here but we presented the major findings according 
to 4 levels: patients and relatives, process, HCPs and organization. 

5.10.5.1 Patient’s and relatives’ issues 

Lack of preparation of proxies 
NICE highlighted there is some evidence (moderate to good quality) to 
suggest that relatives of people who have been determined to lack capacity 
can find involvement in best interests processes to be stressful and feel 
that they should be supported in this role and provided with more 
information.4 In one study found by NICE, some relatives find participation 
in best interests meetings regarding place of discharge to be emotionally 
demanding and that carers are sometimes unable to access information far 
enough in advance to enable them to participate fully in decision-making 
processes.4 

In some case, the people who give an opinion on a patient’s likely decision 
may feel responsible and guilty, which may influence what they say.73 

Several authors underlined the fact that proxies are sometimes far from 
prepared to endorse the role of decision-makers, lacking knowledge and 
confidence. As a result, they have difficulties to reflect the needs and 
preferences of the person, make an informed decision and act in the person 
best interest.9, 13, 29, 50, 55, 73, 78 

Surrogate interest 
When the role of surrogate is endorsed by a family member who is also the 
carer of the person, a dilemma can emerge: balancing the tasks of caring 
for the person with the tasks of intervening in complex life decisions.9  

One systematic review on people with dementia suggested that some carers 
want to protect the person and prioritize the safety, even if this means 
restricting their freedom of choice and right for privacy (e.g. use a GPS to 
locate the person without having previously discussed of that).9 It is also 
possible that people with dementia are still able to practice their agency, but 
because of their decreased cognitive abilities, it would take time for them to 
express themselves and for this reason, carers perform on their behalf.9 

“These behaviors on the part of the carers may impact on the autonomy 
of the person with dementia and lead to pseudo decision-making, 
whereby all decisions are effectively made by the carer and passively 
experienced by the person with dementia”.(Bosco et al.)9 

This may be especially relevant in cases where power imbalance already 
occurred in the relationship before diagnosis.9 

Conflict of interest of relatives is a potential important risk in surrogate 
decision-making approach.41, 46, 73. One guidance mentioned this as an 
additional approach to the substituted judgement and the best-interest 
standard: the ‘Family interests’ approach which promote the family’s 
interests.73 A strict family interests approach may ignore the patient’s wishes 
and autonomy which it deserves caution.73 

NICE mentioned that there is some evidence (low to moderate quality) that 
practitioners and family carers sometimes draw on their own experiences or 
preferences (or their own best interests for family carers) when making a 
decision on behalf of someone who lacks capacity.4 
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The complex group dynamics often at play in decision-making can hamper 
the process and explain why in some cases other potential surrogate 
decision-makers (e.g. other family members) do not agree with the decision 
made by the identified health care proxy.78 This can be the case for example, 
in crisis, when the family’s views are highly emotive and potentially 
divergent.46 

Some authors emphasized even the importance for health care (and social) 
professionals to evaluate family motivations and agendas in order to 
determine if they corresponded with their own perception of the service 
users’ best interests.60 

“Whilst family may have the individuals’ best interests at heart, they 
do not necessarily advocate for that person’s own needs and 
wishes.”(Southall et al.)60 

Unbefriended patient 
A lack of social network is a crucial issue for surrogate decision. Several 
terms are used to described adults lacking decision-making capacity and a 
surrogate: “incapacitated and alone”, “unrepresented”, “adult orphans” or 
“unbefriended”.30 In this chapter, we use preferably the term “unbefriended”. 

According to one review focusing on this topic, unbefriended are the most 
vulnerable, voiceless population in health care.30   

“Compared to those with a surrogate, adults without a surrogate 
tend to have lower quality of end-of-life care, characterized by fewer 
palliative care consults, chaplain visits, and do-not-resuscitate 
orders”(Kim and Song)30 

Furthermore, according to the same review, the number of unbefriended is 
sizeable and likely to grow.30 

“Speculating from studies reporting the numbers of incapacitated 
adults without a surrogate, this population is sizable and likely to 
grow. If 4% of nursing home residents in the United States are 
incapacitated adults without a surrogate, this translates to more than 
56 000 people. Similarly, if up to 16% of ICU patients are these 

unbefriended adults, this translates to up to 330 000 ICU 
patients.”(Kim and Song)30 

For unbefriended, when the need for medical decision making arises, 
decision could be made by the patient care team (in consultation with or 
without another attending physician who was not part of the care team), by 
using the ethics committee, or using the judicial review (ie, court ruling on 
the decision) or guardianship.30   

However, in practice, notably in hospital setting, the decision for example 
about life-sustaining treatments are often made by the patient care teams 
i.e. by people who do not know the patient very well, with the risk of 
treatments that are not consistent with the person’s values or wishes.30  It 
appeared that most hospitals and organizations in US did not have 
policies about managing life-sustaining treatments for unbefriended 
patients and when available, those policies varied.30 

5.10.5.2 Process problems 

Not proved incapacity 
NICE found a small amount of good quality evidence showing that best 
interests decisions are not always preceded by an assessment of 
capacity. For example one study from 2012 quoted by NICE found that “1 
in 10 of those best interests decisions reported by respondents had not been 
preceded by an assessment of capacity”.4 

Furthermore, NICE mentioned a small amount of good quality evidence 
showing that best interests decisions are sometimes being made because 
practitioners believe that a person is likely to make an ‘unwise’ decision. 

Uncertainties regarding the patients’ values, preferences, wishes,… 
Some authors emphasized that despite the current trend to promote the use 
of patients’ values, wishes, etc. in all decisions made by a surrogate, the 
practice is not so positive.46, 73 and that substituted decisions are often 
inaccurate56. 



 

KCE Report 349 Decisional capacity 119 

 

 

For example, one guidance underlined that no one “can never achieve a 
complete understanding of how any person would reach a conclusion, nor 
can we even know all the information a person would use and what 
importance he would give to each item”.73   

There are different difficulties for involving the appropriate and true values, 
preferences, wishes of the patient when making a decision by a surrogate: 
Which are the “values” to be considered? Who can really know this “values”  
and can be used as a reliable source of them?  What about the potential 
changes over times in the patient’s values? All questions that can be asked 
in this matter. 

The vagueness in terms used in the context of surrogate decision-making 
are underlined by several authors.66, 73. One example is the expression “will 
and preferences” found in the CRPD. A distinction is proposed with the “will” 
– as a higher-order, self-governing function – as opposed to desires or 
inclinations or “preferences”, expressed in the present. 66   

“The “will”, on this view, is a manifestation of a person’s deeply held, 
reasonably stable and coherent personal beliefs, values, 
commitments and conception of the good. It is what we may 
understand as characterizing personal “autonomy”. In this sense, it 
is not the same as a desire, inclination, or a currently held 
“preference”, even a strongly expressed one.” (Szmukler)66 

Even in the MCA, the terms “wishes and feelings’ are difficult to define and 
there are no explanation how to determine what weight or importance should 
be given to any particular factor.73 For the authors of one guidance, this lack 
is not a weakness because it is unlikely that any two people will consider 
exactly the same factors or give them the same relative importance and it is 
necessary to acknowledge that there is no algorithmic way to make a 
decision, other than considering the person’s likely approach.73 This allows 
the process to be dynamic and responsive but it is challenging. 

Accepting a pathway where a surrogate decides on the patient behalf or a 
proxy provides information for a best interests decision, implies that HCPs 
trust this person. But as one guidance underlined it, “How can any doctor 
trust the opinion given by another person about the patient, without first 
being given evidence to support the opinion?”73 

The problem of a possible change over time of the patients’ preferences 
and values already mentioned in the PART 6 – Advance decision (see 5.9) 
is similar in surrogate decision-making pathway.73 

“If someone lacking capacity seems happy in their new situation, 
should views about healthcare decisions expressed by their former 
self override their apparent current wishes or not?”(Wade and 
Kitzinger)73 

If the “will” and a “preference” diverge or are contradictory (such as defined 
above), and a person needs to make a serious decision, a problem may 
arise.66 

“For example in dementia, it is arguable that the person now is not 
the “same person” having the previous “will”. Whether that “will” 
should be respected rather than a strongly held but divergent 
“preference” in the present, is not easy and should be determined 
on a case-by-case basis, involving those with a close interest in the 
well-being of the person”.(Szmukler.)66 

In order to remove the uncertainties regarding the personal perspective, it 
was suggested that decisions should be based on criteria and weights 
derived from socially agreed constructs such as maintaining dignity, 
minimizing suffering, and prolonging life.73 However the authors of one 
guidance on surrogate decision-making underlined that there are two 
difficulties with this suggestion: firstly is the identification of the appropriate 
society to consult (friends, family and acquaintances; religious associates; 
people in some limited locality, people from the same ethnic group, the 
whole nation?) and secondly is the challenge of melding different views of 
the society.73 This difficulty in including broader values is mentioned by 
another review, emphasizing that the social, emotional, ethical and moral 
aspects of an individual’s life, although  important, should be considered with 
caution because they can be biased by culture, for example Western ideals 
(e.g. older women disempowered in marital relationships).51 
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In clinical practice, the complexity of determining patient’s wishes, 
values, preferences, etc. asks the decision-makers to use multifaceted 
(and fundamentally subjective) analysis. However perfection is 
unrealistic. It is like the best interests principle “calls for a sensible decision, 
not the pursuit of perfection”.46 

“In reaching fair and robustly reasoned best interests determination, 
the clinical decision maker is likely to be reminded of an aphorism 
attributed to Voltaire, paraphrased as, “don’t let the perfect be the 
enemy of the good”.(O’Sullivan)46   

Thorny issue regarding consent to research participation 
The permissibility of surrogate decision-making for research involving 
vulnerable populations is a great issue and “there is uncertainty whether 
proxies have sufficient moral authority to make such decisions or if the 
ethical requirements can always be met”.59 

One systematic review on this topic from 2018 mentioned that when 
deciding about research participation, “the use of only ‘best interests’ 
approach was supported by around half of proxies and a third of patients 
with dementia. Proxies reported the use of a ‘best interests’ approach to 
research decisions, even where this might override what the person’s own 
decision might have been, perhaps perceiving benefits from the research 
that justified overriding the person’s wishes in order to promote their well-
being. Proxies clearly saw themselves as holding a protective 
role”.(Shepherd et al.)59  

Some surrogates did not appear to distinguish between the interests of the 
person and those around them:  

“Proxies’ decisions for the others generally reflected what they 
would want done for themselves, suggesting that rather than the 
proxy ‘standing in the shoes’ of the patient, the proxy decides as 
though the patient were in their (the proxy’s) own shoes. This may 
be because, when faced with uncertainty about what to decide when 
a person’s wishes were not clear, the proxies considered 
themselves to be ‘the reasonable person’, and therefore decisions 

they would make for themselves should be applicable to the other 
person.(Shepherd et al.)59 

The same review mentioned that “even if proxies based their decision-
making on their overall ‘knowledge’ of the person’s values, wishes, past 
behaviours and decisions, or some combination of these, in many cases, 
they have scarcely previously discussed research preferences and they use 
historical values, whether expressed in past conversations and behaviours, 
or embodied in patients’ character traits”.59 

Some factors are identified that make more difficult the decision by a proxy 
in favour of research participation. The perceived risk is one of them. It is 
more likely to endorse a moderate benefit and minimal risk scenario, and 
less likely to endorse a minimal benefit and severe risk scenario;”more risky 
is the research, lower is the comfort feeling in the decision for the proxy”.59 
The fact to have been not formally designed in an advance directive for 
this kind of decision can also worsen the process, mainly “Where studies 
involved serious risks with greater potential benefits.59 The feeling that other 
family members would not agree with the decision or would ‘blame them’ 
for enrolling the person in a research is another factor increasing the 
difficulty.59 

Variability in the selection of the surrogate person 
The person to be consulted in a surrogate decision-making pathway is 
relatively blur. This leads to a significant variability both in the assignment 
of a default surrogate decision-maker (e.g., attributes, priority ranking of 
default surrogates) and procedure for dispute resolution.78 

Even in the MCA, there is no clear restriction on who should be asked for 
information, and it may include both a wide range of family members and 
“anyone engaged in caring for the person or interested in his welfare”.73 
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Not optimal best interest meetings  
NICE mentioned several issues regarding the organization of best interest 
meetings: not systematic used; patients not always involved; different 
time scale.  

According to NICE, there is a small amount of good quality evidence that 
practitioners take a mixed approach to best interests meetings (some 
decisions are made informally as part of routine meetings (or a series of 
meetings) between practitioners, patients and other relevant parties) and 
that people who have been determined to lack capacity are not always 
involved in best interests meetings regarding their care. There is also a small 
amount of good quality evidence that the involvement of people is not always 
achieved by ensuring they attend a formal best interests meeting: 
communication with a person lacking capacity was sometimes more 
successfully accomplished outside meetings, and with accessible 
information strategies such as picture books, photos, etc. In some cases, it 
was thought inappropriate to involve the person in these meetings if there 
was a risk that they might become distressed or withdraw from the process.4 

The timescales over which best interests decisions take place vary 
according to the type of decision that is being made (e.g. all decisions cited 
by ambulance crew members were made within 2 hours, whereas relating 
to property and financial affairs could take several weeks).4 

Moreover, another guidance mentioned that holding meetings about best 
interest is linked to costs: the time involved, the number of staff and family 
members involved, and the time that (should be) involved in setting up and 
documenting the meeting.73 

Conflict between relatives and healthcare professionals 
NICE mentioned a small amount of good quality evidence suggesting that 
relatives of people who have been determined to lack capacity may find it 
difficult to be involved in best interests decision-making because they feel 
unable to or are unwilling to challenge the opinions of professionals. 
Some relatives felt uncomfortable asking for clinical information or 
challenging professional opinion in the context of best interests decisions 
regarding place of discharge.4 

Difficult recording 
Although NICE found a small amount of good quality evidence showing that 
the majority of best interests decisions are recorded, the format vary (in an 
online survey quoted by NICE, around a third of practitioners used formal 
note-keeping methods while a further third used standardized pro-formats). 
Best interests decisions for everyday matters were reported by practitioners 
as more difficult to be recorded (informally using staff logs, or ‘balance 
sheets’ attached to a care plan were sometimes used).4 

5.10.5.3 Healthcare professionals’ challenges 

Lack of knowledge 
Some authors highlighted that many clinicians and healthcare teams are 
unfamiliar with the process of best-interest standard and find it 
stressful and confusing.73  

NICE found a small amount of good quality evidence showing  that some 
practitioners are unfamiliar with the principle of best interests decisions. In 
one study almost half of the health and social care professionals working for 
the palliative care teams demonstrated a lack of understanding of the best 
interests principle and checklist as outlined in the Mental Capacity Act.4 

NICE mentioned also some low quality evidence showing that practitioners 
are unclear about how to determine the best interests of a person who lacks 
capacity to make a particular decision. For example, they did not always 
consult with family and friends when making a best interests decision and 
enquiries regarding the existence of a court appointed deputy or the 
involvement of an independent mental capacity advocate were only 
recorded in a small minority of cases.4 

One review from 2020 highlighted that confusion among clinicians around 
mental capacity and the best interest construct (with the risk of normative 
and substituted judgement instead) was established.46 
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Stress and frustration regarding the final decision 
HCPs expressed that the surrogate decision-making pathway can be 
stressful for them and they can feel difficulties to accept the final decision.44, 

50 They have to be “prepared to come to terms with their own moral 
responsibilities to consider the needs of the person with dementia first 
despite whether it conflicts with what they feel is in their best interest”.50 

In the specific suicidal behaviors, one systematic review found that health 
care workers reported “support for assisted suicide relating to end-of-life 
care and frustrations with continuing life-sustaining treatment where 
withdrawing treatment might be considered in the best interest of the patient 
when they have a life-threatening condition”.44  

Disempowering professional hierarchies 
NICE mentioned a small amount of good quality evidence that some 
practitioners feel disempowered by professional hierarchies. This is the case 
for care home staff who felt disempowered by GPs’ decisions regarding end-
of-life care for residents whom they felt they had a better knowledge of.4 

5.10.5.4 Organisational obstacles: Resources limitation 
In one qualitative study in UK, the social workers reported that in the 
surrogate decision-making situations, they did not always feel that they 
could act in the person’s best interests due to resource limitations.60 In the 
same study, concern was expressed that social workers were ‘still resource-
led’ and that ‘resources aren’t there to achieve what you might want for 
somebody’. This could create tensions in the social work role, leading some 
practitioners to feel that they were having to compromise when trying to 
meet people’s needs.60  

5.10.6 Which facilitators are linked to the surrogate decision-making 
pathway? 

Although a lot of barriers were identified in the previous chapters regarding 
the surrogate decision-making pathway, few facilitators were described in 
the retrieved literature according to each of the 4 levels (patients and 
relatives, process, HCPs and organizations).  

5.10.6.1 Support from relatives 
According to one qualitative study in UK, there was recognition that a ‘good’ 
family advocate could make a valuable contribution in surrogate decision-
making (although there are also risks as presented in the point ‘Which 
barriers are linked to the surrogate decision-making pathway’ see 5.10.5).60 

In order to facilitate this valuable contribution, one guidance mentioned it is 
reasonable to allow family and friend to represent others and/or to 
encourage submission of written statements (but they do not need to follow 
any specific format) and/or to join by phone or video-link.73 

5.10.6.2 Process adaptation 

Strategies to identify current patient’s preferences, wishes, values, etc 
Several strategies are proposed to manage the difficulties linked to the 
identification of current preference, wishes, etc. 

Some authors proposed to distinguish decisional capacity and ability to 
express preferences (for example between several options). They stated 
that even patient who lacks decisional capacity can express will and 
preferences and thus can be involved in the decision-making process.66, 74, 

78 

Involving the patients and taking nonverbal expressions into 
consideration in evaluating the “wider canvass” is suggested by one 
review.46   
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Another publication proposed to involve the patient by using a narrative 
interest standard. This standard is not giving the choice to the patients 
between treatment but to express their story, values, preferences… in order 
to allow the decision-makers (family and HCPs) to select the best options 
according to these values, preferences...78 

“A narrative approach encourages the direct contribution from 
people with dementia in authoring the story of what matters to them 
in their lives”.(Wilkins.)78 

This approach, considered for patients with dementia, aims to take into 
account the heterogeneous and progressive course of the disease, and 
includes elements of narrative to provide context, history, and flexibility 
for values and preferences that may change over time. Furthermore, a 
narrative approach encourages the direct contribution from people with 
dementia in authoring the story of what matters to them in their lives.78 

“It places that person at the center of the process, regardless of 
whether that person is deemed capable of making the 
decision”.(Wilkins)78 

Beside the patients’ involvement, another strategy proposed in order to 
decrease the risk of error in the identification of the patient’s values, is to 
perform an “holistic” appraisal of wishes and feelings.46 However, it is 
far from easy.16, 46 

One guidance considered that the whole health care team has to look for 
and accept information from anyone who is able to contribute relevant 
information, not simply family members (e.g. long-standing work colleagues) 
and always ensure that anyone with different opinions is contacted 
(even by phone from people unable to visit). As far as possible, evidence to 
support any opinions should be sought.73 

The whole team can also have a role on the challenge of potential change 
over time in patients’ values, preferences, wishes… For example, if past and 
present wishes and feelings differ sufficiently to affect the decision, then the 
clinical team (or a court) will need to consider their relative importance in the 
particular circumstances.73 

Finally, one guidance gave hope on the reliability of some decisions because 

it seems likely that most people “have a general disposition towards a certain 
style for making decisions and rely on a certain small set of important values 
or attitudes”.73 Furthermore, because they are also influenced by their family 
and by general social attitudes and values, even incomplete information 
(with some of them providing by families’ and friends’) can allow  to 
approximate the relatively few factors a person would rely on.73 

According to one systematic review on decisional capacity, “in contrast to 
an autonomous decision, which can only be made by the patient, a decision 
can be authentic even when made by a surrogate, because authenticity 
does not require an intact capacity for self-determination, but only that the 
decision conforms to the individual’s values.”(Parmigiani et al.)48 

Thorny issue regarding consent to research participation 
In order to counteract the thorny issue of consent to research participation, 
one systematic review focusing on this topic mentioned that a combination 
of substituted judgement and best interests can be proposed or another 
option called ‘something else’, “some wanting proxies to consider their own 
interests or those of family members, or following consultation with others”.59 

The same review highlighted that although a written document expressing 
in advance the person’s willingness to participate can be a base for this kind 
of decisions, this is not so frequent in practice but “it appeared that patient 
with dementia stated that their family could agree for them in the absence of 
advance decision (AD) or even in opposition of an AD (if potential 
benefit).(Shepherd et al.)59 

Best interest meetings well prepared and organized 
One guidance suggested that large formal and lengthy best interests 
meeting could be relatively rare if well prepared and properly conducted.73  

“An early meeting held once it is clear that someone may have a 
long-term loss of capacity can cover many important healthcare 
decisions. This early meeting should set out as much information as 
is available about factors likely to determine a patient’s choices, and 
should set out a policy covering possible future decisions. This will 
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reduce the need for urgent meetings subsequently, and it should 
improve patient care”.(Wade and Kitzinger)73 

According to the same guidance, “Regular reviews will generally require less 
resource, unless matters have changed significantly – although decisions to 
withhold or withdraw life-sustaining treatments will often require a formal 
meeting”.73 

The potential benefits of best interest meetings (such as improvement of the 
quality of care both at the time and also in the longer term) depend crucially 
upon full, accessible and shared documentation of the meeting. Failure to 
produce a good record wastes most of the resource devoted to the 
meeting.73 

Independent advocates  
NICE found a small amount of evidence (moderate quality) that independent 
mental capacity advocates tend to be involved in cases in which there were 
disagreements (when there was a conflict with family members or suspicion 
about their motives).4 Independent mental capacity advocates are a legal 
safeguard for people who lack the capacity to make specific important 
decisions: including making decisions about where they live and about 
serious medical treatment optionsa. 

However, this intervention is not always positive: “advocates were 
sometimes unclear regarding the point at which their involvement should 
cease (e.g. until a decision had been made and fully implemented?). There 
is a small amount of evidence that health and social care practitioners have 
mixed views about and experiences of the role of independent mental 
capacity advocates. Advocates themselves expressed concerns that “they 
rarely received responses to or even an acknowledgement of their report”.4 

 
a  https://assets.publishing.service.gov.uk/government/uploads/system/ 

uploads/attachment_data/file/365629/making-decisions-opg606-1207.pdf 

5.10.6.3 Healthcare professionals’ challenges 
Beside the HCPs training in the best interests approach, one guidance 
mentioned that in order to counteract the potential stress and confusion 
expressed by health care teams involved in best-interest process (and 
meetings), it is well worth obtaining support from someone with 
appropriate experience and expertise – if necessary, from another 
organization.73 

5.10.6.4 Organisational changes 

Guardianship for unbefriended 
One review focusing on unbefriended quoted one study assessing a 
guardianship programme bases on trained volunteers (“Wishard 
Volunteer Advocates Program”). These volunteers acted as temporary or 
permanent guardian for addressing current and future decision-making 
needs for placement, health care, and/or financial matter. A reduced 
numbers of emergency department visits, hospitalizations, and transitions in 
care settings were found compared to pre-enrollment.30 

Practical supports as checklists 
NICE found a small amount of low quality evidence that a checklist can 
improve practitioners’ adherence to requirements relating to best interests 
processes such as the need to check whether the person had stated their 
wishes in advance, the possibility of delaying the decision until a time at 
which the person may have capacity to make the decision, involving families 
and carers in the decision, involvement of an independent mental capacity 
advocate, and the exploration of the least restrictive option.4 
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Adapted timescale for best interests meeting  
NICE found a small amount of good quality evidence showing that the level 
of formality of best interests decisions may be shaped by the timescale in 
which the decision needs to be made (for example establishing patients’ 
past and present wishes as far as reasonably practicable, but making 
sometimes best interests decisions on an informal basis, particularly when 
the person was being cared for at home where it may be difficult to convene 
a meeting that all relevant parties can attend.4 

5.10.7 Which recommendations have already been formulated 
regarding surrogate decision-making pathway 

One guidance underlined that the whole clinical team should be involved in 
collecting information, and should:  

• Look for and accept information from anyone who is able to contribute 
relevant information, not simply family members (e.g. long-standing 
work colleagues); As far as possible, evidence to support any opinions 
should be sought  

• Accept any information and evidence available, such as audiotapes, 
emails, and videos; This may include telephone calls from people 
unable to visit.  

• Try to elicit how and why a patient made any relevant decision or would 
have made a suggested decision  

• Make and keep records of all information provided, preferably in a 
single, shared location.73 

NICE proposed 20 recommendations on best-interest decision-making. 

Helping practitioners to deliver best-interests decision-making 

• In line with the Mental Capacity Act 2005, practitioners must conduct a 
capacity assessment, and a decision must be made and recorded that 
a person lacks capacity to make the decision in question, before a best 
interests decision can be made. Except in emergency situations this 

assessment must be recorded before the best interests decision is 
made.(1.5.1) 

• Ensure that everyone involved in the best interests decision-making 
process knows and agrees who the decision maker is.(1.5.2) 

• As part of the best interests decision-making process, practitioners 
must take all reasonable steps to help the person to provide their 
own views on the decision.(1.5.3) 

• Health and social care services must ensure that best interests 
decisions are being made in line with the Mental Capacity Act 
2005.(1.5.4) 

• Health and social care services should: 

o implement a service-wide process for recording best interests 
decisions and ensure that staff are aware of this and 

o have clear systems in place to support practitioners to identify and 
locate any relevant written statement made by the person when they 
had capacity, at the earliest possible time.(1.5.5) 

• Health and social care services should have clear systems in place to 
obtain and record the person’s wishes and feelings in relation to a 
relevant decision, as well as their values and beliefs, or any other factor 
that would be likely to influence such a decision. Services should: 

o have mechanisms in place to make these available in a timely way 

o ensure that the person’s personal history and personality is 
represented in the above.(1.5.6) 

Involving family members or other people involved in a person's care 
in best interests decision-making 

• Unless it would be contrary to the person's best interests to do so, 
health and social care practitioners should work with carers, family 
and friends, advocates, attorneys and deputies, to find out the 
person's values, feelings, beliefs, wishes and preferences in relation to 
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the specific decision and to understand the person’s decision-making 
history.(1.5.7) 

• In some cases, the views of the interested parties may differ from 
those of the person or the decision maker. However, this does not 
necessarily mean it would be contrary to the person's best interests to 
consult them.(1.5.8) 

• If a decision maker considers it helpful or necessary to convene a 
meeting with the relevant consultees to assist with the decision-making 
process, they should: 

o involve the person themselves, unless a decision is made that it 
would be contrary to their best interests for them to attend the 
meeting. Where this is the case, this decision and the reasons for it 
should be recorded 

o consult carers, family, friends, advocates and any attorney or 
deputy about the meeting in advance, giving them time to ask 
questions and give their opinions, for example about how to include 
the person in decision-making 

o make it clear that the purpose of the meeting is to assist the 
decision maker in making a decision in the person's best interests 

o clarify the role of each person attending the meeting, especially 
the identities of the decision maker and the meeting chair, as these 
may be different people 

o provide all information in an accessible format.(1.5.9) 

• Practitioners should access information about the person informally if 
needed, as well as through any formal meetings.(1.5.10) 

• The decision maker should ensure that all people consulted as part of 
the best interests decision have their views encouraged, respected and 
heard. This does not mean that the views of consultees should 
necessarily be followed; the decision maker is ultimately 
responsible for deciding what course of action would be in the person's 
best interests.(1.5.11) 

Undertaking best interests decision-making 

• When making a decision on behalf of the person who lacks capacity, 
practitioners should use a range of approaches, as needed, to ensure 
that the person’s best interests are served. This might include: 

o a less formalised approach for day-to-day decisions – that is, 
recurring decisions being recorded in support or care plans 

o a decision-making approach appropriate to the circumstances and 
personalised to the individual, making all reasonable adjustments 

o formal best interests meetings for significant decisions: 

 if this is the most appropriate way to undertake the required 
consultation or 

 if the outcome of the decision is likely to have a serious impact 
on the person’s health or wellbeing or 

 if there are likely to be conflicting opinions about the person’s 
best interests.(1.5.12) 

• Carers and practitioners must, wherever possible, find out the person's 
wishes and feelings in order to ensure any best interests decision 
made reflects those wishes and feelings unless it is not 
possible/appropriate to do so. Where the best interests decision 
ultimately made does not accord with the person's wishes and feelings, 
the reasons for this should be clearly documented and an 
explanation given. The documentation of the assessment should also 
make clear what steps have been taken to ascertain the person's 
wishes and feelings and where it has not been possible to do this the 
reasons for this should be explained.(1.5.13) 

• Health and social care organisations should provide toolkits to 
support staff to carry out and record best interests decisions. These 
toolkits should include: 

o how to identify any decision-making instruments that would have 
an impact on best interests decision-making occurring (for example 
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a Lasting Power of Attorney, advance decisions to refuse treatment, 
court orders) 

o when to instruct an Independent Mental Capacity Advocate 

o a prompt to consult interested parties (for example families, 
friends and advocates and relevant professionals) and a record of 
who they are 

o guidance about recording the best interests process and decision. 
This may include, for example, a balance sheet, which may assist 
in documenting the risks and benefits of a particular decision 

o instructions on what information to record, ensuring this covers: 

 a clear explanation of the decision to be made 

 the steps that have been taken to help the person make the 
decision themselves 

 a current assessment concluding that the person lacks the 
capacity to make this decision, evidencing each element of the 
assessment 

 a clear record of the person's wishes, feelings, cultural 
preferences, values and beliefs, including any advance 
statements 

 the concrete choices that have been put to the person 

 the salient details the person needs to understand 

 the best interests decision made, with reasons.(1.5.14) 

• When making best interests decisions, explore whether there are less 
restrictive options that will meet the person's needs. Take into account: 

o what the person would prefer, including their past and present 
wishes and feelings, based on past conversations, actions, choices, 
values or known beliefs 

o what decision the person who lacks capacity would have made if 
they were able to do so 

o all the different options 

o the restrictions and freedoms associated with each option (including 
possible human rights infringements) 

o the likely risks associated with each option (including the potential 
negative effects on the person who lacks capacity to make a 
decision – for example trauma or disempowerment). (1.5.15) 

• When an Independent Mental Capacity Advocate has been instructed 
they should be involved in the process until a decision has been made 
and implemented fully.(1.5.16) 

• As people’s circumstances change, review the decisions regularly to 
ensure that they remain in a person’s best interests.(1.5.17) 

• After the outcome has been decided, the decision maker should ensure 
that it is recorded and communicated to everyone involved and that 
there is opportunity for all participants to offer feedback or raise 
objections.(1.5.18) 

• If there is a dispute about a person’s best interests, resolve this, 
where possible, before the decision is implemented – for example 
through further meetings or mediation. If a dispute cannot be resolved 
locally, it may be necessary for the matter to be referred to the Court of 
Protection for a determination of the person’s best interests.(1.5.19) 

• Decision makers should specify a timely review of the 
implementation of the actions resulting from the best interests 
decision. If the review establishes that the best interests decision was 
not successfully actioned, the decision maker should take suitable 
steps such as: 

o convening a multi-agency meeting to resolve issues leading to the 
best interests decision not being successfully implemented or 

o reassessing and making a new best interests decision that is more 
achievable or 

o taking steps to refer the decision to the Court of Protection or 
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o re-considering whether any further action is appropriate.(1.5.20) 

Key points regarding the surrogate decision-making pathway 

Concept of surrogate decision-making pathway 
o When a patient has a lack of decisional capacity and there is 

no valid advance decision available for the specific current 
situation, decision must be made by another person on 
behalf of the patient. This is the concept of surrogate 
decision-making pathway. 

o There are many different approaches to guide the surrogate 
decision-making. The two typical bases include the substituted 
judgment standard (where the proxies (attempt to) make the 
decision that the persons would themselves have made) and 
the best interest standard (where the person making the best 
interests decision (often HCPs) must decide according to the 
best medical prognosis (and balance benefit-risk), but also 
according to the individual’s past and present wishes, 
feelings, values or beliefs) and in sharing decision-making 
concerns with patient’s relatives. 

When can a surrogate decision-making pathway be initiated? 
o As explained previously (see 5.7 PART 4 - Impact of decisional 

incapacity), there is a hierarchy in applying the different 
standards to surrogate decisions: firstly using primarily known, 
explicitly stated wishes when the person had decisional capacity 
(e.g., advance decision if present), then a substituted judgment 
standard if advance decision don’t exist but a person clearly 
identified can provide reliable patients’ values and wishes and 
assumes the decision, and then a best interest standard if it 
proofs to be impossible to ascertain what a patient would have 
chosen in such a hypothetical situation. 

o Several situations are defined where a best interest 
approach must be held (e.g. managing treatment that may 

save a person’s life, moving someone to a different care 
setting, in case of disagrement beteen people involved, etc.) 

o Because capacity is decision-specific, each action should be 
considered independently. However, in case of a best 
interest decision-making pathway, this would be very costly 
in terms of time and effort. A strategic policy and framework 
for decisions could be set up instead. A review of decision 
or this strategic policy should be regularly reviewed. 

How can a surrogate decision-making pathway be organized? 
o The steps to be followed for a surrogate decision-making 

pathway encompass: recognizing the needs (in terms of 
impairment specific to the decision to be made and the time 
of the decision, and existence of any advance decision 
documents); identifying the person who can endorse the 
surrogate role; gathering useful information related to best 
interest but also individuals’ values, beliefs, preferences; 
and/or organizing a best interest meeting with a maximum of 
attendees. A variety of methods to elicit information, the 
need to offer informants (e.g. family and friends) support and 
guidance, the importance of the involvement of the whole 
heath care team and the requirement of comprehensive 
records (information, decision, potential disagrement, 
arguments…) in a single, shared location are underlined by 
one guidance. 

Who can be involved in the surrogate decision-making pathway? 
o There is no clear identification of who has to be involved in 

substituted judgement or best interests standard: proxy should 
be as closer as possible, nurses and psychiatrists could play 
a particular role and ethic committee can be useful. 

Barriers and facilitators 
o A lot of barriers are described in the literature and we cannot 

pretend to be exhaustive. At patients and relatives’ level, a lack 
of preparation/information/support for relatives is quoted as well 
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as potential conflicts of interest. A crucial question concerns 
unbefriended patients (i.e. without possible surrogate) for which 
it appeared that clear policies are lacking. At the process level, 
it seems that best interests decisions are sometimes made 
without a clear assessed decisional impairment and there are a 
lot of uncertainties regarding the patient’s values, preferences, 
wishes (vagueness, inaccuracy, possible change over 
time…).These uncertainties increase in case of research 
participation. Other process barriers are the variability in the 
assignment of the surrogate person (and procedure for dispute 
resolution), issues regarding the best interests meetings (not 
systematic, sometimes without patient’s involvement, cost…), 
conflicts between relatives and HCPs and problems with 
recordings. At the HCPs level, identified barriers are the lack of 
knowledge regarding the surrogate process (which causes 
stress, confusion and frustration regarding the final decision) and 
disempowerment of some practitioners because of professional 
hierarchy. The organisational resources limitation is quoted by 
one study. 

o Although a lot of barriers were identified, few facilitators were 
described in the retrieved literature: encouraging the support 
from relatives, using strategies for identifying the patient’s 
preferences, wishes, values… (e.g. distinguish decisional 
capacity and ability to express preferences between several 
options, involve the patients with attention to nonverbal 
expressions, use narrative approach, involve the whole care 
team, accept information from anyone, ensure that anyone with 
different opinion is contacted…), well preparing and organizing 
the best interests meeting and at HCPs level, provide training 
and involve a professional with appropriate experience and 
expertise – if necessary, from another organization. At the 
organisational level, trained volunteers as guardianship for 
unbefriended patients, practical supports as checklists and 
adapted timescale for best interests meeting are some 
propositions. 

In conclusion, the surrogate decision-making pathway has a lot of 
barriers. The  best interest approach should be an holistic approach 
but in clinical practice, the complexity of determining patient’s 
wishes, values, preferences, etc. asks the decision-makers to use 
multifaceted (and fundamentally subjective) analysis. 

5.11 Limitations of this literature review 
The aim of this review was stated in the beginning of the project as “to 
identify healthcare professionals’ and patients’ needs (including barriers and 
facilitators and tools) in the assessment, support and repairing of mental 
capacity.” 

Because of the broad scope of the project, the large size of the available 
material and the limited availability of human resources, it was not possible 
to perform an extensive literature review. Instead we opted for a pragmatic 
approach to retrieve evidence which consisted to update the literature 
search supporting the NICE Guideline NG108 ‘Decision-making and mental 
capacity” published in October 2018.4 

We presented therefore an narrative analysis of international literature to 
cover all the range of topics without providing an extensive literature review 
for each of them. In order to highlight this exploration status of this review, 
we have included a lot of quotes, as illustrative examples. 

Several limitations have to be mentioned: 

• Because the decision to use the NICE guideline was a ‘a posteriori’ 
decision, we applied different search strategy, sources and in- and 
exclusion criteria (see search strategy in Appendix) than NICE. 
Therefore we did not perform an update of the NICE guideline. 

• No specific search was performed for the main topics as supported 
decision-making or advance decision. All the findings are based on the 
general search strategy. Furthermore, not all intended search strategies 
and sources were used (e.g. no grey searches, no specific Belgian 
searches). However, snowballing from the peer reviewed literature was 
used to identify the more relevant documents.Because of the 
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explorative nature of this narrative analysis of literature, we did not 
appraise the quality of the included studies. In an ethical topic as such 
decisional capacity, we considered that narrative reviews, discussions 
or cases studies could be potential sources of information. The 
advantage of this approach was that it allowed us to include diverse 
types of evidence.  

• Only one researcher was in charge of the selection, the extraction and 
the analysis of the evidence. Due to human resource constraints, the 
researcher was not the same along the process of the narrative analysis 
of the literature. Therefore, we cannot exclude that variations between 
research may occur during the selection process of the evidence.  

• Evidence analysis was also performed by only one researcher implying 
that cross-validation was not performed due to time restrictions (e.g. 
categorization of barriers and facilitators).  

• Some topics were barely evoked in the findings (such as situations in 
outpatient setting or the consent to research participation) and other are 
lacking (e.g. anorexia).  

• Although we have 76 articles included, a lot of findings related to the 
United Kingdom and the MCA (notably because of the place given to 
the NICE guideline).  

However, we have also some positive points to mention: 

• The additional articles to the NICE references list provided a lot of 
complementary information and allowed to confirm some evolutions 
(e.g. in favor of the patient’s autonomy). 

• In a topic such as decisional capacity, a rapid increase in research is 
expected and the advantage of the pragmatic approach was to allow a 
rapid analysis (close to the current practice) in a constantly evolving 
domain. 

• We focused on conditions that involve shorter or longer periods of 
impaired decision-making capacity (DMC) followed or preceded by 
periods of unimpaired DMC, as is the case in, for example, dementia, 
schizophrenia, bipolar disorder or depression. This selection allowed to 

focus on particular conditions but we believe that our conclusions can 
be generalised to other forms of mental disorders. 

• We are confident that our findings are a good illustration of what is 
currently published on the decisional capacity topic as confirmed by a 
recent umbrella review on ACP which concludes by similar observations 
than us.80 

In conclusion, despite the above-mentioned limitations, we are confident that 
we retrieved sufficient relevant evidence to stimulate the discussions around 
potential facilitators and barriers related to the assessment and the support 
of the decisional capacity in persons with mental health problems or 
dementia.  

5.12 Future research  
This narrative analysis of literature allowed to underline some gaps in the 
literature and to propose some topics for further research. We presented 
them in five categories: decisional capacity assessment, supported 
decision-making, advance decision, surrogate decision-making and HCPs 
training. 

5.12.1 Assessment 

• The poor reliability and the lack of ‘one fit for all’ assessment tool or 
method are broadly highlighted. According to NICE, there is a need for 
high-quality research that explores in detail how to conduct an effective 
capacity assessment. This could include studies comparing one-off 
capacity assessments with multiple assessments, and comparative 
studies evaluating whether certain approaches or tools are 
appropriate.4 

• The difficulties for assessing patients’ emotions, values, beliefs, etc. 
could also be translated in a future research topic. 

• Some authors emphasized the need of research specific to some 
pathologies as bipolar disorders.5, 18 
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5.12.2 Supported decision-making 

• Several interventions are proposed in the literature to support decision-
making but often without robust evaluation of their effectiveness. 
Furthermore, it was emphasized that clinicians should carefully 
evaluate efficacy, safety and acceptability of their capacity-supporting 
interventions because some adverse effects are described. This can 
deserve further studies. NICE considered also this question but by 
focusing on the effectiveness and cost effectiveness of different 
targeted interventions (speech and language therapy and psychological 
and psychosocial interventions) to support and improve decision-
making capacity for treatment in specific groups and the effectiveness, 
cost effectiveness and acceptability of advocacy as a means of 
supporting people to make decisions. 4 

• The importance of the relationship with the supporter was repeatedly 
highlighted in the literature but how this can be promoted even in 
circumstances when there isn't a pre-existing positive relationship is not 
known and could be studied. 

5.12.3 Advance decision 

• Because the topic of advance decision is hampered by many barriers 
and uncertainties, this could be an important subject of research. NICE 
also mentioned this concerns, raising the question on the effectiveness 
and cost-effectiveness of targeted advance care planning 
interventions.4 

5.12.4 Surrogate decision-making 

• The difficult management of  unbefriended persons is poorly resolved 
in the literature and there is a need of search for addressing the quality 
and efficiency of medical decision-making  and how best manage this 
for unbefriended.  

• According to NICE, a question that deserves also further research is the 
effectiveness and cost-effectiveness of using a checklist to support the 
best interests decision-making process.4 There is indeed “evidence 

that suggested that the use of checklists could improve practice in 
relation to the best interests decision-making process, particularly with 
regard to the recording of this process and the outcomes of the best 
interests decision itself. However, the evidence on this was sparse and 
was generally of a low methodological quality (for example, audit data)”.  

5.12.5 HCPs Training and support 

• The need of HCPs training and support is emphasized for each domain 
of the decisional capacity: conducting capacity assessments, 
supporting decision-making, and making best interests decisions. 
However effectiveness and cost effectiveness of different training 
programmes at improving practice for practitioners involved in these 
interventions are unknown. According to NICE, qualitative studies 
exploring the current barriers to delivering effective training and support 
and the challenges that practitioners face in using this learning in 
practice would help to inform measures for improvement.4 
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6 DECISIONAL CAPACITY AND THE LAW  
6.1 Objective 
This chapter aims to respond to research question 2 related to the place of 
decisional capacity and its assessment and support in Belgian legislation. 
We  merely elaborate on the concept, interpretation and the consequences 
of decisional (in)capacity in Belgian law, on assessment and support of 
decisional capacity and on the particular role of advance care planning. The 
focus is on the capacity of making decisions related to health care (as 
defined in the law of 22 August 2002 on patient’s rightsa, hereinafter patients’ 
rights law) and care-related (day-to-day) decisions (such as washing 
oneself, going to bed, choice of food, etc.).  

We also illustrate the place of decisional capacity in three specific 
legislations (euthanasia, organ donation and medical experiments). 
Furthermore, we also pay attention to the importance and consequences of 
decisional (in)capacity in the case of admission to certain care facilities, such 
as a residential care centre or (compulsory) admission to a psychiatric 
hospital.  

Although it is not part of the scope of this research to make a comparative 
law study on the interpretation of decisional capacity, various references are 
made to legislation and (legal) literature from other countries, which have a 
more elaborate approach on decisional capacity, such as the Netherlands 
and the United Kingdom. In Belgium, the legal framework on decisional 
capacity is not very well developed, which makes it necessary to fall back 
on other sources. Finally, we also refer to relevant international Conventions 
that might have an impact on the discussions related to decisional capacity.   

 
a  Art. 2, 2° Wet van 22 augustus 2002 betreffende de rechten van de patiënt, 

B.S. 26 september 2002: gezondheidszorg: diensten verstrekt door een 
beroepsbeoefenaar met het oog op het bevorderen, vaststellen, behouden, 
herstellen of verbeteren van de gezondheidstoestand van een patiënt, om het 
uiterlijk van een patiënt om voornamelijk esthetische redenen te veranderen 

6.2 Methodology 
As decisional capacity is a topic where different disciplines interact, this 
chapter was not exclusively based on legal sources, but also on sources 
stemming from the medical, ethical and philosophical domain. 

In order to describe the legal framework related to decisional capacity, the 
following sources were consulted:  

• The most recent coordinated Belgian Federal legislation and legislation 
of the relevant federated entities. Moreover we consulted, where 
relevant, the parliamentary preparatory works (=preparatory 
discussions in the parliament) of this legislation to have a better 
understanding of the rationale of the legislation and to identify debates 
around possible reforms. Legislation of other relevant countries 
(allowing an illustration of (good) practice(s) in other countries), the 
European Convention on Human Rights and the United Nations 
Convention on the Rights of Persons with Disabilities were consulted 
via the official national legal databases.  

• Decisions from case law in Belgium and other relevant countries were 
consulted in order to better understand the concrete application of 
certain legislation. Furthermore, for this topic, jurisprudence of the 
European Court of Human Rights was consulted to how have more 
insight in how the European Convention on Human Rights needs to be 
applied. For an interpretation of the United Nations Convention on the 
Rights of Persons with Disabilities, we consulted the relevant 
documents of the Committee on the Rights of Persons with Disabilities 

of om de patiënt bij het sterven te begeleiden (Healthcare: services provided 
by a healthcare professional with a view to promoting, establishing, 
maintaining, restoring or improving a patient's state of health, to altering a 
patient's appearance for primarily aesthetic reasons or to accompanying the 
patient through death) 
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• Legal doctrine has been consulted in order to provide a critical analysis 
of the relevant legislation. Legal doctrine was complemented with other 
(not necessarily legal) relevant literature by a snowballing approach.   

Legislation, case law and legal doctrine were mainly consulted through the 
official (national) databases of the respective countries and the websites of 
the relevant parliaments for the preparatory works.  

In the international literature identified in chapter 5 various publications also 
addressed legal aspects. These publications were also included to aliment 
this chapter.  

 
a  I.M. HEIN, J. RAYMAEKERS, E. KRES, B.J.M. FREDERIKS, 

“Wilsbekwaamheid bij mensen met een verstandelijke beperking”, Tijdschrift 
voor psychiatrie 2019, 766-772; M. HOTOPF, “The assessment of mental 
capacity”, Clinical Medicine 2005, 580-584. 

b  H. NYS, “De bescherming van de persoon van de geesteszieke. Enkele 
medisch-rechtelijke problemen” in M.N. VEYS, De wet Patiëntenrechten in de 
psychiatrie, 24; F.A.M. BAKKER, K. BLANKMAN en B.C.A.M. RAES, De 
psychiatrie in het Nederlandse recht, Deventer, Kluwer, 2007, 39; C. 
LEMMENS, “De handelings- en wilsonbekwamen”, in T. VANSWEEVELT en 
F. DEWALLENS, Handboek Gezondheidsrecht Volume II, Antwerpen, 
Intersentia, 2014, 821 e.v. 

c  M.N. VEYS, De wet Patiëntenrechten in de psychiatrie, 24. 
d  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 

Antwerpen, Intersentia, 2012, nr. 1269-1270; N. BROECKX, 
Orgaantransplantatie, Antwerpen, Intersentia, 2018, 1028; A. VELLINGA, 
“Ethische beschouwing”, in I. HEIN en A. HONDIUS (eds.), Wilsbekwaamheid 
in de medische praktijk, Utrecht, De Tijdstroom, 2018, 47-56. 

6.3 Part 1 - Decisional capacity: terminology, interpretation 
and assessment 

6.3.1 Terminology 
Decisional capacity is a complex concept with different emphases within the 
context of ethics, law, psychology and medicinea. These disciplines, 
internally and mutually, use different terms, which are in Dutch and French: 
wils(on)bekwaamheid/ (in)capacité d’exprimer sa volonté b, 
beslissings(on)bekwaamheid/(in)capacité décisionellec, (gebrek aan) 
beslissingsvaardigheid / (in)compétence décisionnelled, 
oordeels(on)bekwaamheid / (in)capacité de discernemente, 
wils(on)geschiktheid/ (in)aptitude à exprimer sa volonté f, feitelijke 
(on)bekwaamheid/(in)capacité de faitg, etc. In English, terms like decisional 
capacity, decision-making capacity, mental capacity, mental competence, 
decision-making capability,…are used and these terms do not necessarily 
correspond to the notions in Dutch/French. This multiplicity of terms causes 

e  Art. 3 § 1 and § 4 Wet van 28 mei 2002 betreffende de euthanasie, B.S. 22 
juni 2002; Raadgevend comité voor Bioethiek, Advies nr. 73 van 11 
september 2017 betreffende euthanasie in geval van niet-terminale 
patiënten, psychisch lijden en psychiatrische aandoeningen 
https://www.health.belgium.be/sites/default/files/uploads/fields/fpshealth_the
me_file/advies_73_euthanasie.pdf 

f  F. SWENNEN points out that the reference to incapacity as 'unfitness for the 
task' may be correct, but to avoid confusion with the concept of legal 
incompetence, he prefers the use of the term 'wilsongeschiktheid'. F. 
SWENNEN, Personenrecht in kort bestek, Antwerpen, Intersentia, 2005, 84-
85; F. SWENNEN, Geestesgestoorden in het Burgerlijk recht, Antwerpen, 
Intersentia, 2000, 543; T. OPGENHAFFEN, Vrijheidsbeperkingen in de zorg, 
Antwerpen, Intersentia, 2020, 67. 

g  See more elaborate on the concept of ‘capacité de fait’ : C. ROMMELAERE, 
Trouble mental et capacité : de l’évaluation médicale au soutien social, Pour 
un repositionnement du curseur entre autonomie et protection, Thèse de 
Doctorat, Université de Namur, 2020, 155. 
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confusion, especially since there is often no clear definition of these 
concepts. Sometimes different terms cover the same content whereas 
sometimes different terms are used to refer at the same content. This leads 
to semantic confusion and complicates the discussion on decisional 
capacity. 

This report specifically covers the capacity (or lack thereof) of a care user to 
make a full-fledged decision about their care (setting) at a particular 
moment. To refer to this capacity of the individual, the term “decisional 
capacity” is used in this legal chapter of the report referring here to the term 
“’wilsbekwaamheid”/ “capacité d’exprimer sa volonté”  used in the patients’ 
rights law. Persons who are judged to have decisional capacity are referred 
to in this chapter as ‘capacitated’, whereas persons judged to lack decisional 
capacity are referred to as ‘incapacitated’.  

Decisional capacity is sometimes (wrongly) used as a synonym for legal 
capacity (sometimes the term “legal competence” is used as well), while the 
two terms have a different meaning.a In order to perform legally valid actsb 
(like getting married, buying a house,…), one must thus have legal capacity. 
Legal capacity refers to the fact whether someone is legally allowed to 
autonomously exercise the legal (civil) rights and obligations of which one is 
a bearer.c In principle, all adults are presumed to have legal capacity, unless 
the person is deprived of his/her legal capacity according to a judicial 
decision (art. 1123 Civil code). Since legal incompetence is a “static” legal 
status on which a judge has decided, there is no room for case-by-case 
evaluation. The consequence of legal incompetence is that the person 

 
a  See for the difference between both terms: C. LEMMENS, Voorafgaande 

wilsverklaringen met betrekking tot het levenseinde, Antwerpen, Intersentia, 
2013, 195 e.v. 

b  A legal act is the expression of the will of a party to create a legal effect (e.g. 
by buying a house, ownership is transferred). A legal act is not the same as 
a legal fact, the consequences of which arise from the law and not from the 
will of a party (traffic accident, death, crime). 

concerned will be submitted to a system of protection related to the 
protected person ‘person’ and/or goods (see 6.4.1.2).  

Decisional capacity refers to the factual capacity to do something (is 
someone able to do it). Contrary to legal capacity which can apply to person-
related rights (such as patient rights, the right to choose a home, …) as well 
as to goods or financial things (buying a house, …), decisional capacity is a 
term used in particular in relation to healthcare related decisions. Decisional 
incapacity means that due to factual (medical) circumstances one is not (or 
no longer) able to a decision-making process.d For instance, if someone is 
in a coma, he will not be able to decide autonomously due to the factual 
situation. This implies that a case-by-case evaluation is necessary to find 
out if a person is factually capable to proceed to a specific act in that 
particular circumstance.  

Although both types of capacity/competence are closely linked, they do not 
necessarily concur.e A legally incompetent person can be capable to decide 
(e.g. an older person under administration who is factually at that particular 
moment able to understand his medical situation and able to make a specific 
decision) and a legally competent person can be incapable to decide (e.g. 
an adult person that lost conscience/in a coma due to an accident).  

c  Art. 488 and 491, e) Belgian Civil Code. The legal competence has its origin 
in property law e.g. to conclude a contract, one needs legal competence: In 
property law, a legal act is not legally valid if a person is legally incompetent. 
See art. 1108 and art. 1123 Belgian Civil Code; S. STIJNS, Leerboek 
Verbintenissenrecht, I, Brugge, Die Keure, 2005, 93. 

d  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 
13. 

e  C. LEMMENS, “De handelings- en wilsonbekwamen”, nr. 1728. 
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6.3.2 The capabilities required to have decisional capacity 
In the first place, the question arises as to how decisional capacity should 
be precisely defined, and which elements determine whether someone is 
capacitated or not. 

Belgian legislation is very brief on this subject. The patients’ rights law refers 
(in one place) to decisional capacity (art. 14 § 1 patients’ rights law) and in 
several other places, in the same context, to 'the ability to exercise one's 
rights' (art. 8 § 4 in fine and art. 14 § 1 and 2 patients’ rights law). It can 
therefore be assumed that the legislator understands 'decisional capacity' to 
mean 'the ability to exercise one's rights'. In contrast to some other 
countriesa, the Belgian patients’ rights law does not indicate what a 
patient must be capable of or on the basis of which criteria decisional 
capacity must be assessed. Also in the parliamentary preparatory works 
little attention is paid to it. The interpretation of the concept and its 
assessment is mainly left to (legal) doctrine. 

In the (Belgian and foreign) literature, criteria (and instruments) (see 5.6.2.2 
and 5.6.2.6 (large variety of instruments) literature chapter for a more 
detailed overview of criteria and instruments) have been developed that 
should guide professionals in the interpretation of required capabilities to be 

 
a  See for instance art. 2(1) and 3(1) of the Mental Health Act 2005 for the UK, 

http://www.legislation.gov.uk/ukpga/2005; Further explanation and guidance 
regarding the evaluation of this legislation is given in the Code of Practice, 
see Department for Constitutional Affairs, “Mental Capacity Act 2005 Code of 
Practice”, 2007, www.gov.uk p. 2 and the guideline of the National Institute 
for Health and Care Excellence (NICE), “Decision-making and mental 
capacity. NICE guideline”, October 2018, 
https://www.nice.org.uk/guidance/ng108; For Canada see art. 6 and 45 of the 
Loi de 1992 sur la prise de décision au nom d’autrui, www.ontario.ca/fr/lois. 
In some countries, such as the Netherlands, guidance has been elaborated 
by professional associations, see for instance Koninklijke Nederlandsche 
Maatschappij tot bevordering der Geneeskunst (KNMG), “Stappenplan bij 
beoordeling van wilsbekwaamheid en de bijhorende toolkit”, 
https://www.knmg.nl/advies-richtlijnen/ethische-toolkit/verdiepen/begrippen-
2/wilsbekwaamheid.htm; Beginselen en vuistregels bij oudere cliënten met 

considered capacitated. Cognitive and non-cognitive or 'mixed' approaches 
differ in this respect.  

In the cognitive approach, decisional capacity is assessed on rational 
grounds. Criteria that often recur here relate to the ability to understand, the 
ability to reason, to free will and to making and expressing a choice (see 
5.6.2.3 literature chapter).b These criteria were assembled from legal court 
cases and have not been developed from a psychological model of decision 
making. In the first place, decisional capacity implies that a patient is 
informed and understands that information. The healthcare professional 
must inform the patient about their state of health and its probable evolution 
(art. 7, § 1 patients’ rights law). In addition, in the context of the informed 
consent obligation, information must be provided on the nature of the 
treatment, the risks and possible side effects, the consequences of refusing 
treatment, etc. (art. 8, § 2 patients’ rights law). This information must be 
presented in a way that is comprehensible to the patient (art. 7, § 2 first 

een complexe zorgvraag wilsonbekwaamheid. Handreiking bij de KNMG 
modelrichtlijn Van Wet naar Praktijk, Implementatie van de WGBO, deel 2 
Informatie en toestemming bij een meerderjarige wilsonbekwame cliënt. Een 
handreiking voor verpleeghuisartsen en sociaal geriaters: 
https://www.verenso.nl/_asset/_public/Thema-en-
projecten/Dementie/Handreiking-WOB.pdf 

b  T. GRISSO en P.S. APPELBAUM, ‘Comparison of Standards for Assessing 
Patients’ capacities to Make Treatment Decisions’, The American Journal of 
Psychiatry 1995, 1033; S. WELIE, Criteria for Assessment of patient 
competence. pre conceptual analysis from the legal, psychological and 
ethical perspectives, Eijsden, 2008, 123, 
https://cris.maastrichtuniversity.nl/ws/portalfiles/portal/1463832/guid-
37200a8a-1393-4371-90ef-f57817fa02bf-ASSET1.0.pdf; F. SWENNEN, 
Geestesgestoorden in het burgerlijk recht, 701 e.v.; C. LEMMENS, 
Voorafgaande wilsverklaringen met betrekking tot het levenseinde, 163 e.v.  

http://www.gov.uk/
https://www.nice.org.uk/guidance/ng108
http://www.ontario.ca/fr/lois
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paragraph patients’ rights law). The patient must understand, remember and 
believe this information.a This requires insight into the disease.b 

Secondly, the patient must be able to consider and process the information 
and weigh up the pros and cons of a particular alternative. This requires 
various cognitive abilities, such as analyzing the information, integrating 
different parts of information, reasoning, planning, weighing up different 
options and setting priorities.c  

Next, the patient must come to a voluntary and autonomous decision.d 
The voluntariness of a decision can be compromised by various external 
(e.g. pressure from family, parents, children, etc.) as well as internal factors 
(e.g. psychosis).e A decision taken under pressure is therefore not a 
capacitated decision.f However, it is unrealistic to think that every decision 
can be taken completely free of any external influence, so that it should 
rather be examined whether the patient supports the decision and can 
identify with it.g  

Finally, a patient must be able to communicate their decision. To this end, 
the patient must not only be able to make their choice known physically (e.g. 
talking, blinking their eyes, squeezing hands, etc.h) but also to explain to the 
healthcare professional the reasons that led to their choice (e.g. religious 
convictions).i  

 
a  C. LEMMENS, Voorafgaande wilsverklaringen met betrekking tot het 

levenseinde, 163. 
b  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 

702. 
c  S. WELIE, Criteria for Assessment of patient competence. A conceptual 

analysis from the legal, psychological and ethical perspectives, 123 
d  Ibid., 107-111. 
e  Ibid., 124. 
f  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 

703. 

In addition to intellectual skills, the patient also needs functional skills (e.g. 
sufficient ability to understand information, such as sufficient hearing, vision, 
etc.) in order to exercise their rights. The lack of functional skills in itself, 
however, may never lead to the decision of decisional incapacity.j Help from 
third parties to support the functional skills of the patient may therefore be 
required. Incidentally, decisional capacity must not be confused with the 
ability to comply with a decision. A patient may be able to make a decision 
to take medication, but may forget to take this medication due to memory 
problems. 

The aforementioned cognitive criteria are also implicitly found in the 
parliamentary preparatory documents for the law on patient’s rights.k One 
speaks of decision-forming for which the capacity to understand and to 
reason are conditions and of will expression which entails the ability of 
expressing a choice.  

Although the four-factors cognitive approach does not explicitly consider the 
decision in relation to a person’s values, a possible interpretation of a 
person’s appreciation and reasoning could be that they take into account 
their underlying values and priorities and use these during the reasoning 
process to arrive at a decision. In this interpretation the cognitive approach 
implicitly includes persons’ values and priorities as well.72  

g  G. DEN HARTOGH, “Regulering van euthanasie en hulp bij zelfdoding: hoe 
succesvol is het Nederlandse model?”, TvGR 2002, 242. 

h  C. LEMMENS, Voorafgaande wilsverklaringen met betrekking tot het 
levenseinde, 165. 

i  S. WELIE, Criteria for Assessment of patient competence. A conceptual 
analysis from the legal, psychological and ethical perspectives, 124. 

j  C. ROMMELAERE, Trouble mental et capacité : de l’évaluation médicale au 
soutien social, Pour un repositionnement du curseur entre autonomie et 
protection,  146. 

k  Wetsontwerp betreffende de rechten van de patiënt, Parl. St. Kamer 2001-
02, 1642/001, 9. 
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In non-cognitive approaches, the cognitively assessable reasonableness 
of the patient is no longer regarded as the basis for decisional competence, 
but what counts is the ability to steadfastly express a will and preferences, 
such as setting (life) goals, expressing the wish to live, avoiding pain, etc.a 
This will and these preferences must be ascertained by all possible means 
of support (e.g. assistance by a person providing support). In this vision, the 
distinction between capacitated and incapacitated (which is at the basis of 
the legal capacity) no longer exists and the (legal) capacity cannot be taken 
away solely because of a disability.b If individuals need help in exercising 
their legal capacity, they must be given the support they require.c This 
approach is put forward by the United Nations Committee on the Rights of 
Persons with Disabilities (see further 6.8). 

Some authors do not abandon the cognitive approach but broaden it 
with the approaches based on emotions and values. In everyday life, 
people make many choices that are not purely motivated by reason, but are 
also strongly motivated by feelings and emotions. With the most important 

 
a  M. SCHOLTEN and J. GATHER, “Adverse consequences of article 12 of the 

UN Convention on the Rights of Persons with Disabilities for persons with 
mental disabilities and an alternative way forward”, J. Med. Ethics 2018, 226-
232; J. DAWSON, “A realistic approach to assessing mental health laws' 
compliance with the UNCRPD”, Int J Law Psychiatry 2015, 70-9; A. SMITH 
and D. SULLIVAN, “A new ball game: The United Nations Convention on the 
Rights of Persons with Disabilities and assumptions in care for people with 
dementia”, Journal of Law and Medicine 2012, 28-34. 

b  The Convention's preamble (section e) explains that the Convention 
recognises: ...that disability is an evolving concept and that disability results 
from the interaction between persons with impairments and attitudinal and 
environmental barriers that hinders their full and effective participation in 
society on an equal basis with others. Article one (Purpose) further offers that: 
Persons with disabilities include those who have long-term physical, mental, 
intellectual or sensory impairments which in interaction with various barriers 
may hinder their full and effective participation in society on an equal basis 
with others. https://www.un.org/development/desa/disabilities/convention-on-
the-rights-of-persons-with-disabilities.html 

c  Art. 12 Convention on the Rights of Persons with Disabilities. 

choices in life, such as choice of partner, profession or philosophy of life, it 
is clear that not only reasonable arguments, but also emotional motivations 
play a decisive role. Decisional capacity can therefore also be approached 
from the point of view of emotions.d People also make important choices in 
their lives based on their life story and identity, based on their values and 
goals. In the evaluation of decisional capacity, values therefore also play an 
important role.e When assessing the patient's decisional capacity, it is not 
so much the result or the actual decision that is relevant, but the process of 
will formation or decision-making.f Refusing a life-saving treatment does not 
automatically imply that the patient is incapacitated. After all, making a 
choice is a subjective matter.g Therefore, the emphasis should be on the 
manner in which the patient has arrived at that result or on the quality of the 
decision-making process.h For healthcare providers, this is more difficult to 

d  L.C. CHARLAND, “Is Mr. Spock mentally competent? Competence to consent 
and emotion”, Philos Psychiat Psychol 1998, 67-81. 

e  J. TAN, A. STEWART, R. FITZPATRICK,  R.A. HOPE, “Competence to make 
treatment decisions in anorexia nervosa: thinking processes and values”, 
Philos Psychiat Psychol 2006, 267-82; F. SWENNEN, Geestesgestoorden in 
het burgerlijk recht, 548. 

f  T. VANSWEEVELT, F. SWENNEN, J. TER HEERDTe.a., “Het voorontwerp 
van wet ‘patiëntenrechten’: een kritische analyse”, T. Gez. 1997-98, 543;  F. 
SWENNEN, Geestesgestoorden in het burgerlijk recht, 110-111 en 553- 555; 
M.-N. VEYS, De Wet Patiëntenrechten in de psychiatrie, 36-38; A. 
HAEKENS, Beslissingsbekwaamheid in de gerontopsychiatrische context, 
Leuven, Leuven University Press, 1998, 39.  

g  C. LEMMENS, Voorafgaande wilsverklaringen met betrekking tot het 
levenseinde, 166. 

h  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde,  
nr. 1270. 

https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities.html
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities.html
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assess objectively than in an exclusively cognitive approach.a For example, 
young women with anorexia nervosa may refuse life-saving or other 
treatments because they consider a certain beauty ideal to be the most 
important value in their lives. The question is then whether the priority of this 
value is acceptable or pathological for the person seeking treatment.b In 
practice, however, the assessment of decisional capacity is often outcome-
related.c Healthcare providers sometimes link an actual suspicion of 
decisional incapacity to a decision that they do not consider to be the right 
one, or see the patient's refusal of a proposed treatment as a trigger for the 
assessment of legal capacity.d Conversely, it happens that a patient's 
consent to a treatment proposed by the healthcare provider is wrongly seen 
as a sign of legal capacity.e In that case there is a risk that the patient 
decides for themselves when in fact the patient is incapacitated.  

The necessary degree of decisional capacity will also depend on the nature 
and scope of the decision. For a complex decision involving serious risks, a 
patient will logically need to have more skills than for a less complex 
decision, such as taking a painkiller. Thus, complex decisions require higher 
skill levels. Whether a consequence is serious depends on the specific 
situation of the patient, i.e. their condition and prognosis.f  

 
a  A. LIÉGOIS, “Een relationeel ethisch model voor het evalueren van 

beslissingsbekwaamheid in de psychiatrie”, Tijdschrift voor Psychiatrie 2018, 
31. 

b  J. TAN, A. STEWART, R. FITZPATRICK, R.A. HOPE, “Competence to make 
treatment decisions in anorexia nervosa: thinking processes and values”, 
267-82. 

c  M. SCHOONACKER, De wet op de patiëntenrechten: Kennis, toepassing en 
attitudes bij beroepsbeoefenaars, 80.  

d  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 
nr. 1270; X, Handreiking voor de beoordeling van wilsbekwaamheid, 2007, 9 

6.3.3 The assessment of decisional capacity 
The question arises as to who exactly assesses the care user's decisional 
capacity and how this should be done. 

6.3.3.1 Assessment of decisional capacity by the healthcare 
professional 

The patients’ rights law itself does not pronounce on the question of who 
should assess the patient's decisional capacity. However, an explicit 
position on this question can be read in the parliamentary preparatory 
documents for the patients’ rights law: "the concrete assessment of whether 
or not the patient is capable of exercising their rights themselves is made by 
the healthcare professional in the context of the contacts they have with 
the patient. In other words, the healthcare professional who is confronted 
with the patient assesses the patient’s capacity. After all, this healthcare 
professional needs to receive consent to their intervention.g" 

According to the parliamentary preparatory documents, the decisional 
capacity must therefore be assessed by the healthcare professional who is 
considering performing a concrete act on the patient concerned (which falls 
within their competence). 

en 11, https://www.trimbos.nl/docs/664b1bad-b77a-4e66-aacb-
a6a814982a3f.pdf  

e  S. WELIE, Criteria for Assessment of patient competence. A conceptual 
analysis from the legal, psychological and ethical perspectives, 39-40; F.E. 
Vars, “Illusory consent: when an incapacitated patient agrees to treatment”, 
Or. L. Rev. 2008, 353-400. 

f  Commissie Aanvaardbaarheid Levensbeëindigend handelen (CAL) KNMG, 
Medisch handelen rond het levenseinde bij wilsonbekwame patiënten, 
Houten/Diegem, Bohn Stafleu Van Loghum, 1997, 55. 

g  Wetsontwerp betreffende de rechten van de patiënt van 19 februari 2002, 
Parl. St. Kamer 2001-02, 1642/001, p.41 
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According to some legal doctrinea and the Belgian Order of Physiciansb, the 
responsibility to assess a person's decisional capacity lies with the 
physician, since a person's decisional capacity is a medical matter. The 
special physician-patient relationship would also play a role in this.c Some 
also believe it should not (only) be the treating physician who assesses the 
person's decisional capacity, but an independent physiciand, a physician 
specialized in the assessment of decisional capacitye or a judgef should 
make this assessment. However, such an approach may considerably 
complicate things in practice and probably make it more expensive for the 
patient.g If a physician has doubts about their ability to assess a person's 
decisional capacity, or if the situation is very difficult, a second opinion could 
be sought from another physician, or a referral could be made to another 

 
a  C. LEMMENS, “De handelings- en wilsonbekwamen”, 936, nr. 1928. 
b  Advies Orde der Artsen 19 september 2020, Inschatten van de 

wilsbekwaamheid van een patiënt – zorgvolmacht, 
https://ordomedic.be/nl/adviezen/medisch-
recht/wilsbekwaamheid/inschatten-van-de-wilsbekwaamheid-van-een-
pati%C3%ABnt-zorgvolmacht 

c  C. LEMMENS, “De handelings- en wilsonbekwamen”, 936, nr. 1928. 
d  For instance for people with a mental disorder: F. SWENNEN, 

Geestesgestoorden in het burgerlijk recht, 561. 
e  For instance for minors of age: R. REDDING, “Children’s competence to 

provide informed consent for mental health treatment”, 1993, Wash & Lee L. 
Rev., 739-740.  

f  W.M. MARGOLIS, “The doctor knows best? Patient capacity for health care 
decision making”, Or. L. Rev. 1992, 930-931. 

g  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 
705, nr. 1275; C. LEMMENS, “De handelings- en wilsonbekwamen” , 937, nr. 
1929. 

h  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 
705, nr. 1275; Wet van 22 april 2019 inzake de kwaliteitsvolle praktijkvoering 

healthcare professional-specialist (e.g. a psychiatrist) specifically for the 
assessment of decisional capacity.h  

The fact that only a physician would be competent to assess the patient's 
decisional capacity is not supported by the parliamentary preparatory 
documents, but also not by some legal doctrinei, because it does not 
correspond to practice. After all, patients can contact e.g. paramedics in the 
first line of treatment without having to see a physician first, so that a first 
assessment of the patient's decisional capacity is made by the care provider 
in question anyway.j  

in de gezondheidszorg, B.S. 14 mei 2019 (hereafter Quality Law), which 
further refines the general framework of the patients’ rights law, already 
generally stipulates that healthcare professionals must refer the patient to 
another competent healthcare professional when the health problem or the 
required healthcare exceeds the limits of his own competence (art. 9 Quality 
law).  

i  M.N. VEYS, De wet Patiëntenrechten in de psychiatrie, 2008, 24; H. Diesfeldt 
en S. Teunisse, “Wilsbekwaamheid”, in M. Vink, Y. Kuin, G. Westerhof et. al. 
(eds.), Handboek ouderenpsychologie, Utrecht, De Tijdstroom, 2017, 148,  
https://wilsbekwaamheid.nl/images/documenten/Wilsbekwaamheid_Diesfeld
t_&_Teunisse_2017.pdf; I. HEIN, A. HONDIUS, C. Vinkers, “Klinische 
toepassing”, in I. HEIN en A. HONDIUS (eds.), Wilsbekwaamheid in de 
medische praktijk, Utrecht, De Tijdstroom, 2018, 158. 

j  The Advisory Committee on Bioethics states in this regard (in the context of 
organ transplantation) that decisional capacity "must be assessed on a case-
by-case basis by the primary healthcare providers": see Advies nr. 50 van 
het Raadgevend Comité voor Bio-ethiek van 9 mei 2011 betreffende 
bepaalde ethische aspecten van de wijzigingen door de wet van 25 februari 
2007 aangebracht aan de wet van 13 juni 1986 betreffende het wegnemen 
en transplanteren van organen, www.health.belgium.be, 32. 

https://wilsbekwaamheid.nl/images/documenten/Wilsbekwaamheid_Diesfeldt_&_Teunisse_2017.pdf
https://wilsbekwaamheid.nl/images/documenten/Wilsbekwaamheid_Diesfeldt_&_Teunisse_2017.pdf
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Rommelaere rightly points out that not every healthcare professional is in 
regular contact with the patient, which may make a pertinent assessment 
more difficult.a 

6.3.3.2 Multidisciplinary assessment? 
The assessment of decisional capacity is a complex and delicate matter for 
which caregivers today have not been specifically trained and receive little 
support. Yet, according to healthcare professionals, the assessment of 
decisional capacity requires special knowledge and skills such as 
communication skills, know-how about the assessment itself, (see chapter 
7 professionals’ perceptions), etc. Patients indicate that not all treating 
healthcare professionals know them equally well, which can also make a 
correct assessment of decisional capacity difficult (see chapter 8 patients’ 
perceptions).  

The question is, therefore, whether the assessment by one practitioner is 
sufficient or whether a multidisciplinary assessment is (sometimes) required. 
It is remarkable that the patients’ rights law seems to situate the assessment 
of decisional capacity solely in the context of a one-on-one relationship 
between a healthcare professional and a patient, and that there is no 
mention of the intervention of a multidisciplinary team. This is not surprising 
since the law dates from 2002 and the dynamics of a multidisciplinary team 
surrounding the patient has been established mainly during the last 20 

 
a  C. ROMMELAERE, Trouble mental et capacité : de l’évaluation médicale au 

soutien social, Pour un repositionnement du curseur entre autonomie et 
protection, 159. 

b  H. NYS en E. Vanermen, “Juridische aspecten van samenwerking in de zorg”, 
https://www.nvkvv.be/file?fle=957876&ssn=978ada0eaddbb1dafec3411d47
8e3674f9cdd335 

c  T. GRISSO and P.S. APPELBAUM, Assessing competence to consent to 
treatment. A guide for physicians and other healthcare professionals, New 
York, Oxford University Press, 1998, 77 – 79. 

d  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 
705, nr. 1275; LEMMENS, “De handelings- en wilsonbekwamen”, 937. 

years.b However, some healthcare providers, such as nurses, are often in 
close contact with the patient and often know the patient better than the 
physician.c Legal doctrine mentions a drastic decision or a case of doubt as 
reasons for multidisciplinary consultation.d The Belgian Advisory Committee 
on Bioethics also has said in the past, albeit in a different context, that 
collegial decision-making is appropriate.e The Committee states that "the 
ultimate responsibility of the assessment lies with the physician, but since 
this assessment is neither purely medical nor purely legal, a collegial 
decision-making process can avoid drawing the wrong conclusion". The 
Belgian Order of Physicians states that "in order to assess the decisional 
capacity, the physician takes into account the nature of the medical 
intervention and may request a multidisciplinary opinion" f.  

e  Raadgevend Comité voor Bioethiek, advies nr. 9 d.d. 22 februari 1999 
betreffende het levensbeëindigend handelen bij wilsonbekwamen, 6 
https://www.health.belgium.be/sites/default/files/uploads/fields/fpshealth_the
me_file/7948443/Advies%20nr.%209%20d.d.%2022%20februari%201999%
20betreffende%20het%20levensbe%C3%ABindigend%20handelen%20bij%
20wilsonbekwamen.pdf 

f  Orde der Artsen, comment on art. 18 Belgian Code of Ethics of Physicians, 
https://ordomedic.be/nl/code-2018/respect/18; Advies Orde der Artsen, 
‘Inschatten van de wilsbekwaamheid van een patiënt – Zorgvolmacht’: 
https://ordomedic.be/nl/adviezen/medisch-
recht/wilsbekwaamheid/inschatten-van-de-wilsbekwaamheid-van-een-
pati%C3%ABnt-zorgvolmacht 

https://www.health.belgium.be/sites/default/files/uploads/fields/fpshealth_theme_file/7948443/Advies%20nr.%209%20d.d.%2022%20februari%201999%20betreffende%20het%20levensbe%C3%ABindigend%20handelen%20bij%20wilsonbekwamen.pdf
https://www.health.belgium.be/sites/default/files/uploads/fields/fpshealth_theme_file/7948443/Advies%20nr.%209%20d.d.%2022%20februari%201999%20betreffende%20het%20levensbe%C3%ABindigend%20handelen%20bij%20wilsonbekwamen.pdf
https://www.health.belgium.be/sites/default/files/uploads/fields/fpshealth_theme_file/7948443/Advies%20nr.%209%20d.d.%2022%20februari%201999%20betreffende%20het%20levensbe%C3%ABindigend%20handelen%20bij%20wilsonbekwamen.pdf
https://www.health.belgium.be/sites/default/files/uploads/fields/fpshealth_theme_file/7948443/Advies%20nr.%209%20d.d.%2022%20februari%201999%20betreffende%20het%20levensbe%C3%ABindigend%20handelen%20bij%20wilsonbekwamen.pdf
https://ordomedic.be/nl/code-2018/respect/18


 

KCE Report 349 Decisional capacity 141 

 

 

6.3.3.3 A presumption of decisional capacity in adult persons 
First of all, it must be pointed out that in Belgian law, there is a presumption 
of decisional capacity for an adult patient. The patients’ rights law states that 
an adult patient exercises his/her rights him/herself insofar as the person is 
"capacitated" (art. 14 § 1, paragraph 1 patients’ rights law). On the other 
hand, patients must be substituted insofar and as long as they are unable to 
exercise their rights themselves (art. 14 § 1, paragraph 1 patients’ rights 
law). This indicates a presumption of decisional capacity of adult 
patientsa, which therefore no longer applies if the patient is unable to 
exercise their patient’s rights themselves.b  

6.3.3.4 Only a formal assessment of decisional capacity in case of 
concrete doubt 

The law does not indicate in which situations a healthcare provider must 
proceed to an explicit/formal assessment of decisional capacity. By an 
explicit or formal assessment we mean an assessment whereby a patient is 
confronted (and in most cases is aware of) with the assessment of their 
decisional capacity. Since there is a presumption of decisional capacity in 

 
a  Since minors are not part of the scope of this study, the position of 

incapacitated minors in legislation will not be addressed here.  
b  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 

nr. 1270. 
c  C. ROMMELAERE, Trouble mental et capacité : de l’évaluation médicale au 

soutien social, Pour un repositionnement du curseur entre autonomie et 
protection, 162. 

d  Christiaan H. Vinkers, Gerrit B. van de Kraats, Monique C. Biesaart en Joeri 
K.,“Tijdink, Is mijn patiënt wilsbekwaam? volg de leidraad”, Ned. Tijdschr. 
Geneesk. 2014,  2 https://www.ntvg.nl/system/files/publications/a7229.pdf 

e  S. WELIE, Criteria for assessment of patient competence. A Conceptual 
Analysis from the Legal, Psychological and Ethical Perspectives, 28. 

adult patients, it can also be deduced that not for every decision a patient 
has to make an explicit/formal assessment of decisional capacity is 
required.c In practice, the assessment of decisional capacity usually takes 
place implicitly: the healthcare provider provides information and, upon an 
adequate (usually consenting) response, he considers the patient to be 
capacitated.d However, a reaction that the healthcare provider considers 
adequate or consenting does not ipso facto mean that a person is 
capacitated (see supra). However, it is not desirable to carry out an 
explicit/formal assessment at each occasion.e After all, an explicit 
assessment of the decisional capacity in itself can be experienced by 
patients as particularly stressful, humiliating and/or stigmatizing.f  

According to the legal doctrine, it is part of the professional autonomy of the 
care provider to determine the situation in which an explicit assessment of 
the patient's decisional capacity must be carried out.g This doctrine holds 
that a (formal or explicit) assessment of decisional capacity must only be 
carried out if there is a well-foundedh reason or a good cause to do so.i It 
refers a.o. to the situation in which the patient takes a decision with serious 
consequences, such as refusing life-saving treatment.j Context-related 

f  S. WELIE en A. Ruissen, “Bijwerkingen van 
wilsbekwaamheidsbeoordelingen”, in I. HEIN en A. HONDIUS (eds.), 
Wilsbekwaamheid in de medische praktijk, Utrecht, De Tijdstroom, 2018, 62. 

g  C. LEMMENS, “De handelings- en wilsonbekwamen”, 936. 
h  Ibid., 937. 
i  J. Legemaate, “De rechtspositie van wilsonbekwame patiënten: sTANd van 

zaken”, TvGR 1994, (327) 328; F. SWENNEN, Geestesgestoorden in het 
burgerlijk recht, 139 en 544-545; E. DELBEKE, Juridische aspecten van 
zorgverlening aan het levenseinde, nr. 1271; N. BROECKX, 
Orgaantransplantatie, 349. 

j  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde,  
701, nr. 1271; for a list of possible reasons that should lead to an explicit 
assessment of decisional capacity, please see: Beginselen en vuistregels bij 
oudere cliënten met een complexe zorgvraagwilsonbekwaamheid, 
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elements can also play a role. For instance, the fact that an administrator 
has been assigned to a patienta (see 6.4.1.2) or the fact that a patient was 
involuntarily admitted to a psychiatric hospital (see 6.7.2) may be a well-
founded reason to proceed to a formal assessment of the patient’s 
decisional capacity. A survey among general practitioners revealed that the 
family often requests an explicit assessment of the patient's decisional 
capacity (e.g. when dementia is suspected).b 

6.3.3.5 A functional assessment of decisional capacity 
There are various approaches to assess a person’s decisional capacity. 

When following status approach, one assumes that patients with a certain 
status or a certain state of health (e.g. dementia patients, psychiatric 
patients, mentally disabled patients, etc.) are by definition considered 
incapable of making all decisions.c Consequently, in this approach, a person 
is generally incapacitated and the decisional capacity can no longer be 
questioned for specific acts.d The advantage of such an approach is that it 

 
Handreiking bij de KNMG modelrichtlijn Van Wet naar Praktijk, Implementatie 
van de WGBO, deel 2 Informatie en toestemming bij een meerderjarige 
wilsonbekwame cliënt, 8, https://www.verenso.nl/_asset/_public/Thema-en-
projecten/Dementie/Handreiking-WOB.pdf; I. HEIN, A. HONDIUS, C. 
Vinkers, “Klinische toepassing”, in I. HEIN en A. HONDIUS (eds.), 
Wilsbekwaamheid in de medische praktijk, Utrecht, De Tijdstroom, 2018, 158; 
S. WELIE, Criteria for assessment of patient competence. A Conceptual 
Analysis from the Legal, Psychological and Ethical Perspectives, 28. 

a  P. APPELBAUM, T. GRISSO, , Assessing competence to consent to 
treatment. A guide for physicians and other healthcare professionals, 61 e.v.; 
F. SWENNEN, Geestesgestoorden in het burgerlijk recht, 545 en 554. 

b  K. VERVISCH, Het beoordelen van beslissingsbekwaamheid bij patiënten in 
de huisartsenpraktijk, Masterproef huisartsgeneeskunde, Katholieke 
Universiteit Leuven, 2017-2019,  8.  

c  M.N. VEYS, De Wet Patiëntenrechten in de psychiatrie, 19-20; F. 
SWENNEN, Geestesgestoorden in het burgerlijk recht, 544-546. 

d  F. SWENNEN, Geestesgestoorden in het burgerlijk recht, 557-558. 

creates clarity and consistency. There is no need for an assessment of 
decisional capacity, only an assessment of the presence of the condition 
that results in incapacity. On the other hand, patients with dementia, a 
mental disability or a psychiatric condition may still be competent for various 
aspects, so that the status approach implies a drastic restriction of 
autonomy.e Research also shows that there is a large variability in 
competence and in skills within a certain population (see 5.5 literature 
chapter).  

In a functional approach, a person’s capacity is assessed on the basis of 
their actual decision-making related abilities. Decisional capacity can then 
be assessed by the healthcare professional involved, for each patient 
involved and for each medical intervention separately f. A person with a 
psychiatric disorder or dementia is therefore not automatically considered 
incapacitated.g Decisional capacity is usually not an all-or-nothing matter but 
a dynamic state that varies in time and context.h The task-specific nature of 
decisional capacity means that a patient may be capacitated for one 
decision but not for another.i In line with this, it is also assumed that 

e  M. DE HERT, D. LECOMPTE, E. DE BLEEKER et. al., “Wilsonbekwaamheid 
bij volwassenen met psychose”, Neuron 2012, 4; I. HEIN, ‘Wilsbekwaamheid 
bij kinderen ter zake euthanasie’, TJK 2018, 365-371. 

f  Wetsontwerp 19 februari 2002 betreffende de rechten van de patiënt, Parl. 
St. Kamer 2001-02, nr. 1642/001, 40-42 en verslag M Gilkinet en H. Brouns 
8 juli 2002, Parl. St Kamer 2001-02, nr. 1642/012, 95-96 en 118. 

g  F. SWENNEN, Geestesgestoorden in het burgerlijk recht, 108-109; C. 
ALEXANDER, “Zelfbeschikking of bescherming: beslissen door en voor 
psychiatrische patiënten”, in C. ALEXANDER en S. GUTWIRHT (eds.), Te 
gek voor recht?, Gent, Mys & Breesch, 1997, 131. 

h  M. DE HERT en M. WAMPERS, “Juridische aspecten in België”, in I. HEIN 
en A. HONDIUS (eds.), Wilsbekwaamheid in de medische praktijk, Utrecht, 
De Tijdstroom, 2018, 30. 

i  J. LEGEMAATE, ‘Criteria voor wilsonbekwaamheid’, NJB 1992, 191; I. HEIN 
en A. HONDIUS, ‘Wilsbekwaamheid in de medische praktijk’ in I. HEIN en A. 
HONDIUS (eds.), Wilsbekwaamheid in de medische praktijk, Utrecht, De 
Tijdstroom, 2018, 12; A. HAEKENS, Beslissingsbekwaamheid in de 

https://www.verenso.nl/_asset/_public/Thema-en-projecten/Dementie/Handreiking-WOB.pdf
https://www.verenso.nl/_asset/_public/Thema-en-projecten/Dementie/Handreiking-WOB.pdf
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decisional capacity is context-dependent.a When it comes to a complex 
situation or a decision with serious consequences, this places higher 
demands on a person's decisional capacity than when it comes to simple 
decisions.  

The functional approach, therefore, pursues the greatest possible respect 
for the patient's autonomy. A disadvantage is that there is no clear cut-off 
criterion, but a number of assessment criteria must be used to determine 
whether the patient is capacitated.  

In an outcome approach, decisional capacity is made dependent on the 
reasonableness of the choice made. If a person makes a reasonable choice, 
he will thus be considered capacitated more quickly. The decision of e.g. a 
person with dementia will not be questioned when he accepts a proposed 
treatment, but when he refuses a treatment. In this approach, the person's 
own decision is thus outweighed by the decision that is considered to be in 
the person’s best interest (according to the caregiver)b and little or no 
account is taken of the decision-making process that preceded the person's 
choice. 

The patients’ rights law adheres to a functional approach for the 
assessment of decisional capacity. After all, the healthcare professional 
must assess whether this specific patient is capable of making this specific 
decision. Indeed, according to art. 14, §1 of the patients’ rights law, the rights 
are exercised by a person themselves insofar as they are capable of doing 
so and only by a substitute decision-maker 'insofar as and as long as' the 

 
Gerontopsychiatrische context, Leuven, Leuven University Press, 1998, 21-
39; M. DE HERT en M. WAMPERS, “Juridische aspecten in België”, 30. 

a  M. DE HERT en M. WAMPERS, “Juridische aspecten in België”, 30; A.M. 
RUISSEN, G.A. MEYNEN, G.A.M. WIDDERSHOVEN, “Perspectieven op 
wilsbekwaamheid in de psychiatrie: cognitieve functies, emoties en waarden”, 
Tijdschrift voor Psychiatrie  2011, 405-414.  

b  A. BUCHANAN, “Mental Capacity and Legal Competence to Consent to 
Treatment”, J. R. Soc. Med. 2004, 415-420; B.J. WININICK, “The Side Effects 
of Incompetency Labeling and the Implications for Mental Health Law”, 
Psychology, Public Policy and the Law 1995, 29. 

patient is not capable of exercising their rights themselves. The fact that the 
substitute decision-maker only acts 'as long as' the patient is incapable of 
exercising their rights themselves indicates that decisional incapacity is not 
seen as a stable fact, but can fluctuate in time. In turn, 'insofar as' may 
indicate the task-specific nature of decisional capacity: one may be 
capacitated for one decision and incapacitated for another. Since this is an 
ad hoc assessment, a person with a psychiatric condition or suffering 
from dementia is not automatically considered incapacitated.  

Prior to the reform of the incapacity statutes in Belgian law (see 6.4.1.2) a 
more categorical approach (status approach) did apply to certain patient 
categories. For example, there was an (irrefutable) presumption of 
decisional incapacity for prolonged minors (=someone with a (congenital or 
acquired) mental handicap who therefore is and will probably remain 
incapacitatedc) and for people who are legally incompetent (=people who 
are declared incompetent by a judicial decision and who have to be 
represented by a guardian for all legal acts), as a result of which they were 
substituted by their parent(s) or a guardian for the exercise of their patient’s 
rights anyway.  

With the reforms under the law of 17 March 2013 reforming the regulations 
on incapacity and establishing a new protection status consistent with 
human dignityd (hereafter law on administration) a harmonization of all 
incapacity systems and thus a new system of protection for the 
administration of the property and person of vulnerable personse was 
created (see 6.4.1.2). Hereby, the status approach was largely abandoned 

c  For the definition see Art. 487bis. Belgian Civil Code. 
d  Wet van 17 maart 2013 tot hervorming van de regelingen inzake 

onbekwaamheid en tot instelling van een nieuwe beschermingsstatus die 
strookt met de menselijke waardigheid, B.S. 14 juni 2013. 

e  Persons with intellectual disabilities (due to an accident or not), persons with 
dementia, psychiatric patients, persons with neurological problems or brain 
disorders and coma patients (art. 488/1 Belgian Civil Code). 

http://www.ejustice.just.fgov.be/cgi_loi/arch_a1.pl?=&language=nl&tri=dd&table_name=wet&cn=1804032130&caller=archive&fromtab=wet&la=N&ver_arch=045#Art.487
http://www.ejustice.just.fgov.be/cgi_loi/arch_a1.pl?=&language=nl&tri=dd&table_name=wet&cn=1804032130&caller=archive&fromtab=wet&la=N&ver_arch=045#Art.487ter
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for these persons as well. It is no longer the case that a person who is the 
subject of a judicial protection measure is ipso facto incapacitated. The 
assessment of whether a patient placed under a protection measure has the 
actual capacity at a certain moment to consent to treatment e.g. (or to 
exercise another patient right) is vested in the healthcare professional and 
not in the justice of the peace. As soon as the patient is considered 
capacitated, they can personally and independently exercise the patient’s 
rights (art. 14 § 1 paragraph 1 patients’ rights law). This also applies to 
people who have been placed entirely under administration order or for 
whom the justice of the peace has determined that the administrator (also) 
has the power to exercise patient’s rights in the event that the patient, 
according to the patients’ rights law, is no longer competent to personally 
exercise their rights (see 6.4.1.2). In other words, this actual decisional 
capacity, which is assessed on a case-by-case basis, is decisive for every 
decision related to patient’s rights.a  

6.3.3.6 A binary assessment 
In a threshold model (binary model), a person is either fully capacitated if 
the person's competencies reach a certain level, or fully incapacitated.b 
Thus, the decision is either made by the patient personally or by someone 
else (substitute decision-maker). The binary approach of the threshold 
model can be problematic for people with dementia whose cognitive 
competencies decline gradually; these people often find themselves in a 

 
a  C. LEMMENS, “Het belang van de vertegenwoordiging”, in X. (ed.) 

Huwelijksvermogensrecht XXIX.3 – 1 - TXXIX.3 – 38, bijgewerkt tot 1 oktober 
2020, 12 e.v. 

b  T.L. BEAUCHAMP and J.F. CHILDRESS, Principles of Biomedical Ethics, 
New York, Oxford University Press, 2001, 80; A. BUCHANAN, “Mental 
Capacity and Legal Competence to Consent to Treatment”, J. R. Soc. Med. 
20004, 416-417. 

c  A. LIÉGOIS, “Een relationeel ethisch model voor het evalueren van 
beslissingsbekwaamheid in de psychiatrie”, 31. 

grey zone where they are partially capacitated, or have a clear mind at one 
moment, and not at the next.c  

In a gradual approach, actual decisional capacity always lies between 
these two poles and is a matter of degree (gradual model), in which a person 
is more or less (in)capacitated.d Thus, the more a person possesses the 
required competences, the more they are capable of looking after their own 
interests. The less a person possesses these competences, the greater the 
need to support this person. A gradual model therefore allows others to play 
an active supporting role in making a decision. It also offers better 
guarantees for preserving the patient's autonomy and welfare than the 
threshold model.e Some authors argue that a patient should be supported 
as much as possible in the assessment of their decisional capacity so that 
they can make the decision themselvesf (see also 5.8 literature chapter). 
This can be done, for example, by using aids to make the information 
comprehensible to the patient, by administering medication to a psychotic 
patient, by ensuring the right time, the right place and the presence of the 
right people, etc. (see 5.8.3 literature chapter). This view is also reflected in 
the English Mental Health Act, which explicitly states that “A person is not to 
be treated as unable to make a decision unless all practicable steps to help 
him to do so have been taken without success”.g The English NICE guideline 
Decision-making and mental capacity which among other things supports 
care providers in their approach to (the assessment of) decisional capacity 

d  G. DEN HARTOGH, “Do we need a Threshold Conception of Competence?”, 
Medicine, Health Care and Philosophy 2016, 71-83. 

e  A. HAEKENS, Neuro-psychologische aspecten van ouderenmishandeling, 2, 
https://www.domusmedica.be/sites/default/files/UYTTER~2.PDF 

f  P. APPELBAUM, “Assessment of Patients’ Competence to Consent to 
Treatment, N. Eng. J. Med. 2007, 1838.  

g  Mental Capacity Act 2005, section 1.(3): 
https://www.legislation.gov.uk/ukpga/2005/9/section/1 
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and further clarifies the application of the Mental Health Act, contains a 
specific section on how supporting decision-making can take shape.a  

The functional approach in the patients’ rights law is combined with a 
threshold model. Someone is either capacitated or not for a certain 
decision. As soon as someone is incapacitated of making a certain decision, 
they must have a substitute decision-maker to exercise their patient’s rights 
concerned (see 6.4).  

Although the Belgian legal model that assesses decisional capacity has a 
binary approach, where an incapacitated patient must have a substitute 
decision-maker (see 6.4), according to the patients’ rights law, the 
incapacitated patient must be involved in the exercise of their rights as 
much as possible and in proportion to their capacity to understand (art. 
13 § 2 and art. 14 § 3 patients’ rights law). The patient can also be assisted 
by a trusted person. The trusted person may for instance receive information 
on the patient's state of health if the patient agrees (art. 7 § 2, paragraph 3; 
§ 3 and 4 patients’ rights law) and may provide assistance regarding the 
patient’s right to information on consent (art. 8 §§ 2 and 3 patients’ rights 
law), the right to inspect and copy the patient's file (art. 9 § 2, paragraph 4 
and § 4 patients’ rights law) and the right to complain (art. 11 patients’ rights 
law). However, the trusted person cannot decide in lieu of the patient and 
thereby override the patient's incapacity. They can decide together, but it will 
not be sufficient to have a legally valid decision if the patient is still judged 
to be incapacitated. After all, a substitute decision-maker will have to act in 
that case. The trusted person is sometimes also the substitute decision-
maker and thus decides in that capacity in case the patient is judged to be 
incapacitated. Practice has shown that people from the patient's inner circle 
or healthcare professionals in whom the patient has a great deal of 
confidence play a major role in the decision-making process and that 
patients sometimes allow these persons to decide on their behalf, even if 

 
a  Guideline of the National Institute for Health and Care Excellence (NICE), 

“Decision-making and mental capacity. NICE guideline”, section 1.2., October 
2018, https://www.nice.org.uk/guidance/ng108 

they have no formal authorization to do so (see also 6.4 and chapter 8 
patients’ perceptions).  

6.3.3.7 Transparency on the assessment of decisional incapacity 
If the healthcare professional concludes that the patient is not capacitated, 
it is advisable to discuss this with the patient (or their substitute decision-
maker) and to motivate this decision in the patient file.b Indeed, this creates 
transparency on the elements that have led to the judgment on the patient's 
decisional capacity. After all, on the basis of the patients’ rights law, the 
patient (or their substitute decision-maker) has a right to information on their 
diagnosis and prognosis (art. 7 § 1 patients’ rights law), a right to a carefully 
kept and securely stored patient file (art. 9 § 1, paragraph 1 patients’ rights 
law) and, under certain conditions, also a right to inspect and copy this 
patient file (art. 9 §§ 2 and 3 patients’ rights law).  

Relevant matters that may be included in the patient file may be: what 
prompted the formal assessment, what information was given to the patient, 
what steps were taken to come to a judgment, which specific decision(s) are 
involved in the decisional capacity assessment, what was the conclusion 
and what was the resulting policy.c It should be noted, however, that even 
when patients exercise their right to access their patient file or request 
copies of their file, they do not always have the necessary skills to 
understand information about their health or to manage their patient file. 
Research shows, for example, that 40% of Flemish adults (without specific 

b  C. LEMMENS, “De handelings- en wilsonbekwamen”, 936-37, nr. 1929. 
c  I. HEIN, A. HONDIUS, C. Vinkers, “Klinische toepassing”, 162. 

https://www.nice.org.uk/guidance/ng108
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cognitive disorders) have problematic to insufficient health literacya levelsb. 
Healthcare professionals therefore have an important role to play in 
explaining health-related information to patients in an understandable way, 
through their duty to inform. This may also include information concerning 
the patient's decisional capacity (assessment). The interviews with patients 
in this study (see chapter 8 patients’ perceptions) also showed that patients 
(especially those with psychiatric disorders) appreciate a feedback 
discussion on the hows and whys of the decision of decisional incapacity at 
the time of their admission or at certain moments during treatment.  

6.3.3.8 Liability for an erroneous assessment of decisional 
(in)capacity 

The judgment on decisional capacity has major consequences for the 
patient. If the healthcare professional states that the patient is incapacitated, 
the patient can no longer exercise his rights personally. An erroneous 
decision that a patient is incapacitated results in the patient being unlawfully 
deprived of their right to decide themselves. The erroneous judgment that a 
patient is capacitated means that the patient may have given a uniformed 
consent/rejection, as the patient was, for example, unable to properly 
understand the information of consequences of their decision.  

In both cases, the healthcare professional who carried out the assessment 
could be held civilly liable for a violation of patient’s rights (article 8 or 14 
patients’ rights law) if the patient or the next of kin who brought the action 
can prove that they actually suffered damage as a result (e.g. health 
damage/death due to the refusal, while being incapacitated, of life-saving 

 
a  This is "a critical attitude towards information about health, its application in 

everyday life and interaction with health care providers". Koninklijke 
Academie voor Geneeskunde van België, Advies over 
gezondheidsvaardigheden (health literacy) in Vlaanderen, 2015, 2 
https://academiegeneeskunde.be/sites/default/files/atoms/files/Gezondheids
vaardigheden%202015.pdf 

b  Koninklijke Academie voor Geneeskunde van België, Advies over 
gezondheidsvaardigheden (health literacy) in Vlaanderen, 2015, 

medical treatment, health damage due to consenting to a treatment of which 
the incapacitated patient did not understand the risks, moral damage due to 
the fact that the patient could not exercise their right).  

In order for a healthcare professional to be held civilly liable, fault, damage 
and the causal link between the two must be proven.c Proving fault on the 
part of the healthcare professional in the assessment of decisional capacity 
will not be easy in some cases, since the assessment of decisional capacity 
is often a very complex task and since there are no Belgian guidelines on 
how exactly an assessment should be carried out and what elements should 
be assessed. In that context, the European Court of Human Rights (Human 
Rights Court) has already pointed out the importance of the existence of a 
regulatory framework offering a procedure al lowing healthcare providers to 
carry out a quality assessment of a patient’s decisional capacity. In the case 
in question, the non-performance of a medical treatment, due to the refusal 
of a (presumably) incapacitated patient, ended in the patient's death. The 
question of the validity of the patient's refusal and patient’s decisional 
capacity had not been properly examined by the treating physicians. The 
Court stated: “To a large extent, this key question was not duly addressed 
by the doctors during S.’s hospitalization because the domestic regulations 
in this field did not sufficiently elaborate on the conditions under which 
refusal to undergo treatment was valid and binding on medical staff. The 
present case suggests in particular that the regulatory framework did not 
adequately ensure that a patient’s decision-making capacity was promptly 
and objectively established in the course of a fair and proper procedure.”d  

https://academiegeneeskunde.be/sites/default/files/atoms/files/Gezondheids
vaardigheden%202015.pdf 

c  T. VANSWEEVELT, De civielrechtelijke aansprakelijkheid van de 
geneesheer en het ziekenhuis, Antwerpen, Maklu, 1997, 1960 p.  

d  ECHR 5 December 2013, Arskaya/Ukraine, §§ 84 to 91. 
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The healthcare professional could also be held criminally liable for 
unintentional assault and injuries (art. 418 of the Belgian Criminal Code)a if, 
for instance, the healthcare professional performed an intervention that the 
capacitated patient would not have chosen.b If the decision on decisional 
incapacity was made incorrectly, and medical information about the patient 
in question was therefore wrongfully communicated to the substitute 
decision-maker, a claim for breach of professional secrecy could also be 
filed against the healthcare provider in question.c  

It is, of course, most appropriate to contest a decision on decisional capacity 
even before there are harmful consequences of the erroneous assessment.d  

Nothing prevents the patient from obtaining a second opinion from another 
healthcare professional or to go see another healthcare professional to 
receive the desired care, who may come to a different decision on the 
patient’s decisional capacity. After all, it is up to the treating healthcare 
professional to assess the patient's decisional capacity at that specific 
moment and for the intervention in question. Moreover, it is conceivable that 
the assessment by different healthcare professionals may lead to different 
outcomes (this was also confirmed in the forum discussions: see chapter 7 
professionals’ perceptions), all the more so since there are no procedures 
or guidelines available. 

 
a  Other possible grounds for criminal liability are the violation of professional 

secrecy (Art. 458 of the Belgian Criminal Code) if a healthcare professional 
unlawfully allows the substitute decision-maker to decide and thus to pass on 
secret information to a third party, or a violation of the duty to provide 
assistance (Art. 422bis of the Belgian Criminal Code) see C. ROMMELAERE, 
Trouble mental et capacité : de l’évaluation médicale au soutien social, Pour 
un repositionnement du curseur entre autonomie et protection, 236-237 

b  For other possibilities of criminal liability due to negligence (art. 422bis 
Belgian Criminal Code) see C. ROMMELAERE, Trouble mental et capacité : 
de l’évaluation médicale au soutien social, Pour un repositionnement du 
curseur entre autonomie et protection, 235. 

c  Art. 458 and 458bis Belgian Criminal Code, art. 1382 Belgian Civil Code, art. 
25 Belgian Code of Ethics of Physicians www.ordomedic.be  

For a successful preventive approach, it is of great importance that a quick, 
low-threshold and inexpensive procedure for contestation is available.e 
Although in principle (unless for a claim in criminal liability) it is possible to 
bring a claim before the Justice of the Peace (art. 1247 Belgian Judicial 
Code), which may be a claim in summary proceedings to temporarily 
'preserve' the rights of the patient, the patient’s rights ombudsmanf may also 
play a more accessible role by offering a solution via mediation between the 
patient (and/or their relatives) and the healthcare professional (art. 14 § 5 
patients’ rights law). 

  

d  C. ROMMELAERE, Trouble mental et capacité : de l’évaluation médicale au 
soutien social, Pour un repositionnement du curseur entre autonomie et 
protection, 237. 

e  F. SWENNEN, Geestesgestoorden in het Burgerlijk Recht, 562-563; Dute J. 
“Should Substituted Decision-making Be Abolished?” Eur J Health Law 2015, 
315-20. 

f  Each hospital must have an ombudsman and for complaints against ambulant 
healthcare professionals, a federal ombudsman service on patient’s rights 
has been set up; see art. 11 and 17, 3° patients’ rights law and 
https://www.health.belgium.be/nl/de-federale-ombudsdienst-rechten-van-de-
patient. 
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Key points regarding the interpretation and assessment of decisional 
capacity in the law 

• Decisional capacity is a crucial element in the patients’ rights 
law for determining who exercises the patient’s rights: the 
patient or their substitute decision-maker. It also determines the 
legality of the healthcare professional's intervention. 

• The law gives no interpretation of the following: 
o what exactly does decisional capacity entail (approaches, 

criteria, etc.); 
o when, or for which situations/decisions, a formal evaluation 

of decisional capacity must take place; 
o criteria for assessing decisional capacity (conditions, 

assessment elements, etc.); 
o the manner (procedures, tests, etc.) in which decisional 

capacity must be assessed. 

• Decisional capacity differs from legal capacity. Legal capacity is 
the formal right to hold and to exercise rights and duties. It is a 
legal determination made by a judge in court. Decisional 
capacity refers to the decision-making skills and competencies 
of a person (in particular for healthcare related decisions). 

• Every adult is presumed to have decisional capacity until proven 
otherwise. 

• A functional approach to decisional capacity is derived from the 
patients’ rights law. This means that, in concrete terms, a 
patient's decisional capacity is assessed on a case-by-case 
basis, depending on the specific decision to be made and the 
context. As a result, a mentally ill or demented patient is not 
automatically considered to have no decisional capacity.  

• Decisional capacity must be assessed for each medical 
intervention (even if this is often implicit in practice). An 

explicit/formal assessment of decisional capacity is only 
necessary if there is sufficient reason to formally examine 
decisional capacity and if the advantages of such an 
examination outweigh the disadvantages. It is part of the 
professional autonomy of the healthcare provider to decide 
when such an assessment is required. 

• An all-or-nothing principle applies to the assessment of the 
decisional capacity with regard to a specific decision: either the 
patient is capable of making the decision himself or not (and the 
patient has a substitute decision-maker). It does provide for the 
figure of the patient's chosen trusted person, who may provide 
assistance to the patient (e.g. to assist the patient in 
understanding information). However, the trusted person may 
not decide for the patient. 

• The healthcare professional who is confronted with the patient 
judges the patient's decisional capacity in matters that fall within 
their legal capacity. The patients’ rights law does not require 
assessment by or consultation with a multidisciplinary team. 
However, if a healthcare professional has doubts about their 
ability to assess a person's decisional capacity, or if the 
situation is very difficult, a second opinion can be sought from 
another healthcare professional, or a referral could be made to 
another healthcare professional-specialist (e.g. a psychiatrist) 
for the assessment of the patient’s decisional capacity.  

• It is recommended that the healthcare professional discusses 
with the patient (or his substitute decision-maker) why the 
patient is not considered capacitated for a certain decision and 
motivates this in the patient file. 
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6.4 Part 2 - Consequences of decisional incapacity: 
substitute decision-making in the exercise of patient’s 
rights 

The patients’ rights law applies an "all or nothing" principle with regard to a 
certain decision: the patient is either capacitated or incapacitated to 
exercise a certain patient right. The determination of "decisional 
incapacity" means that the patient will be substituted and that the patient’s 
rights are exercised by another person (see Table 6).  

The law does stipulate that the restriction of rights due to decisional 
incapacity must be as limited as possible. Patients must therefore have a 
substitute decision-maker insofar and for as long as they are unable to 
exercise their rights themselves (art. 14 § 1 patients’ rights law). If a patient 
is temporarily incapacitated, one should, as far as possible, try to 
postpone the decision until the patient is able to personally decide 
again.a  

Moreover, as mentioned above, it is also provided that the incapacitated 
patient shall be involved in the exercise of their rights as much as 
possible and in proportion to his understanding (art. 13 § 2 and art. 14 
§ 3 patients’ rights law). It is not clarified what exactly is meant by 'involving 
the patient' and to what extent the opinion or the behavior of the patient must 
still be taken into account (see further on 'an act by which a patient appears 
to oppose a treatment' 6.4.3).  

 
a  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 

701, nr. 1271; F. SWENNEN, Geestesgestoorden in het burgerlijk recht, 521. 
en 587 (exceptiebeginsel); M.N. VEYS, De Wet Patiëntenrechten in de 
psychiatrie, 90. 

b  M. SCHOONACKER, De wet op de patiëntenrechten: Kennis, toepassing en 
attitudes bij beroepsbeoefenaars, 92. 

c  M. SCHOONACKER, De wet op de patiëntenrechten: Kennis, toepassing en 
attitudes bij beroepsbeoefenaars, 74 en 92;D.P. ENGBERTS, Met permissie. 

Although, in principle, the substitute decision-maker ‘must' intervene for 
every healthcare intervention for which the patient has been found to be 
incapacitated (art. 14 patients’ rights law), this does not always appear to be 
the case in practice. Schoonacker's survey of a selection of physicians and 
nurses (and the patient interviews conducted within the context of this study) 
shows that many physicians only involve the substitute decision-maker in 
drastic (treatment) interventions.b Nurses more often indicated that they 
involve the substitute decision-maker in every decision. The interviews with 
patients in this study also showed that decisions regarding incapacitated 
patients are often taken by the healthcare professional instead of contacting 
the substitute decision-maker (e.g. decision on the medication for psychiatric 
patients). In practice, physicians often make decisions themselves because 
there is a conflict among the relatives or because they feel that they are best 
placed to assess the patient's care needs.c However, a physician’s decision 
without the consent of the substitute decision-maker may give rise to (civil, 
criminal or disciplinary) liability for lack of informed consent.d  

In principle, a physician may only deviate from the substitute decision-
maker’s decision if the latter refuses life-saving treatment or takes a decision 
that would seriously harm the patient's health. In this case, the physician 
may deviate from this decision after multidisciplinary consultation and thus 
legally decide to start treatment without the consent of the substitute 
decision-maker (art. 15 § 2 patients’ rights law). However, if the decision is 
taken by a substitute decision-maker personally appointed by the patient in 
a written advance directive, the physician may only derogate from this 
decision insofar as the substitute decision-maker cannot invoke the patient's 
will, e.g. on the basis of a verbal statement of will confirmed by witnesses, 

Morele argumentaties inzake het toestemmingsbeginsel bij de 
totsTANdkoming van de Wet Geneeskundige Behandelings-Overeenkomst, 
Deventer, Kluwer, 1997, 228, 241 en 245 (de arts bekleedt een centrale rol 
in de driehoeksverhouding); S. WELIE, Criteria for assessment of patient 
competence. A conceptual analysis from the legal, psychological and ethical 
perspectives, 195. 

d  C. LEMMENS, “De handelings- en wilsonbekwamen”, 945, nr. 1939. 
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an audio or video recording, etc.a According to legal doctrine, the physician 
must also take into account the elements presented by a substitute decision-
maker who has not been appointed by the patient in a written advance 
directiveb (for the distinction between the various types of substitute 
decision-makers, see 6.4.1).  

6.4.1 Who is the substitute decision-maker in charge of exercising 
patient’s rights? 

Substitute decision-making can be done by a person appointed by the 
patient themselves (substitute decision-maker appointed in writing). If there 
is no such person or if the appointed person does not wish to act, the patient 
is substituted by an administrator appointed by the judge. If no administrator 
has been appointed either (administration of the person with the necessary 
authority), the cascade system provided for by the law must be invoked (art. 
14 § 2 and 3 patients’ rights law), whereby a substitute decision-maker is 
sought within the family circle in a cascaded manner. If such a substitute 
decision-maker cannot be found or does not wish to act, it is ultimately the 
healthcare professional concerned who acts as the persons representing 
the patient's interest.  

Table 6 – Systems of substitute decision-making/assistance of 
incapacitated patients when exercising patient’s rights 

If a person is incapacitated of exercising their patient’s rights, a 
substitute decision-maker must act in lieu of the incapacitated 
patient. We list the possible types of substitute decision-makers 
here below. Only one person from this list can act as a substitute 
decision-maker, provided that person is the highest ranking and 
effectively wishes to act: 

 
a  Wetsontwerp 19 februari 2002 betreffende de rechten van de patiënt, Parl. 

St. Kamer 2001-02, nr. 1641/001 46-47. 
b  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 

nr. 1312. 

1. At any time in their lives, capacitated persons can record in 
writing (written advance directive or authorization) who will 
exercise their patient’s rights when they no longer have 
decisional capacity. This can be anyone. If the patient has 
personally appointed a substitute decision-maker in the past 
(substitute decision-maker appointed in writing) and if this 
person is prepared to take on this task, then this substitute 
decision-maker shall exercise the rights of the incapacitated 
patient.  

2. If there is no substitute decision-maker appointed in writing or 
if this person is not willing to take on this task, an administrator 
of the person, if any, appointed by the justice of the peace will 
take on this task of substitute decision-making. If, however, the 
protected person is found capacitated by the healthcare 
professional to make a certain decision, the patient may 
personally exercise their patient’s right(s), even if the justice of 
the peace has given authority to the administrator to exercise 
the patient’s rights. Indeed, according to the law, this power is 
limited to the case where the patient can no longer personally 
exercise these rights. Thus, the healthcare professional always 
has the last word on the assessment of decisional capacity. 

3. If no substitute decision-maker appointed in writing or 
administrator has been appointed, one has to fall back to the 
cascade system as laid out in the patients’ rights law according 
to which a ranking has been determined between family 
members/next of kin who qualify as substitute decision-makers. 
First in rank is the cohabiting spouse, the legally cohabiting 
partner or the de facto cohabiting partnerc. If the partner does 
not wish to act as a substitute decision-maker or if there is no 

c  On the notion of ‘partner’, see C. LEMMENS, “De Handelings- en 
wilsonbekwamen”, 947, nr. 1944 ev. 
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partner, an adult child is next in rank. If there is no adult child or 
if the adult child does not wish to act as substitute decision-
maker, the patient’s rights are exercised by a parent. If there is 
no parent or if the parent does not wish to act as substitute 
decision-maker, an adult brother or sister is next in rank. If there 
is no adult brother or sister, the physician concerned shall 
represent the interests of the patient, as the case may be after 
multidisciplinary consult. This is also the case when there is a 
conflict between several persons of the same rank (e.g. several 
adult children wish to take on the role of substitute decision-
maker). 

6.4.1.1 The substitute decision-maker appointed in writing 
Capacitated patients may themselves designate in advance a person of their 
choice who will exercise their patient’s rights in the event that they are no 
longer able to do so. The appointment of this "appointed substitute decision-
maker" must be done by means of a written mandate, dated and signed by 
the patient and the substitute decision-maker (art. 14 § 1 patients’ rights 
law). This can be done in a separate advance directive limited to the 
designation of the substitute decision-maker, but can also be done as part 
of a broader advance directive or through a power of attorney for care 
(‘zorgvolmacht’ - see 6.4.1.2). This is a special mandate that specifically 
relates to the patient's health. This special mandate must show that the 
substitute decision-maker has agreed to the mandate given to them. As 
soon as a capacitated adult has appointed a substitute decision-maker in 
accordance with the stipulated procedure, this person will act when the 

 
a  Wetsontwerp 19 februari 2002 betreffende de rechten van de patiënt, Parl. 

St. Kamer 2001-02, nr. 1641/001, 42. 
b  A power of attorney for care is an agreement, namely a 'mandate' through 

which a person (the trustor) gives power of attorney to another person or 
persons (the trustee) to perform certain acts in their place. A power of attorney 
for care is a specific form of mandate. The specific purpose of a power of 
attorney for care is to organise extrajudicial protection in the event that the 

healthcare professional has established that the patient is found 
incapacitated, unless the mandate was revoked by the patient while the 
latter was still capacitated. To prevent the patient from revoking the mandate 
in a moment of incapacity or to prevent the patient from being unprotected, 
should the substitute decision-maker revoke the mandate unilaterally, it is 
provided that the revocation must take place in the form of a dated document 
signed by the patient (art. 14 § 1, 2nd section patients’ rights law). In order to 
ensure that the healthcare professional is aware of the mandate at the time 
it is to be exercised, it is recommended that the patient personally takes the 
necessary precautions in advancea. For example, the patient can inform his 
general practitioner that a mandate has been given and where the contract 
is kept, he can carry the mandate with him along with his personal details or 
he can request that the mandate be added to his medical file.b 

6.4.1.2 The administrator 
Substitute decision-making by an administrator is a principle that is 
stipulated in the patients’ rights law, but it is not regulated in concrete terms. 
Substitute decision-making through administration was introduced by the 
law on administration of 17 March 2013 reforming the regulations on 
incapacity and establishing a new protection status consistent with human 
dignityc. Substitute decision-making through administration can be 
broader than the patient’s rights and can also relate to goods or 
financial matters or other rights concerning the person, such as the 
choice of the person’s place of residence. The law on administration 
created a new legal framework for the protection of adult persons who are 
found legally incompetent by a decision of a judge. The various incapacity 
statutes (existing at the time) were harmonized and a general but more 

trustor becomes incapacitated one day. If you lay down in the power of 
attorney for care that the patient’s rights are also exercised by the trustee, 
this person is, in principle, also your substitute decision-maker. See art. 489 
Belgian Civil Code. 

c  Wet van 17 maart 2013 tot hervorming van de regelingen inzake 
onbekwaamheid en tot instelling van een nieuwe beschermingsstatus die 
strookt met de menselijke waardigheid, B.S. 14 juni 2013. 
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tailor-made status (as to time and powers) was developed. Before we 
explore this new legal frame, it is necessary to recall the difference between 
legal capacity and decisional capacitya (see supra). Legal capacity is the 
formal right to hold and to exercise rights and duties. It is a legal 
determination made by a judge in court. Decisional capacity refers to the 
decision-making skills and competencies of a person (in particular for 
healthcare related decisions). 

An important innovation in the law of 17 March 2013 is the distinction 
between the extrajudicial (mandate)b and judicial protection. A power of 
attorney for care is a specific form of mandate. It is an agreement through 
which a person (the trustor) gives power of attorney to another person or 
persons (the trustee) to perform certain acts in their place. The specific 
purpose of a power of attorney for care is to organize extrajudicial protection 
in the event that the trustor becomes incapacitated one day. In practice, 
powers of attorney for care often relate to a person’s property law interests. 
However, since March 2019, one can also arrange personal care decisions 
in a power of attorney for care.c If the power of attorney for care stipulates 
that patient’s rights are also exercised by the trustee, the latter also becomes 
in principle the trustor’s substitute decision-maker. The power of attorney for 
care is registered in the 'central register for mandates' to which only the 
notary has access.  

The court can order judicial measures for people who, due to their state of 
health, are wholly or partly incapable of looking after their interests (art. 
488/1 Belgian Civil Code) or for squanderers (art. 488/2 Belgian Civil Code). 
The former different statuses of incompetence (judicial declaration of 
incapacity, extended minority, provisional administration of property and 
assistance by a judicial counselor) have been transformed into one status, 
the administration. This new status can relate both to the person (e.g. 

 
a  On the distinction between decisional capacity and legal competence see F. 

SWENNEN, Personenrecht in kort bestek, Antwerpen, Intersentia, 2005, 83. 
b  Art. 489 Belgian Civil Code. 

exercising patient’s rights) and to the property (e.g. buying a house) of 
the protected person. An adult person can thus be placed under 
administration by the justice of the peace if and insofar as the protection of 
their interests so requires, because the person is wholly or partly, albeit 
temporarily, unable to adequately supervise their proprietary or 
nonproprietary interests themselves without assistance, due to their state of 
health. The concept of state of health has not been defined, but according 
to the parliamentary preparatory documents, advanced age, physical 
disability or substance abuse can never in itself justify the appointment of an 
administrator.d  

The guiding principle of the new rules on administration is the assumption 
of legal capacity. It is no longer assumed that certain diagnostic groups are 
by definition incompetent. If the justice of the peace declares the person to 
be legally incompetent, the justice of the peace will also have to explicitly 
determine for which acts the person concerned is incompetent. For those 
actions for which the judge has not given an explicit ruling, the person 
remains legally competent. In his judgment, the justice of the peace will have 
to take into account the personal circumstances of the protected person and 
their state of health. The protection measures must be determined according 
to the concrete protection needs of the person and may not go beyond what 
is strictly necessary. A number of highly personalized acts (specified in 
497/2 of the Belgian Civil Code), including euthanasia and abortion, are not 
subject to assistance (see further) or substitute decision-making.  

c  Art. 6 wet van 21 december 2018 houdende diverse bepalingen betreffende 
justitie, B.S. 10 maart 2019. 

d  Wetsvoorstel van 11 januari 2011 tot invoering van een globaal 
beschermingsstatuut voor meerderjarige wilsonbekwame personen, Parl. St. 
Kamer 2010 – 11, nr. 1009/001, 33. 
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A protected person shall either receive assistancea or be substitutedb 
by an administrator. When a protected person receives assistance, the 
protected person personally performs the acts for which he has been 
declared incompetent. This is not done independently but with the 
assistance of the administrator. Under the regime of substitute decision-
making, the protected person cannot act independently and the substitute 
decision-maker decides in lieu of the protected person.  

The person to be protected may already have indicated in an advance 
directive who will be their administrator, should the justice of the peace order 
a judicial protection measure. If this is not the case, the legislator prefers to 
choose an administrator who is a family member (art. 496/3 of the Belgian 
Civil Code) rather than a professional one (e.g. a lawyer).  

The administration can be requested by the person to be protected 
themselves, their family or another interested party (e.g. a neighbor, a 
caretaker or a social worker), or the public prosecutor. In addition, in a 
number of cases (observation in a nursing facility, detention, etc.) the judge 
may take a measure on their own initiative.c  

 
a  Assisance (bijstand) is defined in article 494 of the Belgian Civil Code: the 

actions of the administrator to complete the legal validity of an act performed 
by the protected person himself. 

b  Substitute decision-making (vertegenwoordiging) is defined in art. 492 of the 
Belgian Civil Code as: the actions of the administrator in the name of and 
on behalf of the protected person. 

c  K. ROTTHIER, “Wie kan worden beschermd? Ontvankelijkheid en 
vormvoorwaarden”, in K. ROTTHIER, T. WUYTS, E. VAN DEN EEDEN, J. 
BOGEART, Handboek bescherming wilsonbekwamen. Zorgvolmacht en 
bewind na de wet van 21 december 2018, Mechelen, Wolters Kluwer, 2020,  
22-24. 

d  Wet van 21 december 2018 houdende diverse bepalingen betreffende 
justitie, B.S. 31 december 2018. 

e  Art. 14 § 1, lid 1 Wet Patiëntenrechten; F. SWENNEN, ‘De meerderjarige 
beschermde personen”, R.W. 2013-14, 623; G. Verschelden, 

When the justice of the peace pronounces a protective measure regarding 
personal rights, such as the exercise of patient’s rights, the judge will only 
decide (since the 2018 amendment of the lawd) on the competence of the 
administrator (i.e. for which cases exactly the administrator may act) to 
exercise the patient’s rights in case the protected person cannot personally 
exercise these rights and thus not on the actual capacity of the person (art. 
492/1, § 1, paragraph 4 Belgian Civil Code). Consequently, it is the 
healthcare professional who will decide whether the patient is competent to 
exercise their patient’s rights, such as giving informed consent to treatment.e 
This means that anyone who has decisional capacity can personally 
and independently exercise their patient’s rights, even if the justice of 
the peace has given an administrator the power to exercise patient’s 
rights. The actual capacities of the patient apply at the time of exercising 
their rights or taking a decision.f As far as the exercise of patient’s rights is 
concerned, the distinction between legal capacity and decisional capacity is 
therefore becoming increasingly less important.g  

For patients who have been judged incapacitated, the regulation of 
substitute decision-making as set out in Table 6 applies. Therefore, if the 

“Onbekwaamheid – De persoon” in P. SENAEVE, F. SWENNEN en G. 
VERSCHELDEN (eds.), Meerderjarige beschermde personen, Brugge, die 
Keure, 2014, 65, 127 e.v. 

f  Art. 14 § 1 Patiëntenrechtenwet; Wetsvoorstel van 11 januari 2011 tot 
invoering van een globaal beschermingsstatuut voor meerderjarige 
wilsonbekwame personen, Parl. St. Kamer 2010 – 11, nr. 1009/001, 71. 
Advies RvS 12 oktober 2011, Parl. St. Kamer 2011-12, nr. 1009/003, 51 en 
Verslag C. Brotocorne en S. Van Hecke 16 juli 2012, Parl. St. Kamer 2011-
12, nr. 1009/010, 23; Art. 14, § 1, lid 1 en § 2 wet van 22 augustus 2002 
betreffende de rechten van de patiënt, B.S. 26 september 2002; art. 214 en 
215 wet van 17 maart 2013 tot hervorming van de regelingen inzake 
onbekwaamheid en tot instelling van een nieuwe beschermingsstatus die 
strookt met de menselijke waardigheid, BS 14 juni 2013. 

g  C. LEMMENS, “De Handelings- en wilsonbekwamen”, 820. 

https://jura.kluwer.be/secure/documentview.aspx?id=dn300221167&bron=doc
https://jura.kluwer.be/secure/documentview.aspx?id=dn300221167&bron=doc
https://jura.kluwer.be/secure/documentview.aspx?id=dn300221167&bron=doc
https://jura.kluwer.be/secure/documentview.aspx?id=dn300221167&bron=doc
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patient has not appointed a substitute decision-maker in writing, one can in 
principle fall back on the cascade system (zie 6.4.1.3). Hence, the question 
arises when it makes sense to appoint a (professional) administrator for the 
exercise of the patient's rights. According to Rommelaere, this depends on 
the social network surrounding the person.a If a social network is present 
(e.g. partner, parent, brother, sister, child), it is appropriate to let the cascade 
system of the Patient’s rights Act do its work. If there is no such network, it 
is better to appoint a professional administrator. A professional administrator 
can also be a good option when there is disagreement about who will 
represent the patient (e.g. different children wish to do so) or when there are 
major disagreements within a family about the decisions of a substitute 
decision-maker appointed according to the cascade system.b  

In 2016, the Vlaams Patiëntenplatform (VPP) conducted a survey among 
professionals from the residential care and mental healthcare sectors on 
how this new law was applied in practice.c The main conclusions were that 
the justices of the peace usually appoint a professional administrator and 
that the administration is most often put in place for the goods, although the 
justices of the peace often almost automatically award the administration for 
all possible items instead of working on a tailor-made basis. The VPP also 
formulated a number of recommendations to eliminate the main bottlenecks. 
For instance, it is advocated that the general population, but especially older 
persons and patients with mental health problems, should be made aware 
of the possibilities of a mandate or of the possibility of drawing up a prior 
declaration to express their preference as to who the administrator will be. 
Candidate administrators should be trained on the law. Judges should also 

 
a  C. ROMMELAERE, Trouble mental et capacité : de l’évaluation médicale au 

soutien social, Pour un repositionnement du curseur entre autonomie et 
protection, 72. 

b  C. LEMMENS, “Het belang van de vertegenwoordiging”, 13. 
c  Vlaams Patiëntenplatform en Opgang, Bevraging: ervaringen met het nieuwe 

beschermingsstatuut bij wilsonbekwaamheid, 2016, VPP Bevraging 
beschermingsstatuut - resultaten - definitief.pdf 

be trained on the target group and its context and the impact of 
administration on the person.d  

6.4.1.3 The substitute decision-maker according to the cascade 
system 

The patients’ rights law provides for a cascade system in which a substitute 
decision-maker is sought in a cascaded manner, if no written substitute 
decision-maker or administrator has been appointed (art. 14 patients’ rights 
law). The cascade system thus contains an order of precedence: the person 
who is listed in first rank is the first to be considered as substitute decision-
maker. Only if there is no person in that rank or if this person does not wish 
to act, the person next in rank is to be considered. 

First in rank is the cohabiting spouse, the legally cohabiting partner or the 
de facto cohabiting partner.e If the partner does not wish to act as a 
substitute decision-maker or if there is no partner, an adult child of the 
patient is next in rank. If there is no adult child or if the adult child does not 
wish to act as substitute decision-maker, the patient’s rights are exercised 
by a parent of the patient. If there is no parent or if the parent does not wish 
to act as substitute decision-maker, an adult brother or sister of the patient 
is next in rank. If none of the aforementioned categories is present or if there 
is a conflict, the healthcare professional must represent the interests of the 
patient, after multidisciplinary consultation, where appropriate (art. 14, § 3, 
Patients’ rights law). Some legal doctrine states that substitute decision-

d  Voor de volledige lijst van aanbevelingen zie: Vlaams Patiëntenplatform en 
Opgang, Bevraging: ervaringen met het nieuwe beschermingsstatuut bij 
wilsonbekwaamheid, 2016,  13. 
https://cdn.nimbu.io/s/csxg2ov/channelentries/jo4gi5e/files/2016.10%20Bevr
aging%20beschermingsstatuut%20-%20resultaten%20-
%20definitief.pdf?ar4e89j 

e  On the notion of ‘partner’, see C. LEMMENS, “De handelings- en 
wilsonbekwamen”, 947, nr. 1944 ev. 

file://srvfas4.yourict.net/KCE_studies/1.03.HSR/2018-11_HSR_Incapacity_Criteria/2%20Research/04%20Search%20for%20Evidence/2%20Library/Belgi%C3%83%C2%AB/VPP%20Bevraging%20beschermingsstatuut%20-%20resultaten%20-%20definitief.pdf
file://srvfas4.yourict.net/KCE_studies/1.03.HSR/2018-11_HSR_Incapacity_Criteria/2%20Research/04%20Search%20for%20Evidence/2%20Library/Belgi%C3%83%C2%AB/VPP%20Bevraging%20beschermingsstatuut%20-%20resultaten%20-%20definitief.pdf
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makers of the same rank are equally competent.a Conflicts may then arise, 
for example, between different children who do not agree on the healthcare 
to be provided to their parent. Other legal doctrines state that only one 
person of the same rank can be competent to act as a substitute decision-
maker.b In that case, there may be a conflict on who gets to be the substitute 
decision-maker. There is also discussion as to whether it is up to the 
healthcare professional to choose the substitute decision-maker.c The 
healthcare professional could file a request with the justice of the peace to 
appoint an administrator in charge of exercising the patient’s rights.  

Finally, it may also be noted that the list of substitute decision-makers 
provided for in the patients’ rights law is limited. There is no place for people 
from the patient's informal network (e.g. friends). Unless the patient had 
designated the person in question by means of an advance directive (see 
below), these people cannot act as substitute decision-maker. In this 
context, Lemmens argues for extending the list with a category of persons 
with whom the patient has a special affective bond.d This category of 
persons should precede the ‘physician who acts as the person representing 
the patient's interest’.  

 
a  T. GOFFIN, De professionele autonomie van de arts. De rechtspositie van de 

arts in de arts- patiëntrelatie, Brugge, Die Keure, 2011, 350; H. NYS, 
Geneeskunde. Recht en medisch handelen, Mechelen, Kluwer, 2015, 156. 

b  C. LEMMENS, “De handelings- en wilsonbekwamen”, nr. 1954. 
c  Ibid.  
d  C. LEMMENS, Voorafgaande wilsverklaringen met betrekking tot het 

levenseinde, nr. 1108. 
e  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 

711 – 720; C. LEMMENS, “Het belang van de vertegenwoordiging”, 29 e.v. 

6.4.2 How should a substitute decision-maker decide when 
exercising patient’s rights? 

In addition to the question of who can act as a substitute decision-maker for 
an incapacitated patient, the question arises of how exactly that substitute 
decision-maker should make decisions on behalf of the incapacitated 
patient. 

The patients’ rights law does not say anything about this. Consequently, we 
have to fall back on what was said about this during the parliamentary 
preparations, as well as what Belgian and foreign (legal) literature writes on 
the subject. 

Here too, a cascade system can be discerned, more specifically a cascade 
system of substitute decision-making standards.e When making a decision, 
the substitute decision-maker must first be guided by what the patient 
would have wanted f; this is the subjective or autonomy standard. This 
means that the substitute decision-maker must first act in accordance with 
the patient's explicit will, as expressed when they were still capacitated. An 
explicit will can be a written advance directive (see 6.6), a verbal declaration 
of will confirmed by witnesses or a video recording.g If the patient’s explicit 
will is unknown, it must be ascertained whether, on the basis of the patient's 
outlook on life and life values, it is possible to determine what the patient 
personally would have decided if they were still capacitated (substituted 
judgment standard). To this end, the substitute decision-maker can rely on 

f  Wetsontwerp 19 februari 2002 betreffende de rechten van de patiënt, Parl. 
St. Kamer 2001-02, nr. 1641/001, 46; See also ook: verslag S. BECQ en G. 
UYTTERSPROT van 30 november 2018, Parl.St. Kamer 2018-19, nr. 
3303/008, 21 (if the patient is incapacitated, it is essential to know the person, 
their outlook on life, convictions, etc.) 

g  C. LEMMENS, “De handelings- en wilsonbekwamen”, 966, nr. 1975; 
Wetontwerp betreffende de rechten van de patiënt, MvT, Parl. St. Kamer 
2001-02, 1642/001, 47. 
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the patient's past reactions to the treatment of others, the patient's 
philosophical or religious and moral convictions, the patient's lifestyle, etc.a 
If this information is also lacking, a decision must be taken in the (objective 
medical) interest of the patient. This is the standard of the patient's best 
interest. The advantages and disadvantages of a treatment must be 
weighed up case by case on the basis of more objective elements, such as 
alleviation of suffering, the risks and side-effects of a treatment, patient 
comfort, etc.b It has already been mentioned above that the legislator has 
assigned a ‘supervisory role’ to the physician concerned, in that he can 
deviate from the substitute decision -maker’s decision (unless it concerns a 
substitute decision-maker appointed in writing) if the latter takes a decision 
that is life-threatening or seriously detrimental to the patient's health. This 
must be done in multidisciplinary consultation and notes must also be made 
in the patient's file to ensure transparency (art. 15 §§ 2 and 3 patients’ rights 
law).  

6.4.3 The value of action through which an incapacitated patient 
appears to oppose treatment. 

In practice, it may happen that an incapacitated patient undertakes an action 
through which they seem to oppose the substitute decision-maker’s 
decision with respect to patient’s rights. For example, a patient suffering 
from dementia may repeatedly oppose tube feeding by disconnecting the 
feeding tube although the substitute decision-maker agrees to this 
treatment.  

 
a  C. LEMMENS, “De handelings- en wilsonbekwamen”, 967, nr. 1976. 
b  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 

nr. 1311, F. SWENNEN, Geestesgestoorden in het burgerlijk recht, 651-652. 
c  Art. 8, 1° of the law on clincial trials on human persons does stipulate that the 

explicit will of the participant who can form an opinion and assess the 
information to not or no longer participate in a clincial trial is examined and 
respected by the researcher.  

Such (possible) opposition by an incapacitated patient is not explicitly 
regulated by Belgian law.c The patients’ rights law only provides that the 
incapacitated patient must be involved in the exercise of their rights as much 
as possible and in proportion to their capacity to understand.d However, it is 
not clear how this must be interpreted in practice. In the (mainly American) 
jurisdiction cited by Delbeke, it appears that courts take different approaches 
to dealing with the opposition of incapacitated patients with respect to 
healthcare decisions, ranging from courts that consider the expression of 
the will of the incapacitated patient to be an important factor, to courts that 
do not take it into consideration at all.e Swennenf states that opposition 
specifically directed against a treatment, is always capacitated opposition. 
However, Opgenhaffen rightly observes that it is difficult to determine when 
opposition is directed against the treatment and when it concerns a purely 
negative reaction due to the unpleasant nature of the treatment (e.g. 
disconnection of a tube because one does not want tube feeding >< 
because the tube irritates).g  

Some legal doctrine indicates that the value of the opposition depends on 
contextual elements. Delbeke refers to possible positive consequences of 
acting against opposition (what is the severity of the consequences of not 
initiating the treatment), the degree of decisional incapacity, the extent to 
which coercion is necessary for the execution of the treatment, and the 

d  Art. 14 § 4 patients’ rights law; art. 18 Code van Geneeskundige Plichtenleer, 
www.ordomedic.be; G. GENICOT, Droit médical et biomédical, Brussel, 
Larcier, 2016, 266. 

e  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 
721. 

f  F. SWENNEN, Geestesgestoorden in het burgerlijk recht, 652-653. 
g  T. OPGENHAFFEN, Vrijheidsbeperkingen in de zorg, nr. 315. 
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existence of an advance directive to which the patient opposes.a Lemmens 
takes into account the degree of decisional incapacity, the manner of 
opposition, the nature and scope of a treatment and the consequences of 
respecting opposition.b  

Schoonacker's research among physicians and nurses shows that, in 
practice, in case of opposition by an incapacitated patient (when the 
substitute decision-maker’s consent has been obtained), they usually 
debate until mutual agreement is reached or follow what is considered the 
best course of action from a medical point of view.c 

Since 2018, the Netherlands has adopted legislationd that builds in legal 
safeguards to make treatments that go against the will of a care user with a 
psychogeriatric condition (such as dementia) or an intellectual disability 
more foreseeable and verifiable. The Dutch care and coercion law is 
intended to prevent the restriction of freedom and compulsory treatment and 
is based on a graduated care model via a step-by-step plane ensuring that 
all possibilities for voluntary care are considered. If it is not possible to find 
a voluntary alternative to involuntary care, more expertise is brought in to 
assist (e.g. a geriatric specialist, psychologist, psychiatrist or nurse). If no 
suitable solution is found, caregivers determine what involuntary care is 
needed and for how long. They write this down in the care plan. Prolonged 
involuntary care must always be evaluated by experts. There is also the 

 
a  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 

726. 
b  C. LEMMENS, Voorafgaande wilsverklaringen met betrekking tot het 

levenseinde, 703-308. 
c  M. SCHOONACKER, De wet op de patiëntenrechten: Kennis, toepassing en 

attitudes bij beroepsbeoefenaars,  94. 
d  Wet van 24 januari 2018, houdende regels ten aanzien van zorg en dwang 

voor personen met een psychogeriatrische aandoening of een verstandelijke 
handicap (Wet zorg en dwang psychogeriatrische en verstandelijk 
gehandicapte cliënten) https://wetten.overheid.nl/BWBR0005700/2018-08-
01 en Besluit zorg en dwang psychogeriatrische en verstandelijk 

Dutch compulsory mental care lawf for people whose mental disorder leads 
to behavior that causes serious harm (danger) to themselves or others (see 
further 6.7.2). Here, too, the aim is to prevent compulsory care (e.g. 
administering medication, carrying out medical checks or admission to a 
mental health facility) as much as possible and to provide safeguards, 
should it be necessary.  

6.4.4 Support in case of reduced decisional capacity? 
Although the patients’ rights law is based on an all-or-nothing principle for a 
particular decision, according to which a substitute decision-maker shall act 
to exercise patient’s rights in the case of decisional incapacity, the practice 
looks different. Interviews with persons with early onset dementia (see 
interviews chapter 8) show that they are often in an intermediate phase 
where they decide (in cooperation) with or with support from a family 
member or healthcare professional they trust. This support consists of 
clarifying medical information about the treatment or the diagnosis and 
prognosis, helping the patient to remember the information they need to 
decide on an intervention, going through the various treatment options with 
the associated consequences and possible risks, and 
clarifying/communicating the decision to the healthcare professional. People 
with fluctuating periods of psychiatric disorder, e.g. bipolar disorderg, also 

gehandicapte patiënten https://wetten.overheid.nl/BWBR0042266/2020-05-
01 

e  For the step plan see:  
https://www.vilans.nl/vilans/media/documents/producten/stappenplan- 
wet-zorg-en-dwang.pdf 

f  Wet van 24 januari 2018, houdende regels voor het kunnen verlenen van 
verplichte zorg aan een persoon met een psychische stoornis (Wet verplichte 
geestelijke gezondheidszorg), 
https://wetten.overheid.nl/BWBR0040635/2021-07-01 

g  People with bipolar disorder have impaired decision-making abilities during 
an episode of mania. T. GERGEL & G.S. OWEN, “Fluctuating capacity and 
advance decision-making in bipolar affective disorder – self binding directives 



 

158  Decisional capacity KCE Report 349 

 

indicated that in manic periods they may still be able to decide for 
themselves but with the involvement (intense or not) of a third person who 
assists them in this decision or decides together with them. Patients also 
indicated that, without the support of a next of kin or supporting third party, 
they would remain capacitated for a shorter period and that people without 
a social network and/or such support would probably be considered 
incapacitated more quickly (see chapter 8 on patients’ perceptions).  

As mentioned above, the patients’ rights law provides for a trusted person, 
who can assist the patient with (reduced) decision capacity in exercising a 
number of patient’s rights, but this person cannot, according to the law, 
decide instead of the patient. They can decide together, but it will not be 
sufficient to have a legally valid decision if the patient is still judged to be 
incapacitated. After all, a substitute decision-maker will have to act in that 
case. This person is possibly, but not necessarily, also the trusted person 
(e.g. legally, the partner is the substitute decision-maker, but an adult child 
or a healthcare professional in whom the patient has confidence is always 
involved in the decision). The patients’ rights law seems to assume that only 
one substitute decision-maker can act for the patient, for fear of conflicts 
between the substitute decision-makers.a However, a patient may want to 
choose to authorize more than one substitute decision-maker (e.g. partner 
and adult child). In such a system, it is probably a good choice that the 
healthcare provider turns to just one substitute decision-maker for minor 
interventions instead of all of them.b  

The model according to which a substitute decision-maker exercises the 
patient's rights once a patient has become incapacitated is challenged by 
the Convention on the Rights of Persons with Disabilities and the Committee 

 
and self-determination”, International Journal of Law and Psychiatry 2015, 
92-101. 

a  C. LEMMENS, “De Handelings- en wilsonbekwamen, nrs. 574 e.v. en 954. 
b  C. LEMMENS, “De Handelings- en wilsonbekwamen”, nr. 575. 
c  Art. 1 CRPD: those who have long-term physical, mental, intellectual or 

sensory impairments. 

on the Rights of Persons with Disabilities (see 6.8). This Convention 
suggests supported decision-making as a new approach to decision-making 
in mental healthcare. It rejects the idea of basing legal capacity rights of 
persons with mental disabilitiesc on specific levels of ability, in favor of 
requiring support and accommodation to enable the exercise of capacity. 
One of the implications of this approach is – according to the interpretation 
of the UN Committee - that state parties have the obligation not to permit 
substitute decision-makers to provide consent on behalf of persons with 
disabilities and to replace substitute decision-making regimes by supported 
decision-making.d According to the Committee, “support” is a broad term 
that encompasses both informal and formal support arrangements, of 
varying types and intensity. Support arrangements may consist of choosing 
one or more trusted support persons to assist in the exercise of legal 
capacity for certain types of decisions (e.g. peer support, self-advocacy 
support) without substituting their decision for the person supported; 
Informal arrangements consist of family members or friends voluntarily 
helping the person. Formal support arrangement would entail the 
appointment of a caretaker through a formal act. Formal support can be 
useful when the person lives alone and/or has no social network. Being 
formally appointed also implies that this person can be subjected to regular 
scrutiny by a designated body. Support may also involve advance planning 
(e.g. advance directive) and it may constitute the development and 
recognition of diverse non-conventional methods of communication, 
including non-verbal forms that are made available in the languages/forms 
best understood by them.e While many authors and countries embrace the 
CRPD’s principle aims of promoting autonomy, ensuring equal treatment 
and counteracting discrimination of persons with disabilitiesf, the 

d  General Comment no 1 of the Committee on the Rights of Persons with 
Disabilities on Article 12, 19 mei 2014, UN Doc. CRPD/C/GC/1 (2014), § 26, 
https://undocs.org/en/CRPD/C/GC/1 

e  General Comment no 1 of the Committee on the Rights of Persons with 
Disabilities on Article 12, § 17. 

f  Art. 1 Convention on the Rights of Persons with Disabilities and Optional 
Protocol. 

https://undocs.org/en/CRPD/C/GC/1


 

KCE Report 349 Decisional capacity 159 

 

 

interpretation by the Committee has been widely criticized.a Until now, 
only few countries revised their legislation according to general comment n° 
1 of the Committee and abolished their substitute decision-making models.b 
Yet, several countries have implemented supported decision-making 
regimes or have taken steps in that direction: a.o. “support networks” used 
in Canada and British Columbiac or the “PO Skane” program in Swedend 
(see more details in 6.8) , where a legal mentor or personal ombudsman is 
judicially appointed to assist individuals to make legal decisions (see other 
examples in 6.8). 

In Belgian law, there are few forms of third-party support for a person with 
diminished or fluctuating decisional capacity in the exercise of their patient’s 
rights. As described above, there is the possibility of involving a trusted 
person, although this possibility is limited - as far as consent or refusal in a 

 
a  On ratification of the CRPD, Australia, Canada, France, the Netherlands and 

Norway expressed reservations regarding article 12, declaring their 
understanding that the article allows for substituted decision-making. The 
legal effect of article 12 is modified accordingly in these countries; M.C. 
FREEMAN, K. KOPLAPPA, J. de ALMEIDA, et al. “Reversing hard won 
victories in the name of human rights: a critique of the General Comment on 
Article 12 of the UN Convention on the Rights of Persons with Disabilities”, 
Lancet Psychiatry 2015; 844-50; P.S. APPELBAUM, “Protecting the rights of 
persons with disabilities: an international convention and its problems”, 
Psychiatr Serv 2016, 366-8; M. SCHOLTEN, J. GATHER, “Adverse 
consequences of article 12 of the UN Convention on the Rights of Persons 
with Disabilities for persons with mental disabilities and an alternative way 
forward”, J. Med Ethics 2018, 226-233; J. A. DAWSON, “A realistic approach 
to assessing mental health laws' compliance with the UNCRPD”, Int. J. Law 
Psychiatry 2015, 70-9. 

b  SODIS, Legislative Decree No. 1384 that recognizes and regulates the legal 
capacity of persons with disabilities, www.sodisperu.org ; R. CONSTANTINO, 
“The Flag of Imagination: Peru’s New Reform on Legal Capacity for Persons 
with Intellectual and Psychosocial Disabilities and the Need for New 
Understandings in Private Law”, The Age of Human Rights Journal, 2020, 
155-180; General Assembly of the United Nations, Report of the Special 
Rapporteur on the rights of persons with disabilities, 

medical intervention is concerned - to supporting the decision. Co-decisione, 
in which both the patient and a third person are jointly responsible for the 
decision, is not provided for in Belgian law. However, the law provides that 
in certain cases, an administrator (this is a professional or person from the 
family or social context of the person to be protected, appointed by the 
Justice of the Peace) can assist protected persons, for example in making 
decisions (see 6.4.1.2). The protected person then retains the power to take 
the action himself, but with the assistance of the administrator. This 
assistance is, for instance, possible for granting permission to participate in 
a medical experiment or for granting permission for the removal and 
transplantation of organsf. The detailed rules of the assistance regime are 
determined by the Justice of the Peace.g For example, the assistance may 
consist of the administrator's prior consent to the performance of an act. 
However, no provision is made for the possibility of assistance in exercising 

 A/HRC/37/56, 12 December 2017, §§ 39 et 49; United Nations Human Rights 
Office of the High Commissioner, « UN expert welcomes legal capacity reform 
in Colombia to end guardianship regime », www.ohchr.org, 29 August 2019. 

c  https://www.lco-cdo.org/wp-content/uploads/2015/04/capacity-guardianship-
commissioned-paper-nunnelley.pdf 

d  https://zeroproject.org/practice/pra191502swe-factsheet/; M. JESPERSON, 
« PO-Skåne – a concrete example of supported decision-making », 
Presentation at the OHCHR Symposium on the Human Rights of Persons 
with Psychosocial Disabilities, Brussels, 17 October 2014, 
www.europe.ohchr.org 

e  For an example of co-decision see: Part 4 of the Irish Assisted Decision-
Making (Capacity) Act 2015 
http://www.irishstatutebook.ie/eli/2015/act/64/enacted/en/html 

f  Art .492/1, § 1 B.W.; T. WUYTS, K. ROTTHIER, E. VAN DEN EEDEN en J. 
BOGAERT, Handboek bescherming wilsonbekwamen. Zorgvolmacht en 
bewind na de wet van 21 december 2018, Mechelen, Wolters-Kluwer, 2018, 
nr. 490 en 491. 

g  Art. 498/1 Belgian Civil Code. 

https://zeroproject.org/practice/pra191502swe-factsheet/
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the patient's rights. The law thus provides for a trusted person who offers 
assistance to a person in exercising their patient’s rights at the initiative of 
the person concerned, but the law does not provide for assistance imposed 
by a judge or law to a person with diminished decisional capacity in 
exercising patient’s rights or other personal rights. Nevertheless, this could 
be a solution for people with reduced decisional capacity who have no family 
or social network or where there are conflicts between family members.  

Key points regarding substitute decision-making 

• Every patient with decisional capacity can exercise their own 
patient’s rights independently, even if the justice of the peace 
has given an administrator the power to exercise patient’s rights. 

• Persons who have no decisional capacity are substituted by a 
substitute decision-maker to exercise their patient’s rights. 
Incapacitated patients are substituted to exercise their patient’s 
rights, in order, either by a substitute decision-maker appointed 
by the patient, either by an administrator appointed by the 
justice of the peace or, if none of the above options are available, 
someone from the cascade system stipulated by law. 

• If a patient has a substitute decision-maker, the patient must be 
involved in the exercise of their rights as much as possible and 
in proportion to their understanding. However, the patients’ 
rights law does not address the issue of an incapacitated patient 
who performs an action through which they seem to oppose a 
decision of the substitute decision-maker. 

• If a patient is temporarily incapacitated, one should, as far as 
possible, try to postpone the decision until the patient is able to 
personally decide again. 

 
a  For an extensive and detailed overview of the euthanasia and the law see E. 

DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 

• The substitute decision-maker must, when making a decision, 
first be guided by what the patient would have wanted 
(subjective standard). If the express wish of the patient isn’t 
known, it must be ascertained whether, on the basis of the 
patient's outlook on life and life values, it is possible to 
determine what the patient personally would have decided if they 
were still capacitated (substituted judgment standard). If this is 
not possible, a decision is taken in the patient's best interest 
(best interest standard). 

• The law does not say anything about the value of action by which 
an incapacitated patient appears to oppose treatment. 

6.5 Part 3 –Decisional capacity in specific legislation: the 
examples of euthanasia, organ donation and medical 
experiments 

Some more drastic forms of healthcare such as euthanasia, (participation 
to) medical experiments, organ donation,.. are not contained in the patients’ 
rights law but are included in separate legislation. Since this legislation is 
specific, it takes precedence over the general provisions of the patients’ 
rights law, if there are conflicting provisions. In what follows we illustrate the 
place of decisional capacity in three specific legislations: the legislation 
related to euthanasia, organ donation and participation in medical 
experiments. As only illustration and highlighting of potential 
barriers/incoherence in law is aimed at, we will not go into an in depth 
analysis of possible social and ethical implications of choices that have been 
made or could be made in the future in these specific legislations.a  

Antwerpen, Intersentia, 2012, 1249 p.; for an extensive and detailed overview 
on organ donation/transplantation and the law see N. BROECKX, 
Orgaantransplantatie, Antwerpen, Intersentia, 2018, 1238 p. 
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6.5.1 Decisional capacity and euthanasia 
The Belgian euthanasia lawa enables euthanasia in the event of serious 
incurable (somatic or psychiatric) conditions causing persistent and 
unbearable suffering. A person can request euthanasia through a current 
written request or a prior written euthanasia declaration. A current 
euthanasia request implies that the euthanasia be performed in the near 
future, because at the time of the request, the patient is in a certain 
(incurable and unbearable) state. In an advance euthanasia directive the 
person requests that the euthanasia will be performed if the patient were in 
a certain state of health in the future, when they would no longer be able to 
express their will.  

The euthanasia law does not explicitly prescribe the condition of 
decisional capacity. However, the request for euthanasia can only be valid 
if it has been well-considered (art. 3 § 1, second indent euthanasia law). It 
is remarkable that no clear interpretation has been given of what exactly is 
meant by "well-considered", even though it is a matter of significant interest. 
According to Lemmens, the condition of decisional capacity is evident, 
although not expressly prescribed by the euthanasia law. After all, the 
declarant must understand what they are asking and their request must be 
"well-considered" (overwogen).b It is therefore necessary to assess, for each 

 
a  Wet van 28 mei 2002 betreffende de euthanasie, B.S. 22 juni 2002. 
b  C. LEMMENS, “Voorafgaande zorgplanning en wilsverklaringen met 

betrekking tot het levenseinde. De voorafgaande euthanasieverklaring”, in C. 
LEMMENS, Voorafgaande zorgplanning en wilsverklaringen met betrekking 
tot het levenseinde, Antwerpen, Intersentia, 2013, 131, nr. 98; zie ook E. 
DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, nr. 
323; Also in the Explanatory Memorandum to the legislative proposal 
amending the Law of 28 May 2002 on euthanasia with a view to extending 
the declaration of will for acquired decisional incapacity, it is stated that "The 
Euthanasia Law of 28 May 2002 allows euthanasia for minors with decisional 
capacity (...)”, Parl. St. Kamer 2019-20, 0749/001, 3. 

c  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 
nr. 323. F. SWENNEN, Geestesgestoorden in het burgerlijk recht, 552-560; 

patient, whether the patient has properly understood all the information, 
whether they can apply it to their own situation and whether they fully 
understand the consequences of their decision.c This evaluation can be 
carried out by the executing physician in the case of a current request, but 
not in the case of an advance euthanasia directive, as the physician’s 
presence is not required. However, two witnesses must be present when the 
declaration is drawn up (Art. 4 § 1 euthanasia law). The template euthanasia 
declarationd imposed by law also includes a section that states that "This 
declaration was made freely and knowingly. This is endorsed by the 
signatures of the two witnesses and, where appropriate, the trusted 
person(s)." Although the notion 'knowingly' is not defined, we assume that 
this refers to decisional capacity. Thus, it seems that the legislator 
designates the witnesses as assessors of the decisional capacity. However, 
it is doubtful whether they have the necessary competence to do so.e 
Moreover, euthanasia is a decision with very serious consequences, so the 
competence requirements will be higher compared to a decision with no or 
less serious consequences.f  

Finally, it is important to note that if a person is declared legally incompetent, 
euthanasia is not susceptible to substitute decision-making as it is a 
highly personal matter.g  

Commissie Aanvaardbaarheid Levensbeëindigend handelen, Medisch 
handelen rond het levenseinde bij wilsonbekwame patiënten, 42-56.  

d  https://leif.be/data/Wilsverklaring_euthanasie_06-20.pdf; Royal Decree of 2 
April 2003 establishing the manner in which the declaration of will regarding 
euthanasia is drawn up, reafformed, revised or withdrawn, Belgian Official 
Journal 13 May 2003. 

e  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 
nr. 323. 

f  Ibid., nr. 1947. 
g  Art. 2, 3 en 4 wet van 28 mei 2002 betreffende de euthanasie, B.S. 22 juni 

2002. 

https://leif.be/data/Wilsverklaring_euthanasie_06-20.pdf
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6.5.1.1 Request for euthanasia by a person suffering from 
dementia 

The assessment of decisional capacity is particularly complex in the case of 
patients suffering from dementia.a Given their irreversibly deteriorating 
pathology, which also impairs their decisional capacity, special problems 
arise.  

The application of the euthanasia law to persons with dementia has been 
under discussion for some time. The law does not in itself exclude people 
with dementia, but once the patient is in a more advanced stage of dementia, 
it becomes difficult to comply with the scope of the law.  

A current request for euthanasia is only possible if the person with 
dementia has decisional capacity and legal capacity (both at the time of the 
request and at the time of the execution (Art. 3 § 1 euthanasia law). The 
requirement of decisional capacity will usually still be met when the person 
is in the early stages of dementia. However, often the quality of life will still 
be high and a request for euthanasia is not appropriate at that stage. Once 
a person with dementia reaches a more advanced stage, the requirement of 
decisional capacity can become problematic. The assessment of decisional 
capacity in people with dementia is often no sinecure. After all, the capacity 
of a person with dementia can fluctuate and is gradual. Moreover, the course 
of the disease can be different for each specific disorder causing the 

 
a  For a comprehensive overview on the euthanasia procedure and in general 

on end-of-life care and demented patients, see E. DELBEKE, Juridische 
aspecten van zorgverlening aan het levenseinde, 1017-1100. 

b  Academisch Centrum Huisartsgeneeskunde KULeuven en Expertisecentrum 
Dementie Vlaanderen, Richtlijn diagnostiek van dementie in de 
huisartsenpraktijk 2020 https://www.dementie.be/wp-
content/uploads/2020/01/2020-Richtlijn-dementie-cebam-validated.pdf; 
Federatie Medisch Specialisten, richtlijn diagnostiek dementie 
https://richtlijnendatabase.nl/richtlijn/dementie/diagnostiek_dementie.html 

c  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 
1020-1029. 

dementia (e.g. Alzheimer's disease, vascular dementia, Parkinson's 
disease, etc.b). For Alzheimer's disease, Delbeke argues that in the stages 
of pre-dementia and mild dementia, the presumption of decisional capacity 
applies in full, as the patient usually still has sufficient cognitive capabilities 
to decide independently. However, if there is any doubt, decisional capacity 
must be assessed. In the stage of severe dementia, the patient is no longer 
able to communicate and there is severe memory loss.c As a result, the 
criteria for decisional capacity (see 6.3.2) are no longer met and there is a 
factual suspicion of decisional incapacity. For other forms of dementia, a 
general presumption per stage cannot be used just like that, as the course 
of the dementia cannot be so easily divided into progressive stages.d The 
severity of the consequences of the decision must also be taken into account 
when assessing the decisional capacity of persons with dementia. Thus, 
greater demands will be made on the person's decisional capacity when a 
decision with serious consequences is involved.e The complexity of the 
situation (can the patient process all the information regarding diagnosis, 
treatment and prognosis?) and the patient's familiarity with the situation (any 
previous experiences and own history) also play a role.f Finally, the moment 
at which the patient is assessed is also important. People with dementia 
have good days and bad days, so the aim should be to assess patients as 
much as possible on good days.g  

d  Ibid., 1030. 
e  S. WELIE, Criteria for Assessment of patient competence. A conceptual 

analysis from the legal, psychological and ethical perspectives, 106. 
f  A. VELLINGA, To know or not to be. Development of an instrument to assess 

decision-making capacity of cognitively impaired elderly patients, 2006, 70-
71; A. VELLINGA, J. SMIT, E. VAN LEEUWEN, W. VAN TILBURG en C. 
JONKER, “ De beoordeling van wilsbekwaamheid bij ouderen met en zonder 
cognitieve stoornissen: de vignetmethode nader bekeken”, Tijdschr. 
Gerontol. Geriatr. 2002, 207-211. 

g  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 
1030. 

https://www.dementie.be/wp-content/uploads/2020/01/2020-Richtlijn-dementie-cebam-validated.pdf
https://www.dementie.be/wp-content/uploads/2020/01/2020-Richtlijn-dementie-cebam-validated.pdf
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A capacitated person with dementia can (in the early stages of dementia) 
also make an advance euthanasia declaration. In practice, however, there 
is not always an early diagnosis of dementia.a Moreover, patients who are 
diagnosed with dementia often find it difficult to cope with the confrontation 
of the diagnosis and react with denial, trivialization, rather than thinking 
about advance planning.b An additional problem in drafting an advance 
euthanasia declaration is that its scope is rather limited. A euthanasia 
declaration can only be acted upon when the declarant is suffering from a 
serious and incurable illness caused by accident or disease, and when he is 
in a state of irreversible unconsciousness according to the current state of 

 
a  J. VISSER, “Euthanasie bij beginnende dementie”, Medisch Contact 2009, 

1347; C.M.P.M. HERTOGH, R.M. DROES en M.E. DE BOER, “Dementie sluit 
praten over euthanasie niet uit”, Medisch Contact 2016, 16. 

b  C. HERTOGH, R. DRÖES en M. DE BOER, “Dementie sluit praten over 
euthanasie niet uit’, Medisch Contact 2006, (15) 17. 

c  T. VANSWEEVELT, “De Euthanasiewet: de ultieme bevestiging van het 
zelfbeschikkingsrecht of een gecontroleerde keuzevrijheid?”, T.Gez. 2002-
2003, 260; E. DELBEKE, Juridische aspecten van zorgverlening aan het 
levenseinde, nr. 344 e.v.; G. Génicot, Droit médical et biomédical, 799; W. 
Dijkhoffz, Christelijke mutualiteiten en socialistische mutualiteiten, Je rechten 
als patiënt, Berchem, EPO, 2008, 139. 

d  Adviezen van de Nationale Raad van de Orde van Artsen van 17 november 
2001 betreffende euthanasie en van 22 maart 2003 betreffende palliatieve 
zorg, euthanasie en andere medische beslissingen omtrent het levenseinde, 
www.ordomedic.be; verslag Khattabi en Van Hoof van 4 december 2013, 
Parl.St. Senaat 2013-2014, nr. 5-2170/4, 14; T. VANSWEEVELT, “De 
Euthanasiewet: de ultieme bevestiging van het zelfbeschikkingsrecht of een 
gecontroleerde keuzevrijheid?”, T.Gez. 2002-2003, 260; E. DELBEKE, 
Juridische aspecten van zorgverlening aan het levenseinde, nr. 346; H. NYS, 
“Geneeskunde. Recht en medisch handelen”,  340-341; S. DEFLOOR en H. 
NYS, Dementie en de rechten van de patiënt. Overzicht van de wettelijke 
bepalingen die de levenskwaliteit van personen met dementie en hun 
omgeving beïnvloeden, Brussel, Koning Boudewijnstichting, 2008, 16; H. 
NYS, “Wilsverklaring: wegwijs in de terminologie”, Artsenkrant 9 december 
2016, 22; E. DE KEYSER, “Respect voor het zelfbeschikkingsrecht van de 

medical knowledge (article 4 § 1). This state of irreversible unconsciousness 
only pertains to an irreversible coma and a persistent vegetative statec. 
Since, strictly speaking, a demented patient does not lose consciousness 
and reacts to touch and external stimuli, he does not fulfill this requirement 
and does not fall within the scope of the law.d Several legislative proposals 
have been made to expand the scope of the euthanasia law in this and some 
other respects.e However, at the time of writing this report, the law has not 
yet been amended in this regard. 

A person suffering from dementia can, while still capacitated, draw up a 
negative advance directive in which certain treatments are refused (see 6.4). 

patiënt: gevolgen voor de wet betreffende de euthanasie”, T.Gez. 2005-2006, 
382-383; G. SCHAMPS en M. VAN OVERSTRAETEN, “La loi belge relative 
à l’euthanasie et ses développements” in X (ed.), Liber Amicorum Henri-D. 
Bosly, Brussel, la Charte, 2009, 344-345; W. DIJKHOFFZ, Christelijke 
mutualiteiten en socialistische mutualiteiten, Je rechten als patiënt, Berchem, 
EPO, 2008, 139; R. DESCHEPPER, R. VANDERSTICHELE, F. MORTIER 
EN L. DELIENS, Zorgzaam thuis sterven. Een zorgleidraad voor huisartsen, 
Gent, Academia Press, 2003, 78; W. VAN IJPEREN, E. PEETERS, E. 
DELBEKE e.a., “Euthanasie bij dementerende personen in België en 
Nederland: wat is mogelijk en wat is wenselijk?”, T.v.Gen. 2009, 661; C. 
ROMMELAERE, “Euthanasie des ‘enfants’ et des ‘déments’ … Réflexions sur 
les propositions de loi”, T.Gez. 2013-2014, 89. L. VAN GORP (ed.), Kleur 
geven aan de grijze massa. Ethische vragen over dementie en euthanasie, 
Antwerpen, Garant, 2006, 5. 

e  See overview in C. ROMMELAERE, “Euthanasie des ‘enfants’ et des 
‘déments’ … Réflexions sur les propositions de loi”, 89-99 and among other 
things the more recent legislative proposals: Wetsvoorstel van 17 oktober 
2019 tot wijziging van de wet van 28 mei 2002 betreffende de euthanasie wat 
door niet-aangeboren cerebrale aandoeningen getroffen personen met 
verworven wilsonbekwaamheid betreft, Parl. St. Kamer 2019-20, 0632/001 
and Wetsvoorstel van 13 november 2019 tot wijziging van de wet van 28 mei 
2002 betreffende de euthanasie met het oog op het uitbreiden van de 
wilsverklaring voor verworven wilsonbekwaamheid, Parl. St. Kamer 2019-20, 
0749/001. 
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For example, in addition to refusing treatment, the person can also refuse 
food and water, which can ultimately lead to death. 

On 21 April 2020, the Dutch Supreme Council pronounced two important 
rulingsa that, although pertaining to the situation in the Netherlands, are also 
extremely important for Belgium. The rulings were pronounced in a case 
involving a Dutch physician who had performed euthanasia on a demented 
patient on the basis of a euthanasia declaration. In the so-called 'coffee-
euthanasia' case, a 74-year-old patient with dementia had made a 
declaration of intent to be euthanized if she were to be admitted to a nursing 
home. When this actually happened and she had become incapacitated, she 
gave varying signals: most of the time she did not want to live, but 
sometimes she was happy. Although the physician had put a tranquilizing 
substance in her coffee, the woman resisted during euthanasia. The 
Supreme Council ruled that the physician had acted correctly by using this 
patient's advance directive as a compass. Although the Dutch and Belgian 
euthanasia declarations have a different scope (in the Netherlands, 
euthanasia based on an advance directive in the case of dementia is in itself 
possible; there, the scope is not limited to coma and permanent vegetative 
state), the interpretations of the Supreme Council may also be of importance 
for Belgium, on the one hand, with regard to the Belgian advance directive 
in general (the euthanasia declaration, but also the negative advance 
directive, for instance, see 6.6.1.2), in particular in the context of dementia, 
and on the other hand for the euthanasia declaration in the event that the 
Belgian legislator should decide to extend its scope in the future.b  

The Supreme Council confirms the principle that the current (capacitated) 
will prevails over any advance directive, but at the same time clarifies - 
especially in the case of dementia - that verbal statements or conduct 
contrary to what is stated in the advance directive do not by definition 

 
a  As a result of an appeal in cassation, the Supreme Council pronounced two 

rulings on 21 April 2020, namely in the criminal case (Rb. Den Haag 11 
september 2019, zaaknummer 09/837356-18, 
ECLI:NL:RBDHA:2019:9506, http://uitspraken.rechtspraak.nl) and in the 
disciplinary case (see Centraal Tuchtcollege voor de Gezondheidszorg Den 
Haag 19 maart 2019 c2018.352 

constitute an expression of a (capacitated) will and would therefore 
invalidate the advance directive. The crucial question is therefore 
whether or not the person who made the statements or displayed the 
behavior was capacitated or not. This assessment is (in casu) the 
responsibility of the treating physician.  
The Supreme Council also made some interesting rulings concerning the 
interpretation of an advance directive. It states that ambiguities or 
contradictions of a substantial nature can prevent a request from being 
complied with. At the same time, the Supreme Council nuanced that this 
does not apply to every ambiguity or contradiction. Thus, a contradiction 
does not have to invalidate the advance directive if the ambiguity only relates 
to parts that are irrelevant for the evaluation of the request in the light of the 
patient's current situation, or if the request to be explained essentially allows 
only one meaningful interpretation. Thus, the request must be interpreted 
not only in terms of the wording, but also in terms of other circumstances 
that can be used to explain the patient's intentions. Thus, there is room for 
interpretation of the euthanasia declaration, according to the Supreme 
Council. 

The ruling also attaches importance to the need for the physician who 
executes the declaration of euthanasia to have an overview of the 
circumstances in which the advance directive was drawn up, in order to 
assess whether the patient was sufficiently informed about all the 
possibilities and consequences. In addition, the Supreme Council’s ruling 
also points out the importance to describe in the advance directive the 
situation in which one absolutely does not want to end up. After all, it will 
help the executor to understand exactly what the author of the advance 
directive wants and to interpret the advance directive correctly. 

https://tuchtrecht.overheid.nl/ECLI_NL_TGZCTG_2019_68), which had been 
brought against the physician in question: Hoge Raad 21 april 2020, 
ECLI:NL:PHR:2019:1339. 

b  E. DELBEKE, “Euthanasie bij demente patiënten: de Hoge Raad brengt 
verduidelijking”, T. Gez. 2020-21, 409-411. 

https://tuchtrecht.overheid.nl/ECLI_NL_TGZCTG_2019_68
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The Supreme Council’s ruling also provides inspiration as to what to look 
out for if, in Belgium, the euthanasia declaration is ever extended to include 
situations involving dementia. In the Netherlands, the execution of 
euthanasia based on a euthanasia declaration is also subject to the 
condition that the demented patient must suffer unbearably. Having 
dementia in itself is not sufficient to meet the criterion of suffering.a In 
addition, the Supreme Council stated that it is the executing physician who 
must assess the question of the patient's suffering on the basis of the state 
of the incapacitated patient, since the patient themselves is no longer 
capable of forming a relevant will and expressing a corresponding actual 
view on their suffering. In Belgium, the condition of unbearable suffering 
does not exist for the euthanasia declaration (in contrast to the actual 
request) since the ‘target group’ of the euthanasia declaration only consists 
of patients who are irreversibly unconscious (who, by definition, cannot 
suffer). If the Belgian legislator were to decide to extend the scope of the 
euthanasia declaration to include dementia (or even more broadly: impaired 
brain functions), the choice would have to be made whether the condition of 
unbearable suffering would be added for that patient category. According to 
Delbeke, this is not a good idea as it ignores the actual reason why people 
write a euthanasia declaration for dementia. Euthanasia declarations for 
dementia are not usually drawn up because of fear of the suffering that this 
condition would cause in an advanced stage, but because of the change in 
personality and identity and the ever-increasing decline in cognitive 
abilities.b  

 
a  N. ROZEMOND, “De betekenis van de schriftelijke wilsverklaring, de 

verplichte consultatie en het ondraaglijke lijden bij beslissingen over 
euthanasie bij patiënten met dementie”, Delikt en Delinkwent 2021, 183-200. 

b  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 
1092. See also C. LEMMENS, Voorafgaande wilsverklaringen met betrekking 
tot het levenseinde, 730 e.v. 

c  J. VELAERS, “Het leven, de dood en grondrechten. Juridische 
beschouwingen over zelfdoding en euthanasie”, in X. Over zichzelf 
beschikken? Juridische en ethische beschouwingen over het leven, het 
lichaam en de dood, Antwerpen, Maklu, 1996, 522-523. 

6.5.1.2 Request for euthanasia by a person with a psychiatric 
condition 

The euthanasia law also permits euthanasia by reason of a serious and 
incurable illness that causes unbearable psychological suffering (Art. 3, § 1, 
3rd section Euthanasia law). Euthanasia can therefore also be requested 
(on the basis of a current euthanasia request) in the event that the patient 
suffers from a serious and incurable psychiatric condition.  

The assessment of such a request is particularly complex because in some 
cases (e.g. as a result of a psychiatric condition) mental suffering can reduce 
or undermine a person's decisional capacity.c In the case of depression, for 
example, the death wish and the resulting euthanasia request may be a 
symptomd of the illness rather than a deliberate expression of will. In such a 
case, it is difficult to speak of a well-considered wish on the part of the 
patient. In that scope, the Advisory Committee for Bioethics stated that 
although suicidal tendencies and desires to die may be associated with 
depression, they are not in themselves evidence of “discretional incapacity” 
(oordeelsonbekwaamheid).e Furthermore medication can also impact the 
decisional capacity of persons suffering from psychiatric conditions.f 
Whereas the criteria for decisional capacity for the request for euthanasia in 
persons with a psychiatric condition are not different from (non-terminally ill) 
persons with a somatic condition, it is likely that it takes more time and 
expertise to reveal whether the request for euthanasia is a reflection of the 
patient’s will or due to his illness.g Some authors therefore argue that the 

d  https://hulpgids.nl/informatie/ziektebeelden/depressieve-
stemmingsstoornissen/depressie/depressieve-stoornis-dsm-5 

e  Raadgevend Comité voor Bioethiek, Advies nr. 73 van 11 september 2017 
betreffende euthanasie in geval van niet-terminale patiënten, psychisch lijden 
en psychiatrische aandoeningen, 18. 

f  D. DE WACHTER in E. DELBEKE, “ Verslag studiedag: ondraaglijk psychisch 
lijden, dementie en euthanasie”, T. Gez. 2006-07, 120. 

g  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 
385. 
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assessment of the decisional capacity should be verified by an independent 
psychiatrist.a 

The National Council of the Order of Physicians refers to the Guideline "Hoe 
omgaan met een euthanasieverzoek in psychiatrie binnen het huidig 
wettelijk kader" (How to handle a request for euthanasia in psychiatry within 
the current legal framework), drawn up by the Vlaamse Vereniging voor 
Psychiatrie (VVP) (Flemish Association for Psychiatry), for the assessment 
of the decisional capacity of a person with a psychiatric condition who 
requests euthanasia.b The VVP, in turn, has based its guideline on the Dutch 
"Richtlijn verzoek om hulp bij zelfdoding door patiënten met een 
psychiatrische stoornis" (Guideline on request for assistance in suicide by 
patients with a psychiatric disorder).c 

The Dutch guideline prescribes that, in assessing decisional capacity, it 
must be verified that the petitioner 1) has the required cognitive abilities; 2) 
shows appropriate emotions given the mental disorder (i.e. a choice 
accompanied by conviction, showing that the patient realizes what he is 
giving up); 3) is not motivated by values arising directly from the disorder 
(e.g. an all-consuming feeling of guilt, consistent with severe depression) 
and 4) presents the request in the context of values that are important in 
their life (this means that the patient is able to relate the termination of their 
life to what is important to them in life, such as goals in the area of work or 
relationships, and the extent to which the patient is or is not able to realize 
these goals). In addition, a well-considered request must have a certain 
degree of permanence. The request does not arise from an impulse, but is 
expressed repeatedly and consistently. This means that the physician must 

 
a  F. SWENNEN, Geestesgestoorden in het burgerlijk recht, 561. 
b  Federatie Medisch specialisten, Levensbeëindiging op verzoek bij patiënten 

met een psychische stoornis, 2020-21 
https://richtlijnendatabase.nl/richtlijn/levensbeeindiging_op_verzoek_psychia
trie/beoordelingsfase_bij_levensbeeindiging/vrijwillig_en_weloverwogen_ver
zoek.html 

c  Adviestekst van de Vlaamse Vereniging voor Psychiatrie (VVP) over te 
hanteren Zorgvuldigheidsvereisten “Hoe omgaan met een 

discuss the request with the patient for a certain period of time in order to 
verify the persistence.   

6.5.2 Decisional capacity and experiments on human beings 
In addition to the general protective measures for participants in medical 
experiments, the law regarding experiments on human personsd (hereinafter 
referred to as the Law on experiments on human beings) provides special 
protective measures for adults who are unable to give their consent.  
For the participation of an incapacitated adult, it is required that the 
medical experiment is directly related to a clinical condition that is life 
threatening or undermines the health of the adult (art. 8, 2° Law on 
experiments on human beings). e A healthy but incapacitated adult can 
therefore not participate in a medical experiment. The medical experiment 
must be essential to confirm the results of medical experiments on 
consenting persons or other research methods (art. 8, 2° Law on 
experiments on human beings). The pain, discomfort, fear and any other 
foreseeable risk must be minimal. The foreseeable risks must not be out of 
proportion to the anticipated benefits (art. 7, 3° Law on experiments on 
human beings). The ethics committee must have specific expertise on the 
disease and the population concerned or have consulted individuals with 
knowledge of clinical, ethical and psychosocial aspects related to the 
disease and the population concerned (art. 8, 5° Law on experiments on 
human beings). There should be no incentives or financial inducements 
(except compensation). 

euthanasieverzoek in psychiatrie binnen het huidig wettelijk kader?”, 2017; 
https://vvponline.be/uploads/docs/bib/euthanasie_finaal_vvp_1_dec.pdf 

d  Wet van 7 mei 2004 inzake experimenten op de menselijke persoon, B.S. 18 
mei 2004. 

e  H. NYS, De belangrijkste ontwikkelingen in het medisch recht in 2003 en 2004, in 
het bijzonder wat de rechten van de patiënt betreft, Juridisch Seminarie Medisch 
Recht Europconcept, 20. 
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An advance directive (see 6.4) allows patients suffering from dementia, for 
example, to make known their wishes regarding medical treatment and 
possible participation in medical experiments in due time. Thus, participation 
in a medical experiment that is not related to the disease from which the 
patient suffers could also be included in an advance directive. However, the 
legal value (enforceability) of such a positive advance directive (in which the 
patient declares that he wants something) has not yet been regulated (see 
6.4). The Law on experiments on human beings does provide that if an adult 
person under a judicial protection measure has made known in writing their 
consent or refusal to participate in a medical experiment at a time when the 
person was still capable of doing so, this element must be examined and 
complied with by the administrator (art. 8, 1°, paragraph 2 Law on 
experiments on human beings). It is striking that the law only regulates this 
for persons who are subject to a protection measure. However, persons who 
are not subject to a judicial protection measure may just as well have drawn 
up such an advance directive when they were still capacitated. Moreover, 
there is no reason to make a distinction between persons under a judicial 
protection measure and persons who are not. Since the Law on experiments 
on human beings does not provide anything for people who are not subject 
to a legal protection measure, it is, in our opinion, possible to fall back on 
the general provision of the patients’ rights law which provides for the 
possibility of drawing up an advance directive (art. 8 § 4 patients’ rights law) 
and for recording consent in writing (when the patient is still capacitated) 
(art. 8 § 1 patients’ rights law).  

In general, the law shows inconsistencies and ambiguities when it comes to 
the substitute decision-making for incapacitated participants (art. 8, 1° Law 
on experiments on human beings).a It only mentions adult persons subject 
to a protection measure under article 492/1 of the Civil Code, for whom the 

 
a  G. GÉNICOT, Droit médical et biomédicale, 953 e.v. 
b  The Declaration of Helsinki which is not legally binding, but sets out guidelines 

and basic principles for medical research involving human beings and the 
conditions under which this research is allowed, is more stringent and states 
the following: ”When a potential research subject who is deemed incapable 
of giving informed consent is able to give assent to decisions about 

administrator’s consent must be obtained. A little further on in the same 
paragraph, however, it is stated that the right to consent to participation in a 
medical experiment is (also?) exercised by a substitute decision-maker 
appointed in advance by the person concerned by means of a special written 
power of attorney dated and signed by both parties. Without such a power 
of attorney, the right to consent to participation in a medical experiment is 
exercised by the cohabiting spouse, the legally cohabiting partner or the de 
facto cohabiting partner. In their absence, the right to consent shall be 
exercised, in descending order, by an adult child, a parent, an adult brother 
or sister of the person concerned. In case of disagreement between adult 
brothers or sisters, consent is assumed not to have been given. Contrary to 
the cascade regulation of the patients’ rights law (see art. 14 § 3 in fine), the 
healthcare professional is not granted the right to defend the patient's 
interests in the event of a conflict or if no substitute decision-maker has been 
found or is present. Although one could logically assume that the ranking 
system of the patients’ rights law (substitute decision-maker appointed in 
writing - administrator - substitute decision-maker according to the cascade 
system) would also be followed here, this is not clearly indicated in the law.  

The consent given by the incapacitated patient’s administrator must express 
the presumed will of the participant. The latter shall be involved in the 
consent in accordance with their capacity for understanding.b The explicit 
will of the participant who is capable of forming an opinion and 
assessing the information to not or no longer participate in a medical 
experiment will be examined and respected by the researcher (art. 8, 
1° Law on experiments on human beings). Contrary to the patients’ rights 
law, the Law on experiments on human beings provides for the possibility of 
opposition by an incapacitated patient. 

participation in research, the physician must seek that assent in addition to 
the consent of the legally authorised representative. The potential subject’s 
dissent should be respected.” Section 29 of the Declaration of Helsinki 
https://www.wma.net/policies-post/wma-declaration-of-helsinki-ethical-
principles-for-medical-research-involving-human-subjects/ 
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It is also noteworthy that in contrast to the patients’ rights law, where legally 
incompetent patients, if found capacitated by the treating healthcare 
professional, decide for themselves for a certain medical decision, the 
Law on experiments on human beings does not follow this line (art. 8 
Law on experiments on human beings). Here, if the patient has no legal 
capacity but does have decisional capacity, the administrator will decide and 
the patient's involvement will suffice in proportion to their capacity of 
understanding. However, patients who do not fall under a judicial protection 
status and who, at the time, have decisional capacity to give free and 
informed consent, may give their own consent. For clinical trials with 
medicines, a separate legislation was voted in 2017 but has not yet entered 
into force.a However, this law does refer directly to the patients’ rights law 
for the rules on substitute decision-making (art. 11 law on clinical trials with 
medicines for human use). It therefore seems appropriate to us, for the 
purpose of uniformity that the Law on experiments on human beings would 
provide for the same regulation.  

Incidentally, nothing has been laid down about who should determine a 
person’s decisional capacity when consenting to participation in a medical 
experiment. Since the researcher (defined in the law as: "a physician or any 
other person practicing a profession as referred to in the royal decree no. 78 
of 10 November 1967 on the exercise of healthcare professions and 
qualified to conduct a trial") is responsible for conducting the trial, it could be 

 
a  Wet van 7 Mei 2017 betreffende klinische proeven met geneesmiddelen voor 

menselijk gebruik, B.S. 22 mei 2017. 
b  Wet van 13 juni 1986 betreffende het wegnemen en transplanteren van 

organen, B.S. 14 februari 1987. 
c  For a detailed overview of the law on organ transplantation see N. BROECKX, 

“Orgaantransplantatie”, in F. DEWALLENS en T. VANSWEEVELT (eds.), 
Handboek gezondheidsrecht: Deel II, Antwerpen, Intersentia, 2014, 1139-
1213. 

d  Art. 6 § 2 of the former legislation of 25 February 2007 (B.S. 13 April 2007). 
e  Wet van 3 juli 2012 tot wijziging van de wet van 13 juni 1986 betreffende het 

wegnemen en transplanteren van organen en de wet van 19 december 2008 

assumed that these persons are competent to assess a person’s decisional 
capacity. However, the question is to what extent these persons are 
competent to do so, since they do not always have a therapeutic relationship 
with the participant. In our opinion, it is therefore up to the ethics committee 
- which by law must also have expertise about the condition and the 
specificity of the participants (art. 8, 5° Law on experiments on human 
beings) - to ensure that the assessment of the capacity to consent to the 
medical experiment in question is adequately provided for in the research 
protocol.  

6.5.3 Decisional capacity and organ donation 
According to the law on organ transplantationb, the removal of an organ in a 
living person is solely possible for adults able to express their will (art. 5, 
2° Law organ transplantation).c This implies that substitute decision-makers 
cannot consent to organ removal (and donation) for incapacitated persons. 
In former legislationd however, substitute decision-makers were allowed to 
consent for adult incapacitated persons. This regulation was abolishede 
since it was judged to offer too little protection for incapacitated persons.f 
Although there is a large preference for an absolute ban of representation in 
this matterg, some authors argue that it cannot be excluded that an 
incapacitated person could have psychological and possible therapeutical 
benefits from the cure of a candidate organ receiver with whom there is an 

inzake het verkrijgen en het gebruik van menselijk lichaamsmateriaal met het 
oog op de geneeskundige toepassing op de mens of het wetenschappelijk 
onderzoek, B.S. 24 augustus 2012 ; see also MvT, Parl. St. Kamer 2011-12, 
nr. 53- 2158/1, 7 and 24-26. 

f  G. SCHAMPS en A. – C. SQUIFFLET, « Le prélèvement des organes sur des 
donneurs vivants majeurs, incapables de manifester leur volonté en raison 
de leur état mental : quelles perspectives ? », TBBR 2011, 318 e.v. ; Advice 
nr. 50 of 9 May 2011 the Avisory Committee for Bio-ethics.  

g  H. NYS, ‘Nieuwe regels voor het wegnemen en het verdelen van menselijke 
organen”, A. Hosp. 2007, 70; T. GOFFIN en H. NYS, “De ontwikkelingen in 
het medisch recht in 2012”, in Recht in Beweging, 2013, 90; Advice nr. 50 of 
9 May 2011 the Avisory Committee for Bio-ethics. 
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affective relation. Moreover, in some situations the risks can be acceptable 
(for instance in case of regenerating organs). Therefore, some doctrine 
pleads to allow organ donation by incapacitated persons under strict 
conditions and after a careful cost-benefit evaluation.a 

Each removal of organs in living persons is discussed in a multidisciplinary 
team of physicians and other healthcare providers (art. 8bis, 1st section Law 
organ transplantation). Physicians and healthcare providers treating the 
person that will receive the organ(s) or performing the removal or 
transplantation of the organs cannot be involved in this discussion. The 
respective physicians and healthcare providers evaluate the potential donor. 
This evaluation also includes the decisional capacity of the potential donor 
(art. 8bis Law organ transplantation). The aim was to organize a discussion 
between professionals of different disciplines, i.e. a psychologist, for the 
evaluation of the decisional capacity of the donor, a transplantation 
specialist, who judges on the physical aptitude of the donor and an 
independent physician, such as the general practitioner, who is able to 
provide additional information.b The physician removing the organ has an 
additional duty to control whether all legal conditions are fulfilled (art. 8 Law 
organ transplantation). The law also stresses that this physician needs to 
ascertain that the respective person’s decision is taken in a  judicious way 
(art. 9, 3rd section Law organ transplantation), which implies that the 
physician needs to evaluate the person’s decisional capacity.c   

Organ donation and transplantation after death works according to the 
principle of “presumed consent”, meaning that every Belgian citizen over the 
age of 18, capacitated or not,  is presumed to have agreed to be a potential 

 
a  K. VAN ASSCHE, G. GENICOT en S. STERCKX, “Using the mentally 

incompetent adults as living organ donors: Widely diverging regulations in 
Europe”, EJHL 2012, 461-463; N. BROECKX, “Nieuwe regels voor 
orgaantransplantatie: een kritische analyse”, T. Gez. 2012-13, 294;  G. 
GENICOT, “Tour d’horizon de quelques acquis et enjeux actuels du droit 
médical et biomédical”, in G. GENICOT (ed.), Nouveaux dialogues en droit 
médical, Luik, Anthemis, 2012, 28. 

donor after their death, unless they have formally or informally objected 
during their life (art. 10 § 2, section 1 Law organ transplantation).  For 
persons that are incapacitated, objection can be expressed by the legal 
representative, the administrator or if the former are not available, a close 
relative (art. 10 § 2, 4th section Law organ transplantation).  

In practice physicians will solely remove organs - of persons that did not 
object during their lives - when there is no objection of surviving relativesd.  
Yet, this objection of surviving relatives does not necessarily correspond to 
what the person would have wanted. In order to preserve the right to self -
determination of the respective person and to come forward to the shortage 
of organs, the legislation also regulates the explicit consent of the donor (art. 
10 § 2bis Law organ transplantation).e Solely capacitated donors (at the 
moment of consent) can explicitly express their consent (and recall consent) 
to organ removal after death. Substitute decision-makers cannot express an 
explicit consent for the incapacitated person.    

b  M.v.T., Parl. St. Kamer 2011-12, nr. 53/2158, 28; Verslag BURGEON, Parl. 
St. Kamer 2011-12, nr. 21578/2, 6; Verslag DETIEGE, Parl. St. Kamer 2006-
07, nr. 51-2680/5, 15. 

c  Verslag MERCKX – VAN GOEY, Parl. St. Kamer 1985-86, nr. 220-9, 36-37 
d  N. BROECKX, “Orgaantransplantatie”, in F. DEWALLENS en T. 

VANSWEEVELT (eds.), Handboek gezondheidsrecht: Deel II, Antwerpen, 
Intersentia, 2014, 1205. 

e  Ibid.  
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Key points on decisional capacity and the legislation on euthanasia, 
medical experiments and organ donation 

Euthanasia 

• At the time of the request or drafting of the advance directive, 
the patient must both have decisional capacity and legal 
capacity. Substitute decision-making is not possible for 
euthanasia. 

• The Belgian law on euthanasia does not provide a solution for 
situations where the patient is incapacitated and still conscious, 
as is often the case with persons in an advanced stage of 
dementia. In such cases, the patient can no longer request 
euthanasia and others cannot do so on his behalf. Furthermore, 
a validly drafted advance directive can only be given effect if the 
patient is in an irreversible coma or a persistent vegetative state, 
which is usually not the case with demented persons. 

• In some psychiatric disorders, the death wish, and the resulting 
euthanasia request, may be a symptom of the disorder rather 
than a well-considered expression of will. This makes the 
assessment of the patient's decisional capacity, and thus the 
validity of the euthanasia request, a very challenging task. 

Medical experiments 

• The Law on experiments on human beings persons does not 
allow incapacitated adults to participate in a medical experiment 
that is not directly related to the disease from which they suffer. 
A healthy but incapacitated adult can therefore not participate 
in a medical experiment. 

• There is a lack of clarity in the Law on experiments on human 
beings as to whether incapacitated persons who are not under 
a judicial protection measure are also targeted by the law. The 
rules of substitute decision-making themselves are also 
inconsistent. 

• The consent given by the incapacitated patient’s administrator 
must express the presumed will of the participant. 

• If an adult person under a judicial protection measure has made 
known in writing their consent or refusal to participate in a 
medical experiment at a time when the person was still capable 
of doing so, this element must be examined and complied with 
by the administrator. It is not clear whether this also applies to 
the substitute decision-maker of an incapacitated person who is 
not subject to a legal protection measure. 

• The explicit will of the participant who is capable of forming an 
opinion and assessing the information to not or no longer 
participate in a medical experiment must be examined and 
respected by the researcher. 

Organ donation 

• Solely adults able to express their will can give valid consent to 
remove an organ (while alive). This implies that substitute 
decision-makers cannot consent to organ removal (and 
donation) for incapacitated persons. 

• A multidisciplinary team of physicians and other healthcare 
providers (other than those treating the person that will receive 
the organ(s) or performing the removal or transplantation of the 
organs) evaluate the decisional capacity of the potential donor. 
Additionally, the physician removing the organ needs the 
evaluate the donor’s decisional capacity to legally consent to 
the removal.  

• Every Belgian adult citizen, capacitated or not,  is presumed to 
have agreed to be a potential donor after their death, unless they 
have formally or informally objected during their life. For 
persons that are incapacitated, objection can be expressed by 
the legal representative, the administrator or if the former are 
not available, a close relative. 
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• The legislation also explicitly regulates the explicit consent of 
the donor to remove (an) organ(s) after death. Solely capacitated 
donors (at the moment of consent) can explicitly express their 
consent (and recall consent) to organ removal after death. 
Substitute decision-makers cannot express an explicit consent 
for organ removal after death of an incapacitated person.  

 
a  C. LEMMENS, “Medische beslissingen van een demente patiënt aan het 

einde van zijn leven en het juridisch statuut en advance care planning en 
voorafgaande wilsverklaringen”, T. Gez. 2010, 6; R. SUDORE, H. LUM, J. 
YOU et. al., “Defining Advance Care Planning for Adults: A Consensus 
Definition From a Multidisciplinary Delphi” Panel, J Pain Symptom Manage 
2017, 821-832. 

b  S. TACK en T. BALTHAZAR, Patiëntenrechten. Informed consent in de 
zorgsector: recente evoluties in CABG, Brussel, De Boeck en Larcier; 2007, 
51-53; M. KEIRSE, Het levenseinde teruggegeven aan mensen, 5-6. 
http://www.delaatstereis.be/accounts/119/downloads/brochure_levenseinde.
pdf 

6.6 Part 4 - Advance care planning 
Advance care planning (ACP) can be described as a continuous process 
of consultation between healthcare providers, patients and their 
relatives/substitute decision-makers about the goals and desired direction of 
(end-of-life) care for the patient in the event that the patient becomes 
incapacitated and is no longer able to decide for themselves.a ACP targets 
a shared decision-making process and as much conformity as possible of 
the choice of care with the patient's preferences.b ACP can be important in 
the case of degressive diseases or fluctuating psychiatric conditions: for 
example, in view of the disease progression of dementia and the gradual 
decline in decisional capacity associated with it, there is increasing 
encouragement to engage in advance care planning at the earliest possible 
stage of the disease. This does not have to be limited to end-of-life decisions 
but can also be expanded to wishes regarding whether or not to move to a 
different setting, the choice of a physician, the choice of a substitute 
decision-maker, participation in medical experiments, etc. In addition to 
planning for future medical care, a capacitated person can also make other 
arrangements, e.g. about their goodsc, the donation of organsd or other body 
materiale after their death, and about their funeral arrangements.f  

c  E.g. Appointing an administrator of the goods, drafting a will. 
d  Art. 10 Wet van 13 juni 1986 betreffende het wegnemen en transplanteren 

van organen, B.S. 14 februari 1986. 
e  Art. 12 wet van 19 december 2008 inzake het verkrijgen en gebruik van 

menselijk lichaamsmateriaal met het oog op de geneeskundige toepassing 
op de mens of het wetenschappelijk onderzoek, B.S. 30 december 2008. 

f  Art. 15 § 1 decreet van 16 januari 2004 op de begraafplaatsen en de 
lijkbezorging, B.S. 10 februari 2004. 
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Evaluations by the Vlaams Patiëntenplatform (Flemish Patients Platform) 
(2017) show that early care planning is still insufficiently known.a Based on 
this finding, a legislative proposal was submitted in 2020 to include the right 
to early care planning in the law of 22 August 2002 on patient’s rights.b This 
legislative proposal is still pending at the time of writing of this report. 
Although the right to advance care planning is particularly relevant for patient 
groups having an increased risk to loose capacityc, such as persons with 
dementia, persons with a neurodegenerative disease, persons with a 
handicap,…this rights should be generically applicable to any person and  
thus integrated in the patients’ rights law. Anyone might be involved in an 
accident or be victim of a sudden disease affecting decisional capacity. 
Moreover, as mentioned higher, advance care planning does not necessarily 
and/or exclusively address end of life decisions but can also include topics 
such as organ donation, the choice of a healthcare professional, 
participation to clinical experiments, etc.   

6.6.1 Types of written advance directives 
The process of ACP can be concretized in written statements. Various 
elements can be recorded in writing in an advance directive.d An advance 
directive is drawn up by a capacitated person, but it is implemented when 
the person has become incapacitated. A person can for instance record 

 
a  Vlaams Patiëntenplatform. Symposium: 15 jaar patiëntenrechten tijd voor een 

(r)evolutie!? 6 oktober 2017 
http://vlaamspatientenplatform.be/nieuwsbrieven/item/15-jaar-
patientenrechten-tijd-voor-revolutie. 

b  Wetsvoorstel tot wijziging van de wet van 22 augustus 2002 betreffende de 
rechten van de patiënt wat de vroegtijdige zorgplanning betreft, Parl. St. 
Kamer 2019-20, 0921/001. 

c  (The right to) advance care planning is already included in legislation 
addressing specific patient groups, such as habitants of rest- and care homes 
(Art. 5, 26, 30, 34 bijlage 11 Besluit van de Vlaamse Regering van 28 juni 
2019 betreffende de programmatie, de erkenningsvoorwaarden en de 
subsidieregeling voor woonzorgvoorzieningen en verenigingen voor 
mantelzorgers en gebruikers, B.S. 2 augustus 2019; Chapitre 10 Arrêté du 

in advance who will represent them when they have become 
incapacitated (the substitute decision-maker appointed in writing, see 
above). Certain wishes concerning care can also be recorded in an 
advance directive. For example, a capacitated person can draft an 
advance directive with the intention of anticipating and planning their 
medical care in the future when they will be (temporarily) incapacitated and 
therefore no longer able to express their wishes in a legally valid manner. 
These advance directives are relevant both for people with a psychiatric 
condition problems who are sometimes temporarily incapacitated (e.g. 
during a crisis - see also literature chapter on psychiatric advance 
directives), and for people who will eventually become fully incapacitated 
(e.g. persons suffering from dementia). 

6.6.1.1 A positive advance directive 
A positive advance directive is a declaration of will in which the declarant 
formulates wishes or requests or in which they give their consent to perform 
one or more actions/treatmentse (e.g. the artificial administration of fluids 
and/or food, the wish to be kept alive at all costs, etc.). However, a 
euthanasia declaration is the only "positive" advance directive with regard to 
a decision on treatment that is enshrined in legislation (see 6.5.1). The 
patients’ rights law only regulates the negative advance directive or refusal 

16 mai 2019 du Gouvernement wallon modifiant le Code réglementaire wallon 
de l'Action sociale et de la Santé en ce qui concerne des dispositions relatives 
aux aînés, M.B. 4 novembre 2019) and palliative patients (Wet van 14 juni 
2002 betreffende de palliatieve zorg, B.S. 26 oktober 2002). 

d  Model documents are available at https://leif.be/voorafgaande-zorgplanning/; 
As part of a research project by Odisee Hogeschool on ‘advance care 
planning’ (2018-2019), with the support of the King Baudouin Foundation and 
in partnership with W.E.M.M.E.L., training sessions have also been 
developed for staff in residential care centres: 
https://www.odisee.be/opleidingen/voorafgaande-zorgplanning-
woonzorgcentra. 

e  C. LEMMENS,  “Medische beslissingen van een demente patiënt aan het 
einde van zijn leven en het juridisch statuut van advance care planning en 
voorafgaande wilsverklaringen”, T. Gez. 2010-22,13, nr. 26. 

https://leif.be/voorafgaande-zorgplanning/
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of treatment (art. 8 § 4 patients’ rights law). The reason given for this is that 
a physician cannot be forced to carry out an acta. In practice, however, 
nothing prevents the physician from taking it into account, e.g. when various 
treatments are possible.b Since the advance directive is usually the only 
reference point, Lemmens advocates giving it the strongest possible legal 
status and following both negative and positive advance directives unless 
there are well-founded reasons for not doing so (e.g. very outdated advance 
directive, so that the patient's wishes are not clear, new medical 
developments, etc.).c  

In the Netherlands, for instance, the self-binding statement is legally 
anchored in the Wet Verplichte Gezondheidszorg (Compulsory health care 
law).d This statement is particularly suitable for people with a variable clinical 
picture who have already received (compulsory) care because of a mental 
disorder. The patient can indicate in this statement to which forms of 
compulsory care they commit themselves when things are not going well 
and they refuse necessary care. In this way, the patient can ensure that the 
compulsory care least burdensome to them is applied in situations that can 
be foreseen on the basis of previous experience. The judge who issues a 

 
a  Wetsvoorstel van 8 juli 2002 betreffende de rechten van de patiënt, Parl. St. 

Kamer 1642/012, 119; 
https://www.dekamer.be/FLWB/pdf/50/1642/50K1642012.pdf 

b  C. LEMMENS, “Medische beslissingen van een demente patiënt aan het 
einde van zijn leven en het juridisch statuut van advance care planning en 
voorafgaande wilsverklaringen”, 28; H. NYS en S. BLANCQUAERT, 
“Privaatrechtelijke waarborgen voor de autonomie van de wilsonbekwame 
patiënt bij het levenseinde”, TPR 2001, 2252; In the Netherlands, for example, 
it is stipulated that a physician may deviate from an advance directive if he 
has valid reasons for doing so (e.g. difficulties in interpretation, new medical 
developments have occurred since the drafting of the advance directive and 
the patient's will is no longer certain) - see art. 7: 450 paragraph 3 Dutch Civil 
Code. 

c  C. LEMMENS, “Medische beslissingen van een demente patiënt aan het 
einde van zijn leven en het juridisch statuut van advance care planning en 
voorafgaande wilsverklaring”,  26.  

care ordere (this is a judge’s order allowing to carry out compulsory 
residential or ambulatory care under the Compulsory Mental Health Care 
Law) must take this self-binding statement into account. The Human Rights 
Court also recognized the value of advance directives. The Human Rights 
Court states that they should have legally binding force wherever possible 
and that a substitute decision-maker is obliged to abide by the advance 
directive in order to take decisions regarding healthcare, rather than 
deciding on the basis of 'best interests'.f  

In addition to the advance directives concerning the desired medical care, 
there are also numerous other matters that can give a (positive) 
interpretation to early planning, such as the desired non-medical care in 
a care facility (preferences concerning washing, eating, visiting 
arrangements, etc.), the choice of which care facility one wants to go 
to, etc. Also, the value of such plans or statements is not regulated legally. 
They are therefore not binding, but can indicate to a caregiver which 
direction can be followed for a decision to be taken.g Moreover, certain 
sectorial legislationh does stipulate that residential care centres must pursue 
a policy on advance care planning, palliative care and end-of-life care. In 

d  Art. 4:1 en volgende Wet Verplichte Geestelijke Gezondheidszorg 
https://wetten.overheid.nl/BWBR0040635/2020-01-01#Hoofdstuk4; 
https://www.dwangindezorg.nl/wvggz/patientenrecht/zelfbindingsverklaring; 
For other countries see  D. VESHI and  G. NEITZKE, “Advance Directives in 
Some Western European Countries: A Legal and Ethical Comparison 
between Spain, France, England, and Germany”,  European Journal of Health 
Law 2015, 321 – 345 

e  https://www.dwangindezorg.nl/wvggz/zorgmachtiging/procedure 
f  ECHR Jehovas’ Witnesses of Moscow v. Russia, Appl. N° 302/02, 10 June 

2010. 
g  C. LEMMENS, “Medische beslissingen van een demente patiënt aan het 

einde van zijn leven en het juridisch statuut van advance care planning en 
voorafgaande wilsverklaring”, 14.  

h  Art. 5, 26, 30, 34 bijlage 11 Besluit van de Vlaamse Regering van 28 juni 2019 
betreffende de programmatie, de erkenningsvoorwaarden en de 

https://www.dwangindezorg.nl/wvggz/patientenrecht/zelfbindingsverklaring
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addition, an individualized and up-to-date digital residential care life plan 
must be drawn up for each resident, with the consent of the resident or their 
substitute decision-maker. This should be consistent with any care and 
support plan drawn up by the resident.  

6.6.1.2 A negative advance directive 
A negative advance directive is a declaration of will in which the declarant 
refuses one or more treatments, e.g. resuscitation or artificial nutrition and 
hydration.a  

A negative advance directive that has been validly drawn up when the 
person concerned was still capacitated is binding and enforceable, as 
long as the patient does not revoke it at a time when the patient is able 
to personally exercise their rights (art. 8 § 4 in fine patients’ rights law). 
This means that healthcare providers must, for example, respect a refusal 
of treatment and that one can go to court to have this respected.b 

Defloor and Nys see some gaps in the patients’ rights law to effectively 
regulate ACP (and especially the negative advance directive) and to be 
able to apply it in practice. For instance, the law only briefly regulates the 
modalities that are to be met by the advance refusal. There is a lack of 
clarity about, among other things, the content and validity period of such 
directives.c No limited period of validity has been set for the negative 

 
subsidieregeling voor woonzorgvoorzieningen en verenigingen voor 
mantelzorgers en gebruikers, B.S. 2 augustus 2019; a reference framework 
for quality of care concerning early care planning, palliative care and end-of-
life care in a residential care centre has also been drawn up to clarify what is 
expected on this subject within the residential care decree from 1 January 
2020: https://www.zorg-en-
gezondheid.be/sites/default/files/atoms/files/Referentiekader%20vroegtijdig
e%20zorgplanning%2C%20palliatieve%20zorg%20en%20levenseindezorg
%20in%20een%20woonzorgcentrum.pdf; Chapitre 10 Arrêté du 16 mai 2019 
du Gouvernement wallon modifiant le Code réglementaire wallon de l'Action 
sociale et de la Santé en ce qui concerne des dispositions relatives aux aînés, 
M.B. 4 Novembre 2019. 

advance directive (whereas this used to be the case for the euthanasia 
declaration, but this limited period of validity has meanwhile been 
abolished). 

For the negative advance directive to be valid, the patients’ rights law 
requires that a well-defined intervention be refused. A too general 
description of the refused treatment or a refusal of any action would 
therefore not meet this requirement. Nevertheless, in some cases it is not 
easy to interpret an advance directive. For example, in the case of advance 
directives of persons with dementia, it is regularly stated that 'certain 
instructions apply from the moment the declarant no longer recognizes his 
relatives'. It is extremely difficult to determine whether this is when the 
person no longer remembers the names, or when the person still recognizes 
some people and not others, etc. According to Lemmens, the letter of the 
advance directive must therefore be a first aid, but the underlying idea is 
even more important. A general description in the advance directive can 
already give an idea of the patient's wishes concerning the treatment policy.d 
Ideally, of course, an advance directive is the result of a process of advance 
care planning involving the patient, the (future) substitute decision-maker, 
the physician and any next of kin, so that the patient's will is clear and well-
informed. Interviewees in our study stressed that it is important that deviation 
from a negative advance directive is possible, for instance if the person, 

a  C. LEMMENS, Voorafgaande zorgplanning en wilsverklaringen met 
betrekking tot het levenseinde, Mechelen, Wolters Kluwer, 2020, 16. 

b  C. LEMMENS, “Medische beslissingen van een demente patiënt aan het 
einde van zijn leven en het juridisch statuut van advance care planning en 
voorafgaande wilsverklaring”, 11. 

c  S. DEFLOOR en H. NYS, Dementie en de rechten van de patiënt: overzicht 
van de wettelijke bepalingen die de personen met dementie en hun omgeving 
beïnvloeden, 11. 

d  C. LEMMENS, “Medische beslissingen van een demente patiënt aan het 
einde van zijn leven en het juridisch statuut van advance care planning en 
voorafgaande wilsverklaringen”, 13 and 23. 

https://www.zorg-en-gezondheid.be/sites/default/files/atoms/files/Referentiekader%20vroegtijdige%20zorgplanning%2C%20palliatieve%20zorg%20en%20levenseindezorg%20in%20een%20woonzorgcentrum.pdf
https://www.zorg-en-gezondheid.be/sites/default/files/atoms/files/Referentiekader%20vroegtijdige%20zorgplanning%2C%20palliatieve%20zorg%20en%20levenseindezorg%20in%20een%20woonzorgcentrum.pdf
https://www.zorg-en-gezondheid.be/sites/default/files/atoms/files/Referentiekader%20vroegtijdige%20zorgplanning%2C%20palliatieve%20zorg%20en%20levenseindezorg%20in%20een%20woonzorgcentrum.pdf
https://www.zorg-en-gezondheid.be/sites/default/files/atoms/files/Referentiekader%20vroegtijdige%20zorgplanning%2C%20palliatieve%20zorg%20en%20levenseindezorg%20in%20een%20woonzorgcentrum.pdf
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once incapacitated, seems to oppose to the advance directive (see also 
6.4.3).  

In contrast to the euthanasia declaration, there is no legal format for the 
negative advance directive. At the time of writing this report, however, a 
legislative proposal is pending which would introduce a legally defined 
model for the "negative advance directive" and also provide for the 
possibility of registering it.a This should ensure the consistency of advance 
directives. As far as registration is concerned, according to the quality law, 
the health objectives and advance directives received from the patient 
should already be filed in the patient file, but there is no central database at 
the Federal Public Service of Public Health, Food Chain Safety and 
Environment that regroups all advance directives, as is the case for the 
euthanasia declarations.b There is also a model "negative advance 
directive" issued in cooperation with LEIF, the FPS Public Health and the 
King Baudouin Foundation.c  

The patients’ rights law does not stipulate whether a negative advance 
directive can be deviated from in certain cases. For example, an 
incapacitated person with dementia can lead a happy life and not remember 
any previously made advance directives or possibly even (seem to) want the 
opposite of what is stated in the advance directive (see in this respect the 
ruling of the Dutch Supreme Council related to euthanasia). It is not easy for 

 
a  Wetsvoorstel tot wijziging van de wet van 22 augustus 2002 betreffende de 

rechten van de patiënt met het oog op het opstellen van een officieel model 
“wilsverklaring gezondheidszorg” en de mogelijkheid tot registratie ervan, 
Parl. St. Kamer 2020-21, 1774/001. 

b  https://www.ehealth.fgov.be/nl/egezondheid/beroepsbeoefenaars-in-de-
gezondheidszorg/euthaconsult 

c  https://leif.be/voorafgaande-zorgplanning/ 
d  S. MICHALOWSKI, “Advance refusals of life-sustaining medical treatment: 

the relativity of an absolute right”, Modern Law Review 2005, 980. 
e  R. DRESSER, “Life, death and incompetent patients: conceptual infirmities 

and hidden values in the law”, Ariz. L. Rev. 1986, 373; R. DRESSER, 

healthcare providers to find a balance between the patient's right to self-
determination (and what has been stipulated in the advance directive) and 
the patient's (apparent) present interests.  

There are various views on this in legal doctrine. Some say that what is 
stipulated in the advance directive must be adhered to since the patient is 
legally unable to revoke their advance directive due to their decisional 
incapacity.d Others argue that the will of the person with dementia should be 
taken as a starting point. Due to cognitive changes and substantial memory 
loss, the incapacitated person with dementia could have become a "different 
person" from the one they were when they made the advance directivee. 
However, this last view deprives advance directives and advance care 
planning, which focus on the patient's right to self-determination, of any 
meaning.f Moreover, it seems very difficult in practice to apply such a 
principle. For example, it is very unclear at what point the person with 
dementia becomes someone other than the person who made the advance 
directive.g  

According to Lemmens, the attitude of an incapacitated patient that is 
incompatible with their advance directive, can be a valid reason for 
(temporarily) not following the advance directive, because there is a conflict 
of patient’s rights.h On the one hand there is the right to (self-determination 
with respect to the) physical integrity of the formerly capacitated patient on 

“Working on dementia. Elegant theory, questionable policy”, Hastings Center 
Report 1995, 32-38; J.D. Arras; ‘The severely demented, minimally 
functioning patient: an ethical analyisis, J. Am. Geriatr. Soc. 1988, 941; F. 
SWENNEN, Geestesgestoorden in het burgerlijk recht, 596 and 652- 653. 

f  H. LEENEN, J. GEVERS en J. LEGEMAATE, Handboek Gezondheidsrecht. 
Rechten van mensen in de gezondheidszorg, Houten, Bohn Stafleu van 
Loghum, 2007, 362, footnote 131. 

g  R. BERGHMANS, “Advance directives and dementia”, Ann. NY Ac. Sci 2000, 
108.  

h  C. LEMMENS, Medische beslissingen van een demente patiënt aan het einde 
van zijn leven en het juridisch statuut van advance care planning en 
voorafgaande wilsverklaringen, 26; see also S. Gevers, “Dementia and the 
Law”, EJHL 2006, 215. 

https://leif.be/voorafgaande-zorgplanning/
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which the advance directive is based, and on the other hand there is the 
patient's right to have their opinion taken into account even during a period 
of decisional incapacity (art. 14 § 4 patients’ rights law). After all, the right to 
physical integrity is not lost when the patient becomes incapacitated and is 
then restricted in the exercise of that right.a Actually, there is a conflict 
between the right to physical integrity of the formerly capacitated patient and 
the right to physical integrity of the current incapacitated patient. If 
necessary, the care provider may consult with a multidisciplinary team to 
make a decision (art. 4 patients’ rights law). In the decision various elements 
can be taken into account such as the clarity of the advance directive, the 
opinion of the substitute decision-maker/trusted person or next of kin, the 
way in which the patient is expressing themselves (repeatedly><once, 
verbally><non-verbally), etc.  

In the Netherlands, it is stated in a more generic way that healthcare 
professionals can deviate from a negative advance directive if there are 
sound reasons to do so.b This seems to be a good option, since there are 
other situations than the attitude of the incapacitated person that may lead 
to the deviation of a negative advance directive. For instance, a substitute 
decision-maker/trusted person or next of kin may have important information 
on a patient in a coma that is in contrast with the advance directive. 

In order to give caregivers something to hold on to, Delbeke suggests to 
include in the advance directive that it still applies in the case of (for instance) 
‘pleasurable dementia’c or if the wishes as an incapacitated patient would 
be different.d According to Delbeke, in order for the advance directive to be 
valid with respect to informed decision-making and well-considered decision 
of refusal, it is required that the author, when drafting the directive, knew or 

 
a  H.J.J. LEENEN, Handboek gezondheidsrecht, Deel I Rechten van mensen in 

de gezondheidszorg, Houten, Bohn Stafleu Van Loghum, 2000, 32-3. 
b  Art. 7:450 section 3 Dutch Civil Code 
c  This term is used for the situation of an incapacitated patient who is or seems 

happy in their current state of health. 
d  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 

1068. 

was aware of the fact that patients with dementia can also be happy with 
(more) limited cognitive capacities or that incapacitated opposition is 
possiblee. However, a physician, notary public or witnesses do not have to 
intervene and do not have to inform the patient in order to draw up a valid 
advance directive (except for the euthanasia declaration). Unless the 
drafting of the directive is part of the ACP process, it is unlikely that a drafter 
would include, of their own accord, clauses in the advance directive 
pertaining to the course of treatment in the case of ‘pleasurable dementia’ 
or incapacitated opposition. Although drafting an advance directive as part 
of an advance care planning process is still the ideal situation, introducing 
model statements that include such clauses seems a good way to gof.  

6.6.2 Crisis planning for patients with a psychiatric disorder 
A special form of advance care planning is crisis planning. Crisis planning 
gives a patient with a psychiatric condition (more) control over the way in 
which they are treated during a crisis (during which the patient's decisional 
capacity is reduced or non-existent) and over the information that is shared 
between the parties involved (e.g. police, care providers, judicial authorities) 
during a crisis. Much of this information can be included in a crisis chart.g A 
crisis chart may contain, among other things, the following elements: a 
description of the psychological complaints the person has, signals (e.g. 
certain behavior) that point to a crisis, what care providers should do in a 
crisis situation, which medication the person does or absolutely does not 
want, whether or not the person wants to be admitted when in crisis, which 

e  ibid., 1046. 
f  ibid., 1046. 
g  http://www.diletti.be/index.php?option=com_content&view=article&id=71: 

crisiskaart&catid=30&Itemid=230; 
http://www.reseausantenamur.be/images/pdf/outils/Plan_de_Crise_RSN_20
16.pdf  

http://www.diletti.be/index.php?option=com_content&view=article&id=71:crisiskaart&catid=30&Itemid=230
http://www.diletti.be/index.php?option=com_content&view=article&id=71:crisiskaart&catid=30&Itemid=230
http://www.reseausantenamur.be/images/pdf/outils/Plan_de_Crise_RSN_2016.pdf
http://www.reseausantenamur.be/images/pdf/outils/Plan_de_Crise_RSN_2016.pdf
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persons should be warned, who the care provider is, information about the 
home situation, e.g. care for children and pets, and about work, etc.a  

Although a crisis chart is already used in mental healthcare in practiceb, its 
use and legal value have not been regulated by law. As mentioned above, 
positive advance directives are not binding. However, the patient can use a 
crisis chart to record an effective and written informed consent at the 
moment the patient was capacitated (as stipulated in art. 8, § 1 patients’ 
rights law)c. Nevertheless, the mental health sector has been advocating the 
general introduction of a crisis chart for some time now.d The Nationale 
Raad voor Ziekenhuisvoorzieningen (National Council for Hospital Facilities) 
already indicated in its advice of 2015 that Belgium could include a crisis 
chart via e-health.e It was inspired by the Netherlands, where the crisis plan 
is summarized in a crisis chart, which the patient carries with them and is 
also included in the electronic patient file. Each responsible practitioner can 
then consult the information and adapt it where necessary. The crisis chart 
would be the result of prior consultation between healthcare professionals 
and patients. 

The task force currently reviewing the law on compulsory admission (see 
6.7.2) suggests that after a compulsory admission, a crisis plan should be 
drawn up in consultation with the person undergoing treatment and the care 
providers involved.f This plan will also contain relevant information in the 
event of a new crisis: the person concerned will help determine what needs 
to be done, who the care providers need to contact, etc.  

 
a  https://www.regelhulp.nl/complexe-zorgvragen/gedrag/ggz/crisiskaart 
b  https://www.psychosenet.be/hulp-en-

herstel/crisiskaart/;https://www.diletti.be/index..php?option=com_content&vi
ew=article&id=71&Itemid=230; https://www.netwerksara.be/wp-
content/uploads/Crisiskaart-psychiatrische-patienten-website-
SaRA.pdf;http://www.reseausantenamur.be/images/pdf/outils/Plan_de_Cris
e_RSN_2016.pdf. 

c  F. VANDER LAENEN, S. GOOSSENS en V. VANDENBUSSCHE, “Zorg en 
justitie, samen gedwongen opnames voorkomen”, Orde van de Dag 2016, 48 
https://biblio.ugent.be/publication/8512563/file/8512564.pdf 

Key points regarding advance care planning and legislation 

• Advance care planning (ACP) can be described as a continuous 
process of consultation between healthcare providers, patients 
and their relatives/substitute decision-makers about the goals 
and desired direction of (end-of-life) care for the patient in the 
event that the patient becomes incapacitated and is no longer 
able to decide for themselves. 

• The process of ACP can be concretised in written statements 
(advance directives). Advance written directives are drawn up 
when someone is still capacitated and take effect when this 
person is no longer capacitated. They are revocable as long as 
the person has decisional capacity. 

• Advance directives can be used to establish in advance who will 
represent the patient if they become incapacitated, to record 
wishes regarding medical (end-of-life) care or to record desired 
non-medical care, e.g. in a care facility (e.g. preferences 
regarding washing, eating, visiting arrangements, etc.), the 
choice of a care facility, etc. 

• Advance directives can be negative (refusal of treatment, care, 
etc.) or positive (wish for treatment, care, etc.). 

d  https://www.selgent.be/een-crisiskaart-voor-psychiatrische-pati-nten 
e  Nationale Raad voor Ziekenhuisvoorzieningen, Advies inzake opmerkingen 

op de wet van 26 juni 1990 betreffende de bescherming van de persoon van 
de geesteszieke, 9 juli 2015, 12, 
http://overlegorganen.gezondheid.belgie.be/sites/default/files/documents/nat
ionale_raad_voor_ziekenhuisvoorzieningen/2015_07_09_-
_nrzv_d_psy_449-1_-_advies_gedwongen_opname.pdf 

f  https://nl.similes.be/geestelijk-gezondheidszorg/gedwongen-opname 

https://www.psychosenet.be/hulp-en-herstel/crisiskaart/
https://www.psychosenet.be/hulp-en-herstel/crisiskaart/
https://www.diletti.be/index..php?option=com_content&view=article&id=71&Itemid=230
https://www.diletti.be/index..php?option=com_content&view=article&id=71&Itemid=230
https://www.netwerksara.be/wp-content/uploads/Crisiskaart-psychiatrische-patienten-website-SaRA.pdf;http:/www.reseausantenamur.be/images/pdf/outils/Plan_de_Crise_RSN_2016.pdf
https://www.netwerksara.be/wp-content/uploads/Crisiskaart-psychiatrische-patienten-website-SaRA.pdf;http:/www.reseausantenamur.be/images/pdf/outils/Plan_de_Crise_RSN_2016.pdf
https://www.netwerksara.be/wp-content/uploads/Crisiskaart-psychiatrische-patienten-website-SaRA.pdf;http:/www.reseausantenamur.be/images/pdf/outils/Plan_de_Crise_RSN_2016.pdf
https://www.netwerksara.be/wp-content/uploads/Crisiskaart-psychiatrische-patienten-website-SaRA.pdf;http:/www.reseausantenamur.be/images/pdf/outils/Plan_de_Crise_RSN_2016.pdf
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• Negative advance directives are regulated by law and are 
binding. As for the positive advance directives, only the 
euthanasia declaration is legally regulated. The other positive 
advance directives have no legal value. In practice, however, 
nothing prevents the physician from taking it into account if 
necessary, e.g. when various treatments are possible. 

• The patients’ rights law does not explicitly stipulate whether a 
negative advance directive can be deviated from in certain 
cases, e.g. when an incapacitated patient wants the opposite of 
what is stated in the advance directive. Although the drawing up 
of an advance directive as part of an advance care planning 
process is still the ideal situation, the introduction of model 
statements with clauses taking this into account seems a good 
way to go.  

 

 
a  See in this respect more in detail T. OPGENHAFFEN, Vrijheidsbeperkingen 

in de zorg, nrs. 234-236. 
b  Art. 492/1, § 1, 1° Belgian Civil Code. 
c  I. STEVENS, R. DEBLAUWE, K. RUTS, J. STREMERSCH, J. 

VERSTRAETE, I. VERSTRINGE, with the collaboration of H. NYS. Financiële 

6.7 Part 5 - Admission of a care user in a residential care 
setting 

6.7.1 Admission to a residential care centre (or home replacement 
environment) 

Often, people with dementia or cognitive problems will no longer be able to 
stay in their home environment at a certain point. In practice, the person’s 
close relatives often believe that the person can no longer live independently 
at home, while the person concerned sees things differently. This raises the 
question of who can take the decision, for example, on admission to a 
residential care centre.  

In principle, the decision to be admitted to a residential care centre or a home 
replacement environment does not fall within the scope of exercising 
patient’s rights. After all, unlike (psychiatric) hospitals, such facilities do not 
fall within the scope of the patients’ rights law.a In some cases, a justice of 
the peace can also explicitly declare a care user legally incompetent to 
choose to stay in a residential care centre.b In principle, someone who is 
legally incompetent to decide on their place of residence is represented by 
an administrator. Yet, the vast majority of patients, including those with high 
care needs, often still have legal capacity because no one close to them has 
asked for an administrator to be appointed. In practice, it is usually sufficient 
for the residential care centre that a trusted person (usually a close relative) 
signs the admission documents without having a mandate of administration 
or formal power of attorney.c  

zorgvragen, in goede en kwade dagen, Herentals, Knopspublishing, 2015; 
art. 2 § 2 Decreet van 15 februari 2019 betreffende de woonzorg, B.S. 3 mei 
2019 (No reference is made to the substitute decision-maker mentioned in 
the patients’ rights law or to a possible administrator). 
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Admission to a residential care centre or other home replacement 
environment often happens against the wishes of the care user. The 
Human Rights Court has ruled on this matter in a number of cases.a When 
a patient/care user understands their situationb and opposes to admission, 
but nevertheless their will is disregarded, there may be unlawful deprivation 
of liberty in the case of admission to a residential care centre, and the care 
user enjoys the protection of article 5, paragraph 1 ECHR (right to liberty 
and security of person).c It is important to note, however, that this must 
involve sustained opposition.d Until now, the Human Rights Court deduced 
the care user's power of comprehension from the actions that a person 
undertakes, such as (verbal) requests to stop the deprivation of liberty or 
lodging an appeal. Opgenhaffen rightly points out that it is not clear how to 
deal with other forms of opposition such as aggression or escape.e In 
addition, sustained opposition also means that a longer term assessment is 
required, creating a waiting period during which it is not clear whether there 
is unlawful deprivation of liberty or not.f Admission to a residential care 
centre against the wishes of the care user also falls within the scope of art. 
14 of the UN Convention on the Rights of Persons with Disabilities, which 
protects the right to liberty. The Belgian legal system is currently not 
equipped to offer protection against such restrictions on fundamental rights 
(such as art. 5 ECHR and art. 14 CRPD) and to control unlawful restrictions 
on freedom. It is therefore appropriate to set rules on how to deal with 
an opposition to admission to a facility by a care user who understands 
their situation.  

 
a  The Court's decisions are binding on signatory states in cases to which they 

are parties and act as a guide to other states on what constitutes a violation 
of human rights. 

b  This is the case for people who cannot be considered as showing full 
decisional capacity but are still able to realise they are being forced to move 
to another residence and oppose to this decision. 

c  See art. 5, paragraph 1 ECHR; ECHR 17 March 2015, no 25820, STEFAN 
STANKOV/Bulgaria, § 89; In this respect also see ECHR 16 October 2012 

6.7.2 Admission in a psychiatric facility 
Some people with mental health problems voluntarily seek admission to a 
psychiatric hospital. As long as they have decisional capacity, they can 
decide for themselves. 

However, people with psychiatric disorders will often be admitted when the 
situation is out of control and they often have no decisional capacity to 
decide for themselves at that moment. As admission to a hospital can be 
considered as an exercise of patient’s rights, the patients’ rights law states 
that a substitute decision-maker can decide on this (unless the patient has 
made a negative advance directive regarding the stay in a psychiatric 
hospital)g. This can be a substitute decision-maker appointed in writing, an 
administrator or a substitute decision-maker according to the cascade 
system provided for in the patients’ rights law (see Table 6). As mentioned 
above, the law does not stipulate how to deal with the opposition of an 
incapacitated patient.  

In practice, when a person opposes to being admitted, even though their 
surroundings believe it to be necessary, recourse is often had to 
compulsory admission, whereby a judge decides on the admission.  

For compulsory admission to take place, it is required that the patient 
suffers from a mental disorder, that he endangers his health and safety 
or forms a serious threat to the life or integrity of others and that there 
is no suitable alternative (art. 2 of the law for the protection of the 
mentally illh). The person’s decisional incapacity is not required. It is 

Kedzior/Polen, § 58; ECHR 17 January 2012, Stanv/Bulgaria, § 130 and 
ECHR 14 February 2012, D.D./Lituania, § 150. 

d  T. OPGENHAFFEN,  Vrijheidsbeperkingen in de zorg, 177 and footnote 782. 
e  Ibid., 178. 
f  Ibid., 177. 
g  Ibid, nr. 103. 
h  Wet van 26 juni 1990 betreffende de bescherming van de menselijke 

persoon, B.S. 27 juli 1990. 
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therefore conceivable that a capacitated person with a psychiatric disorder 
may be subject to compulsorily admission for suicidal behavior.a It is also 
true that, depending on the pathology, the decisional capacity of a 
psychiatric patient can fluctuate during the compulsory admission or 
gradually evolve from incapacitated to capacitated. For example, medication 
(e.g. antipsychotics) administered during the period of hospitalization can 
result in the patient gradually becoming capacitated. If decisional incapacity 
were a condition for compulsory admission, the admission would have to 
end as soon as the patient regained their decisional capacity, unless they 
voluntarily agreed to stay admitted.  

The law does not define the concept of mental disorder. The presence of 
mental disorders is assumed, but the interpretation of this concept is left 
open. It will therefore be up to the physician, who, on the basis of a medical 
examination, must draw up a detailed report, to interpret this concept in 
accordance with the current scientific knowledge.b There is also discussion 
as to whether substance abuse disorders problems (e.g. drug or alcohol 
addiction) are regarded as psychiatric disorders. The legal and medical 
worlds seem to differ on this. Physicians regularly defend that substance 
abuse disorders are seen as a psychiatric disorder in itself.c Substance 

 
a  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde, 

388. 
b  Dementia is described in the Diagnostic and Statistical Manual of Mental 

Disorders (DSM) as a "minor and major neurocognitive disorder" and 
addiction as "substance abuse disorders". 

c  G. DOM en F. DE GROOT, “Verslavingen en gedwongen opname”, in G. 
BENOIT, J. DE FRUYT, H. NYS et. al. (eds.), De bescherming van de 
persoon van de geesteszieke. Ethische, medische en juridische 
perspectieven, Brugge, Die Keure, 2010, 125; D. Desmedt, “Un language à 
intervenir entre le droit et la psychiatrie », in G. BENOIT, I. BRANDON en J. 
GILLARDIN (eds.), Malades mentaux et incapables majeurs. Emergence 
d’un nouveau statut civil, Brussel, Faculté universitaires Saint-Louis, 1994, 
153. 

d  https://www.druglijn.be/drugs-abc/cannabis/veelgestelde-vragen/is-er-een-
verband-tussen-cannabis-en-psychose 

abuse disorders are also part of the Diagnostic and Statistical Manual of 
Mental Disorders, the manual for the classification of mental disorders. 
Another view (which is more widely defended in legal doctrine) is that 
addiction itself is not a mental illness, but that it may be one if the use is a 
consequence of a psychiatric disorder or if it triggers or determines the 
course of psychiatric disorders (e.g. the effect of the use of cannabis on 
psychosisd).e Practice shows that substance abuse problems play a role in 
a significant number of compulsory admissions (see chapter patient 
interviews). Dementia could qualify as a mental disorder if it results in 
psychopathological functional disorders of the thinking faculty, the memory 
and the perception of reality.f 

There are two procedures for compulsory admission. In the ordinary 
procedure, people who are close to the person, such as relatives or the 
general practitioner, submit a request to the juvenile court or justice of the 
peace based on a detailed medical report. The detailed medical report 
describes, on the basis of an examination of no more than fifteen days old, 
the state of health of the person concerned and the symptoms of the 
disorder, and establishes that the conditions of mental disorder, danger and 
absence of alternative are met (art. 5 § 2 of the law for the protection of the 

e  F. SWENNEN, Geestesgestoorden in het burgerlijk recht, 58-63; J. PUT, M. 
ROM en I. VAN DER STRAETE, Geesteszieke minderjarigen en dwang: 
vrijheidsberoving, dwangopneming, vrijheidsbeperkingen en 
dwangbehandeling van geesteszieke minderjarigen, Brussel, Larcier, 2007, 
36.  

f  F. SWENNEN, Geestesgestoorden in het burgerlijk recht, 63-64; S. 
DEFLOOR en H. NYS, Dementie en de rechten van de patiënt, 19-20; DSM 
– 5 
https://www.uptodate.com/contents/image?imageKey=NEURO%2F91276; 
A. HAEKENS, “Een verhaal apart? Ouderen en de wet betreffende de 
bescherming van de persoon van de geesteszieke”, in G. BENOIT, J. DE 
FRUYT, H. NYS et al. (eds.), De bescherming van de persoon van de 
geesteszieke. Ethische, medische en juridische perspectieven, Brugge, Die 
Keure, 2010, 191- 192. 
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mentally ill). This report may not be drawn up by a physician who is a relative 
by blood or marriage of the patient or of the applicant, or who is in any way 
connected with the psychiatric service where the patient resides. There is 
also a second procedure, which is an urgent procedure. In this case, there 
is urgency and the police often have to intervene. The public prosecutor can 
then decide on immediate admission on the basis of a physician’s report. 
The person appears before the judge after a period of observation of up to 
ten days. The judge can extend the observation period by forty days. The 
maximum duration of the stay is two years.  

A compulsory admission to a psychiatric care facility is often 
connected with undergoing intervention(s) against the patient's will, 
and this applies to both capacitated and incapacitated patients. Such 
as medication, isolation, (chemical) fixationa, etc. As mentioned above, a 
patient who is involuntarily admitted is not automatically legally incompetent 
and/or incapacitated, and the compulsory admission does not result in the 
patient’s legal incompetence or decisional incapacity either.b In principle, a 
capacitated patient who has been involuntarily admitted can still decide 
independently about the medical interventions that will be taken in the 
psychiatric hospital. However, the compulsory hospitalization can have an 
actual impact on the capacity of the mentally ill person. The judge may, for 
example, impose a judicial protection measure on the hospitalized patient.c 
A compulsory admission may also lead to the person's decisional capacity 
being questioned and therefore to a formal assessment of the person's 
decisional capacity. In practice, however, it appears that patients do not 
always (have the perception that they) decide on a treatment or intervention 
themselves, even if they are (according to them) capacitated at the time (see 

 
a  For an overview of the assessment of the rules regarding isolation and 

fixation, T. OPGENHAFFEN, Vrijheidsbeperkingen in de zorg, 418, nrs. 332 
and following; T. PEETERS, K. DE CUYPER, T. OPGENHAFFEN, I, BUYCK, 
J. PUT en CH. VAN AUDENHOVE, De preventie en toepassing van 
afzondering en fixatie in de residentiële geestelijke gezondheidszorg. Een 
multidisciplinaire richtlijn met zicht op de toekomst, Leuven, 2020, 
https://steunpuntwvg.be/images/swvg-3-rapporten/ef-21-md-richtlijn-
afzondering-en-fixatie. 

patient interviews). Opgenhaffen also mentions that psychiatric admission 
and treatment is a pathway that is often mapped out at the outset, which 
puts pressure on the right to consent for every intervention.d Here, 
psychiatric facilities sometimes use documents that suggest that it is the 
physician who makes the decisions about the course of treatment and that 
any changes can be forced on the care user (e.g. the treating psychiatrist 
can decide that despite the refusal of medication, compulsory medication 
can be administered if this medication is necessary and can damage health 
if not taken).e This is obviously not in line with the rights provided for in the 
patients’ rights law. 

The compulsory treatment itself is not explicitly regulated by law. The 
starting point is the requirement of informed consent for any medical act (art. 
8 § 1 first section patients’ rights law). This means that patients who are 
involuntarily hospitalized can, in principle, consent (or refuse) to certain 
interventions if, at the time and for the intervention in question, they have 
decisional capacity. A (capacitated) patient can therefore always refuse a 
medical intervention. However, the healthcare provider must inform the 
patient about the (possible adverse) consequences of the refusal and offer 
alternatives or refer the patient on where possible Nevertheless, there are 
safety measures such as isolation and fixation that are applied by care 
providers despite the care user's (capacitated) refusal or opposition. In doing 
so, care providers interfere with the physical and psychological integrity of 

b  Recommendation R (83) 2 of the Committee of Ministers of the Council of 
Europe of 21 February 1983 on the legal protection of persons suffering from 
mental disorder placed as involuntary patients. 

c  Art. 1238, §2, 1° Belgian Judicial Code. 
d  T. OPGENHAFFEN, Vrijheidsbeperkingen in de zorg, 390, nr. 315. 
e  See also the examples given in footnotes 239 to 241, T. OPGENHAFFEN, 

Vrijheidsbeperkingen in de zorg, 390. 

https://steunpuntwvg.be/images/swvg-3-rapporten/ef-21-md-richtlijn-afzondering-en-fixatie
https://steunpuntwvg.be/images/swvg-3-rapporten/ef-21-md-richtlijn-afzondering-en-fixatie
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the care user.a For isolation and fixation to be allowed, they must be 
permitted by law.  

According to legal doctrine, a compulsory treatment can only be justified if 
the patient's refusal of treatment would cause a danger to third parties or 
society serious enough to invoke the state of emergencyb or legitimate 
defense.c According to the Belgian Order of Physicians, compulsory 
treatment with antipsychotics should be allowed when a psychotic care user 
is incapacitated and the antipsychotics restore the decisional capacity, 
reduce the risk of violence or damage to the physical integrity of third parties, 
or entail a health benefit.d  

A delicate issue, however, is whether the physician or nurse can invoke the 
state of emergency when care users refuse isolation and fixation, but in 
doing so only endanger themselves. In that case, the right to self-
determination conflicts with the duty to provide care. According to some 
authors, the right to self-determination prevails in such cases, even if the 
informed care user makes a life-threatening choice.e The Steunpunt Welzijn, 
Volksgezondheid en Gezin (support centre for welfare, public health and 
family) developed a multidisciplinary guideline for the prevention and 

 
a  C. LEMMENS, “De dwangopneming van geesteszieken”, In F. DEWALLENS 

en T. VANSWEEVELT (eds.), Handboek gezondheidsrecht: Deel II, 
Antwerpen, Intersentia, 2014, 1034. 

b  The state of emergency is a general justification in criminal law. A state of 
emergency exists when the violation of criminal law provisions and the 
violation of criminal law-protected legal goods and interests is the only means 
to safeguard other, more important legal goods or interests. In this case, any 
capacitated decision/refusal must be respected (otherwise there is a violation 
of physical integrity which is punishable by law) unless it poses a danger to 
third parties or society. See on the state of emergency L. DUPONT en R. 
VERSTRAETEN, Handboek Belgisch strafrecht, Leuven, Acco, 1989-90, nrs. 
383-391; P.E. TROUSSE, “Principes generaux du droit pénal positif belge” , 
Novelles, Droit pénal, I/1, nrs. 2698-2728; C. VAN DEN WYNGAERT, 
Strafrecht en strafprocesrecht in hoofdlijnen, Antwerpen, Maklu, 1991, 201-
210; C.J. VANHOUDT en W. CALEWAERT, Belgisch Strafrecht, II, Gent, 
Story-Scientia, 1976, 2e druk, nrs. 873-881. 

application of isolation and fixation in residential mental healthcare (2019). 
This guideline, which analyses the possible legal grounds for fixation and 
isolation, states that in practice isolation and fixation are applied outside the 
law and, as a result, the care user who is submitted to these measures, has 
few safeguards.f 

Even if a patient is found to be incapacitated, it is in principle not up to 
the healthcare professional to decide on the patient's treatment. If there is 
no advance directive on the part of the patient, it is the substitute decision-
maker who decides in accordance with the patient's (supposed) will, or if this 
is not known, in the patient's best interests. As mentioned above (see 6.4.2), 
a healthcare provider may deviate from the substitute decision-maker’s 
decision if this is in the patient's interest and to avert a threat to their life or 
a serious impairment of their health (art. 15 § 2 patients’ rights law), unless 
the appointed substitute decision-maker can demonstrate that this was the 
patient's explicit will. Even if a patient is incapacitated, a healthcare provider 
cannot simply decide for the patient without consulting the substitute 
decision-maker (unless the healthcare provider is the substitute decision-
maker, see Table 6). In an emergency, when there is no clarity as to whether 
or not the patient or their substitute decision-maker has expressed their will 

c  Art. 416 Belgian Criminal Code; Legitimate defence can be described as the 
situation that gives someone the right to use violence as a necessary defence 
against an actual and unlawful attack on their own person or on someone 
else's person.; T. OPGENHAFFEN, Vrijheidsbeperkingen in de zorg., 401. 

d  Orde der Artsen, Advies over de dwangbehandeling van psychotische 
patiënten in de gevangenis, 12 mei 2007. 

e  M.N. VEYS, De Wet Patiëntenrechten in de psychiatrie,. 137; C. LEMMENS, 
Voorafgaande wilsverklaringen met betrekking tot het levenseinde, 1045. 

f  T. PEETERS, K. DE CUYPER, T. OPGENHAFFEN, I. BUYCK, J. PUT, C. 
VAN AUDENHOVE; Steunpunt Welzijn, Volksgezondheid en Gezin, De 
ontwikkeling van een multidisciplinaire richtlijn voor de preventie en 
toepassing van afzondering en fixatie in de residentiële geestelijke 
gezondheidszorg, 2019, 102 https://steunpuntwvg.be/images/swvg-3-
rapporten/ef21-mdr-afzondering-en-fixatie-eindrapport 
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in advance, the physician may indeed act immediately in the interest of the 
patient's health (art. 8, §5 patients’ rights law). The physician must, however, 
report this in the patient's file and, as soon as possible, act in accordance 
with the rules of substitute decision-making. 

According to Opgenhaffen, both the healthcare provider and the substitute 
decision-maker should take the opposition of the healthcare user into 
account.a Belgian law, however, has no safeguards in place to regulate 
the patient's opposition.b In the Netherlands, the law on compulsory 
mental care for people with a mental disorder resulting in behavior that 
causes serious harm (danger) to themselves or others has recently been 
passed (as mentioned above).c In this law, legal safeguards have been built 
in to prevent treatment that goes against the will of a care user (such as 
administering medication, carrying out medical checks or compulsory 
admission to a mental health institution). The law aims to prevent 
compulsory care as much as possible. If compulsory care is really 
necessary, the least intrusive form must be used and the coercion must be 
phased out as soon as possible. The court can only impose compulsory care 
if this care 1) is the only way to eliminate serious harm; 2) is proportionate 
(in relation to the serious harm to be solved) and 3) is effective (produces 
results).  

 
a  T. OPGENHAFFEN, Vrijheidsbeperkingen in de zorg, 401. 
b  The law on medical experiments on human persons does stipulate that the 

explicit will of the participant who can form an opinion and assess the 
information to not or no longer participate in a medical experiment is 
examined and respected by the researcher. 

c  Wet van 24 januari 2018, houdende regels voor het kunnen verlenen van 
verplichte zorg aan een persoon met een psychische stoornis (Wet verplichte 
geestelijke gezondheidszorg), 
https://wetten.overheid.nl/BWBR0040635/2021-07-01 

Together with the Order of Physiciansd, legal doctrinee suggests to put 
in place a clear legal framework in Belgium to make treatments that go 
against what the (incapacitated) care user wants more predictable and 
verifiable. 

6.7.3 Decisional incapacity and day-to-day decisions in a 
residential care context 

In a setting where an incapacitated patient or care user is admitted or 
resident, whether voluntarily or involuntarily, the person will be confronted 
with daily actions and interactions (e.g. meal choice, smoking, washing 
oneself, entering into a relationship, time to go to sleep, etc.).  

The question then arises how the law deals with this. Should an 
incapacitated patient or care user also be substituted for this, and if so, by 
whom? There is a clear regulation regarding the exercise of patient’s rights 
(concerning actions that are mainly related to care and treatment) (see 6.4). 
In addition, it is also stipulated that if a person is legally incompetent, an 
administrator (if authorized by the judge) can act for legal acts (such as 
buying a house, etc.) and factual acts mentioned by law, of which exercising 
patient’s rights and choosing the place of residence are the most relevant.  

However, there is no provision in law with regard to day-to-day acts 
and interactions.f In practice, it often occurs that the facility or persons from 
the person's informal network will act. Opgenhaffen rightly points out that it 
is not appropriate for the facility alone to judge the life choices of the care 

d  Orde der Artsen, Advies over de dwangbehandeling van psychotische 
patiënten in de gevangenis, 12 mei 2007 
https://ordomedic.be/nl/adviezen/deontologie/consent-fully-
informed/dwangbehandeling-van-psychotische-pati%C3%ABnten-in-de-
gevangenis 

e  T. OPGENHAFFEN, Vrijheidsbeperkingen in de zorg, 43. 
f  Ibid., 147. 
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user. It would be better to consider a natural guardian outside the facility, 
such as the person acting as an informal substitute decision-maker on the 
grounds of the cascade system of the patients’ rights law, or the 
administrator, even though technically they are not authorized to do so.a  

Above all, it is important that there are guarantees that an 
incapacitated person is not left unprotected and is left to their own 
devices or is not dominated by persons who do not make decisions in 
their interests. It is neither desirable nor possible to fully control the 
interference of third parties (e.g. informal carers, informal substitute 
decision-makers, etc.) when a person is not or no longer capacitated to 
make their own choices regarding day-to-day matters. In our view, such 
matters can rather be part of the framework of values that determines the 
care policy of a care institution. The Flemish residential care decreeb 
imposes a number of important operating principles on residential care 
centres in this regard, such as: "providing care which, in terms of its nature, 
time, place, duration and intensity, is best suited to the needs of the user 
(art. 4, 4° Flemish residential care decree)"; "safeguarding, supporting and 
stimulating the personal autonomy and self-responsibility of the user and 
their informal carers (art. 4, 6° Flemish residential care decree)", "making 
maximum use of the self-care and self-reliance of the user and their informal 
carers, taking into account their ability to cope (art. 4, 7° Flemish residential 
care decree)", "organizing the participation of users (art. 4, 16° Flemish 
residential care decree)", etc. In addition, residential care centres are also 
called upon to conduct a policy on ethically responsible care (art. 4, 
14°Flemish residential care decree).c The relevant legislation of the French-
speaking community also provides for such a value framework.d  

 
a  Ibid., 148. 
b  Decreet betreffende de woonzorg van 15 februari 2019, B.S. 3 mei 2019. 
c  See also the publication of the Flemish Government: Stapstenen voor een 

ethisch verantwoord zorgbeleid in woonzorgcentra 

Key points regarding admission of a care user in a residential care 
setting 

Admission in residential care centre (or home replacement 
environment) 

• In practice, it is usually sufficient for the residential care centre 
that a trusted person (usually a close relative) signs the 
admission documents without having a mandate of 
administration or formal power of attorney. 

• There are currently no rules on how to deal with a care user who 
understands their situation and opposes to their admission to a 
care facility. 

Admission in psychiatric facility 

• Capacitated persons can voluntarily be admitted to a psychiatric 
hospital. If a person is incapacitated, the substitute decision-
maker may take that decision. This can be a substitute decision-
maker appointed in writing, an administrator or a substitute 
decision-maker according to the cascade system provided for 
in the patients’ rights law. 

• For compulsory admission, it is required that the patient suffers 
from a mental disorder, that they endanger their health and 
safety or pose a serious threat to the life or integrity of others 
and that there is no suitable alternative. Compulsory admission 
is also possible for capacitated persons. 

Compulsory treatment is not explicitly regulated by law. 

https://www.vlaanderen.be/publicaties/stapstenen-voor-een-ethisch-
verantwoord-zorgbeleid-in-woonzorgcentra 

d  Art. 337 Code wallon de l'action sociale et de la santé du 29 septembre 2011, 
M.B. 21 décembre 2011. 
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Day-to-day decision  

• The law does not regulate who decides on the day-to-day 
decisions and interactions of incapacitated persons. 

• In practice, the facility or persons from the person's informal 
network will often act. Although the law cannot regulate the 
entire informal circle surrounding an incapacitated person, it is 
necessary to have guarantees so that a person who is 
incapacitated is not unprotected and remains involved in 
decisions about daily life as much as possible. 

6.8 Part 6 - The role of the United Nations Convention on 
the Rights of Persons with Disabilities  

Throughout the various chapters, the vision of the Convention on the Rights 
of Persons with Disabilities was already expressed in a fragmentary way. In 
this chapter, we will take a closer look at the approach of legal capacity 
and decisional capacity, which is an evolving process a.o. driven by 
this Convention.   
The Convention on the Rights of Persons with Disabilities was adopted 
by the UN General Assembly on 13 December 2006 and entered into force 
on 3 May 2008.a It has stimulated significant debate about decision-making 

 
a  United Nations Convention on the Rights of Persons with Disabilities (CRPD), 

https://www.un.org/disabilities/documents/convention/convention_accessibl
e_pdf.pdf ;Commissioner of Human Rights of the Council of Europe, Who 
gets to decide? Right to legal capacity for persons with intellectual and 
psychosocial disabilities, Strasbourg, 20 February 2012,  31 
https://rm.coe.int/who-gets-to-decide-right-to-legal-capacity-for-persons-
with-intellectu/16807bb0f9 

b  According to article 1 CRPD “Persons with disabilities include those who have 
long- term physical, mental, intellectual or sensory impairments which in 
interaction with various barriers may hinder their full and effective participation 
in society on an equal basis with others.” Mental disabilities is understood as 

rights of persons with disabilities. It is the first binding convention reaffirming 
the rights of individuals living with “long term physical, mental, intellectual or 
sensory impairments”. Article 12 states as a basic principle that “persons 
with disabilitiesb have the right to recognition everywhere as persons before 
the law” (art. 12,1° CRPD) and “enjoy legal capacity on an equal basis with 
others in all aspects of life” (art. 12, 2° CRPD). Moreover State Parties have 
to take appropriate measures to provide access by persons with disabilities 
to the support they may require in exercising their legal capacity (art. 12, 3° 
CRPD). State Parties also need to ensure that all measures that relate to 
the exercise of legal capacity provide for appropriate and effective 
safeguards to prevent abuse in accordance with international human 
rights law (…) (art. 12, 4° CRPD).  

The UN Committee on the Rights of Persons with Disabilities (hereafter the 
Committee), the body that monitors the implementation of the Convention 
by the States Parties, has made an interpretation of article 12 in its General 
comment n° 1 on Equal Recognition Before the Law.c Although the 
Convention (in art. 12) primarily concerns ‘legal capacity’, the Committee 
gives interesting and relevant input for several issues related to (the 
assessment of) decisional capacity and therefore contributes to the 
evolution of research in this domain. According to the Committee all forms 
of denial of legal capacity that are discriminatory on the basis of disability, 
must be abolished, including removing legal capacity based on the fact that 
a person cannot (sufficiently) understand the nature and consequences of a 

a broad concept that includes mental disorders, neurodevelopmental and 
neurodegenerative disorders, organic brain damage, learning disabilities and 
intellectual disability insofar as these conditions in conjunction with the actual 
social circumstances entail a substantial impairment in functioning (M. 
SCHOLTEN and J. GATHER, Adverse consequences of article 12 of the UN 
Convention on the Rights of Persons with Disabilities for persons with mental 
disabilities and and alternative way forward, J. Med. Ethics 2018; 44:226).  

c  Committee on the Rights of Persons with Disabilities. General comment no 
1: Article 12: equality before the law. 
https://www.ohchr.org/en/hrbodies/crpd/pages/gc.aspx 
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decision and/or that a person cannot weigh or use the relevant information.a 
On this interpretation, article 12 renders it impossible to deny persons with 
mental health disabilities the right to make treatment decisions on the basis 
of impaired decisional capacity and demands the replacement by State 
Parties of regimes of substitute decision-making by supported 
decision-making. In this, it is important to understand what is understood 
by substitute  decision-making. The Committee has defined impermissible 
substituted decision-making as systems whereb: 

(i) capacity is removed from a person, even if this is in respect of a 
single decision; 

(ii) a substitute decision-maker can be appointed by someone other 
than the person concerned, and this can be done against his or her 
will; and 

(iii)  any decision made by a substitute decision-maker is based on what 
is believed to be in the objective ‘best interests’ of the person 
concerned, as opposed to being based on the person’s own will and 
preferences. 

The term ‘will and preferences’ is not defined in the general comment or in 
the Convention. However, in general, an individual’s ‘will’ is used to describe 
the person’s long-term vision of what constitutes a ‘good life’ for them, 
whereas an individual’s ‘preferences’ tends to refer to likes and dislikes, or 
ways in which a person prioritises different options available to them.c Non 

 
a  Committee’s General Comment no 1, Article 12, § 25. 
b  Committee’s General Comment no 1, Article 12, § 27. 
c  A. ARSTEIN-KERSLAKE, E. FLYNN, “The General Comment on Article 12 

of the Convention on the Rights of Persons with Disabilities: a roadmap for 
equality before the law”, The International Journal of Human Rights, 2016, 
483. 

d  An interdiction is a legal process where a court is asked to determine, from 
testimony and other evidence presented, whether a person is unable, due to 
an infirmity, to consistently make decisions regarding his person and/or his 

admitted forms of substituted decision-making include adult guardianship, 
conservatorship and judicial interdictiond, among others.e Yet, the obligation 
to abolish substituted decision-making does not require states to eliminate 
all decision-making systems which involve the appointment of a person to 
take a decision for another person. For example, where a person chooses 
to delegate decision-making on a particular issue to a trusted person, whose 
role is to make the decision based on the appointer’s will and preferences. 
Another admitted form is the appointment of a decision-maker in a situation 
of last resort, where the individual’s will and preferences are unknowable 
and a decision needs to be made.f Where this option is used, the Committee 
makes clear that the outside decision-maker is to make a decision based on 
their ‘best interpretation’ of the person’s will and preferences at the time the 
decision is made.g The Committee also clarifies that it is not sufficient to 
develop supported decision-making systems in parallel with the 
maintenance of substitute decision-making regimes.h  

In the Committee’s view, substitute decision-making needs to be replaced 
by supported decision-making. “Support” is seen as a broad term that 
encompasses both informal and formal support arrangements, of varying 
types and intensity. Support arrangements may consist of choosing one or 
more trusted support persons to assist in the exercise of legal capacity for 
certain types of decisions (e.g. peer support, self-advocacy support) without 
substituting their decision for the person supported.i Informal arrangements 
consist of family members or friends voluntarily helping the person. Formal 
support arrangement would entail the appointment of a caretaker through a 

property, or to communicate those decisions. If such a finding is made, the 
court appoints someone to make these decisions for him. 

e  A. ARSTEIN-KERSLAKE, E. FLYNN, “The General Comment on Article 12 
of the Convention on the Rights of Persons with Disabilities: a roadmap for 
equality before the law”, 477. 

f  Ibid. 
g  Committee’s General Comment no 1, Article 12, § 21. 
h  Committee’s General Comment no 1, Article 12, § 28. 
i  Committee’s General Comment no 1, Article 12, § 17. 
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formal act. Formal support can be useful when the person lives alone and/or 
has no social network. States have an obligation to facilitate the creation of 
support for these people, by including a mechanism for third parties to verify 
the identity of a support person as well as a mechanism for third parties to 
challenge the action of a support person if they believe that the support 
person is not acting based on the will and preference of the person 
concerned.a Support may also involve advance planning (e.g. advance 
directive) and it may constitute the development and recognition of diverse 
non-conventional methods of communication, including non-verbal forms, 
that are made available in the languages/forms best understood by them.b  

All these support systems must be based on the core principle of respect for 
the individual’s will and preferences. Informal support may not have 
sufficient safeguarding processes built in to protect the rights, will and 
preferences of the individuals using the support – but has the benefit that 
the providers of this support are more likely to know the person well and to 
be in the person’s life for a long time.c Formal support structures may be 
subject to greater safeguards and a guarantee of ‘independence’ but they 
run a serious risk of becoming over professionalized, creating another 
intrusion in the lives of people with disabilities, and potentially creating an 
additional barrier for the individual to overcome before her decision-making 
is recognized.d It is likely that the best system will include room for both 
informal supports with safeguards and non-invasive formal supports.e Other 
objections against the support centered model of the CRPD and the 
Committee are that providing (formal) support is costly and places 

 
a  Committee’s General Comment no 1, Article 12, § 29, d. 
b  Committee’s General Comment no 1, Article 12, § 17. 
c  A. ARSTEIN-KERSLAKE, E. FLYNN, “The General Comment on Article 12 

of the Convention on the Rights of Persons with Disabilities: a roadmap for 
equality before the law”, 476. 

d  Ibid. 
e  Ibid. 

additional tasks on already overworked healthcare professionals since 
they will be more involved in communication and assistance.f Obviously, a 
strong organizational framework is necessary to make the support centered 
model work. 

With regard to the costs, the Committee states that States parties must 
ensure that support is available at nominal or no cost to persons with 
disabilities and that lack of financial resources is not a barrier to accessing 
support in the exercise of legal capacity.g  

The Committee emphasizes that supported decision-making should cover 
all possible decision scenarios pertinent to disabled people, 
irrespective of someone’s level of support needs.h All forms of support must 
be based on the will and preferences of the person concerned, not on 
what is perceived as being in their (best) interests.i This approach 
should limit the risk for disempowerment (when the wishes of the patient 
conflict with what is perceived to be in their best interest) and abuse that is 
present in substitute decision-making models where substitute decision-
makers decide without the patient’s consent. Where, after significant 
attempts have been made, it is not possible for the person to directly express 
their opinion, the decision should be made on the basis of “the best 
interpretation of will and preferences”.j This means that those around the 
person in charge of support should try to reconstruct the person’s wishes on 
the basis of the person’s behavior, previous statements, contextual 
elements or logical reasoning and identify a choice, which is as close as 

f  K. DE SABATA, “Dementia, Treatment Decisions, and the UN Convention on 
the Rights of Persons With Disabilities. A New Framework for Old Problems”, 
10; M. SCHOLTEN M, J. GATHER, “Adverse consequences of article 12 of 
the UN Convention on the Rights of Persons with Disabilities for persons with 
mental disabilities and an alternative way forward”, 230. 

g  Committee’s General Comment no 1, Article 12, § 29, e. 
h  Committee’s General comment no 1: Article 12, § 29. 
i  Committee’s General Comment no 1, Article 12, § 29. 
j  Committee’s General Comment no 1, Article 12, § 21. 
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reasonably possible to what the person would want. Rather than determining 
what the patients would decide if they were capacitated (substituted 
judgment standard) or what would be in the best interest of the person (best 
interest standard), the role of the support person is to help the person with 
mental disability to articulate their current will and preferences.a In situations 
involving an exercise of legal capacity, where will and preferences are 
unknowable, the support paradigm in the General Comment requires that a 
good faith effort will be made to arrive at the decision which best reflects the 
individual’s wishes.b  

In a system that prioritises respect for will and preferences, it is possible that 
a person may express a will and preference to engage in serious self-harm, 
or harm to others. Critiques of Article 12 have presented this as a situation 
where will and preferences cannot be respected (and substituted decision-
making is necessary).c Guiding principles of the General Comment that may 
provide an answer to this are that the support person should explore the 
reasons behind such will and preferences – as they may be an indication of 
distress – and should continue to offer various forms of support to the 
person. Yet, if the will and preferences of that person are clear, this does not 
mean that no state intervention is permissible under Article 12, but rather 

 
a  M. SCHOLTEN, J. GATHER, “Adverse consequences of article 12 of the UN 

Convention on the Rights of Persons with Disabilities for persons with mental 
disabilities and an alternative way forward”,  J. Med Ethics 2018, 228. 

b  A. ARSTEIN-KERSLAKE, E. FLYNN, “The General Comment on Article 12 
of the Convention on the Rights of Persons with Disabilities: a roadmap for 
equality before the law”, 484 

c  See for example, G. SZMUKLER, R. DAW, and F. CALLARD, ‘Mental Health 
Law and the UN Convention on the Rights of Persons with Disabilities’, 
International Journal of Law and Psychiatry 37, no. 3 (2014): 245; P.S. 
APPELBAUM, “Saving the UN Convention on the Rights of Persons with 
Disabilities from itself”, World Psychiatry 2019, 1-2; J. DAWSON, “A realistic 
approach to assessing mental health laws’ compliance with the UNCRPD”, 
70-9; W. MARTIN, S. MICHALOWSKI, T. JUTTEN, M. BURCH,  “Achieving 
CRPD Compliance. Is the Mental Capacity Act of England and Wales 
compatible with the UN Convention on the Rights of Persons with Disabilities? 

that any intervention must be imposed on an equal basis on persons with 
and without disabilities, and that such interventions should not amount to 
substituted decision-making.d 

An often raised problem for substitute decision-maker models is the risk for 
undue influence; revealing what the person would have decided if he were 
competent (substituted judgment standard) is difficult and the substitute 
decision-maker may easily (in good or bad faith) project his interests on 
those of the patient. This risk seems, according to some authors, to be more 
serious in the support model since it is an extremely difficult task to discern 
the current will and preferences of a patient who has impaired decisional 
capacity.e A related problem is that in the substitute decision-maker model 
responsibility for treatment decisions is distributed either to the patient if 
the patient is capacitated or to the substitute decision-maker if the patient is 
incapacitated. In the support model the patient remains capacitated 
regardless of the level of decisional capacity. This implies that there is no 
accountability for the support person, which increases the risk of abuse.f The 
Committee embraces a framework based on “safeguards” in order to 
preserve the person’s autonomy; and requires State parties to create 
appropriate and effective safeguards for the exercise of legal capacity in 

If not, what next?”, Colchester: Essex Autonomy Project (2014); M. 
DONELLY, “Best interest in the Mental Capacity Act: Time to say goodbye”, 
Med. Law rev. 2016, 318-32; M.C. FREEMAN, K. KOLAPPA, J.M. CALDAS 
DE ALMEIDA, S. PHAKATHI, B. SARACENO, G. THORNICROFT, 
“Reversing hard won victories in the name of human rights: a critique of the 
General Comment on Article 12 of the UN Convention on the Rights of 
Persons with Disabilities”, Lancet Psychiatry 2015, 1-6. 

d  Committee’s General Comment no 1, Article 12, § 13. 
e  J. CRAIGIE, “A fine balance : reconsidering patient autonomy in the light of 

the UN convention on the rights of persons with disabilities”, Bioethics 2015, 
398-405. 

f  M. SCHOLTEN, J. GATHER, “Adverse consequences of article 12 of the UN 
Convention on the Rights of Persons with Disabilities for persons with mental 
disabilities and an alternative way forward”, 230. 
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order to ensure the respect of the rights, will and preferences of persons.a 
Yet, “safeguards” is not defined in the Committee’s General comment. The 
Committee articulates some core safeguards which will be needed in new 
mechanisms to support the exercise of legal capacity, such as ‘a mechanism 
for third parties to verify the identity of a support person as well as a 
mechanism for third parties to challenge the action of a support person if 
they believe that the support person is not acting based on the will and 
preference of the person concerned’.b  

Another important safeguard which respects will and preferences is the fact 
that the person using support must be free to reject offers of support, and to 
end the support relationship at any time she chooses. Nevertheless, the 
Committee does not permit states to abandon or ignore people with 
disabilities who may be vulnerable to violence, abuse and exploitation (see 
also art. 16 of the Convention). The Committee simply obliges states not to 
deny an individual’s legal capacity in the name of protecting them against 
abuse. In addition, in light of the non-discrimination principle articulated in 
the Convention and reiterated in the Committee, measures taken by states 
to protect against violence, exploitation and abuse must apply to both 
persons with and without disabilities equally. For instance, If a state would 
not restrict the legal capacity of a woman without disabilities who chooses 
to stay in an abusive domestic relationship, it should also not restrict the 
legal capacity of a woman with disabilities in these circumstances. Instead, 
the state’s obligation extends to offering practical support to both women 
with disabilities and women without disabilities – while at the same time 
respecting the individual’s legal agency.c 

 
a  Committee’s General Comment no 1, Article 12, §  29. 
b  Committee’s General Comment no 1, Article 12, §  25, d. 
c  A. ARSTEIN-KERSLAKE, E. FLYNN, “The General Comment on Article 12 

of the Convention on the Rights of Persons with Disabilities: a roadmap for 
equality before the law”, 479. 

d  G. RICHARDSON. “Mental disabilities and the law: from substitute to 
supported decision-making?”, Curr. Legal Prob. 2012, 333-54. 

The abolishment of the possibility to deny persons with mental health 
disabilities the right to make treatment decisions on the basis of impaired 
decisional capacity also implies that all tests of mental (in)capacity 
contained in national legislations and which set out the cognitive perquisites 
which, if not met, lead to the withdrawal of a person’s legal capacity, must 
be abandoned.d The Committee remarks that in all tests (based on a 
functional, outcome or status approach), a person’s disability and/or 
decision-making skills are taken as legitimate grounds for denying their legal 
capacity.e Even in a functional approach, there is a discrimination against 
people with mental disabilities (who are likely to fail such a test), because “it 
presumes to be able to accurately assess the inner-workings of the human 
mind”.f According to the Committee, the CRPD does not only abandon the 
functional approach when this automatically leads to legal incapacity but 
even when it is used to evaluate the reliability of the will.g As such, a decision 
concerning a health care related intervention will no longer depend on the 
presence of the cognitive capacities of a person (i.e. whether the person 
understands the situation and the consequences of a choice and can 
express a choice), but on whether the decision fits in the person’s vision of 
what constitutes a good life, which is handicap-neutral. Some authors 
criticize this position, stating that the conclusion that the actual will of the 
person does not fit in the vision of what constitutes a good life, also includes 
a judgement, namely that the person concerned is not capable to re-write 
his/her life story.h The Human Rights Commissioner of the Council of Europe 
suggests in this scope that the functional approach should be used in 
assessing the actual will, not to conclude that the absence of cognitive 

e  Committee’s General Comment no 1, Article 12, § 15. 
f  Committee’s General Comment no 1, Article 12, § 15. 
g  Committee’s General Comment no 1, Article 12, § 14 and 29 (i). 
h  T. OPGENHAFFEN, Vrijheidsbeperkingen in de zorg, 99; G. SZMUKLER, R. 

DAW en F. CALLARD, “Mental Health Law and the UN Convention on the 
Rights of Persons with Disabilities”, International Journal of Law and 
Psychiatry 2014, 249.   
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capacities leads to legal incapacity, but to the necessity of support.a Support 
could be targeted at improving accessibility of information or helping the 
person to reason or communicate a choice. If support is not sufficient to 
reach the cognitive standards, legal capacity can be maintained, but support 
persons could be more intensively involved in taking the decision.   

The fact that in the proposed model of the CRPD there is no distinction 
between decisional capacity and decisional incapacity means that advance 
directives cannot enter into force at a precise moment when the person has 
become incapacitated. Yet, it can serve as a record over time of the person’s 
will and preferences and can be used to integrate the indications these 
person cannot directly express due to their deteriorated condition.b As such, 
the expanded vision of advance directives views them as vehicles for 
directing care, documenting and communicating mental health experiences, 
evaluating treatments and medications, documenting the context in which 
illness and recovery occur, etc.c  

 
a  Council of Europe, Who gets to decide? Right to Legal Capacity for Persons 

with Intellectual and Psychosocial Disabilities, Issue paper published by the 
Council of Europe Commissioner for Human Rights, Straatsburg, Council of 
Europe Publishing, 2012, 13 

b  F. MORRISSEY, “The introduction of a legal framework for advance 
directives in the UN CRPD era: The views of Irish service users and 
consultant psychiatrists”, Ethics Medicine and Public Health 2015, 325-38.  

c  Ibid. 
d  https://treaties.un.org/Pages/ViewDetails.aspx?src=TREATY&mtdsg_no=IV-

15&chapter=4&clang=_en; see for instance the interpretation of the 
Netherlands with regard to substitute decision-making: “Furthermore, the 
Kingdom of the Netherlands declares its understanding that the Convention 
allows for supported and substitute decision-making arrangements in 
appropriate circumstances and in accordance with the law. The Kingdom of 
the Netherlands interprets Article 12 as restricting substitute decision-making 
arrangements to cases where such measures are necessary, as a last resort 
and subject to safeguards.”; see also for an overview of approaches taken in 
member states of the Council of Europe: Council of Europe, “A study on the 

The Committee also stresses that forced treatment by psychiatric and other 
healthcare professionals violates the equal recognition before the law and 
several other CRPD rights. Therefore State Parties must abolish policies 
and legislative provisions that allow forced treatment.  

The CRPD and especially the General Comment of the Committee have 
triggered a mix of skeptic, critical and positive reactions. Several countries 
have made reservations enabling amongst others substitute decision-
making in exceptional circumstancesd and the vision of some human rights 
organisationse is not always systematically in line with the one of the 
Committee. Some authors contest that the provisions of art. 12 and the 
interpretation by the Committee contribute to the realization of the CRPD 
principle aims of promoting autonomy, ensuring equal treatment and 
counteracting discrimination of persons with disabilities.f It is argued that the 
Convention is full of ambiguities and inconsistencies (for instance it does 
not define legal capacity and language is often imprecise which leads to 

Equal Recognition before the law. Contribution towards the Council of Europe 
Strategy on the Rights of Persons with Disabilities”, March, 2017, 33. 

e  See for instance the Human Rights Committee: Concluding observations of 
the Human Rights Committee on the Second Periodic Report of The Czech 
Republic (9 August 2007), UN Doc. CCPR/C/CZE/CO/2 (2007), § 17; 
Approach of the Subcommittee on Prevention and Torture and Other Cruel, 
Inhuman or Degrading Treatment of Punishment Regarding the Rights of 
Persons Institutionalized and Treated Medically without Informed Consent 
(26 January 2016), UN Doc. CAT/OP/27/2 (2016); EHRM 3 november 2015, 
nr. 3427/13, nr. 74569/13 en nr. 7157/14, Hadzimejlic e.a./Bosnia and 
Herzegovina, § 50; Report by Nils Muiznieks, the Commissioner for Human 
Rights of the Council of Europe following his visit to the Czech Republic from 
12 to 15 November 2012 (21 februari 2013).  

f  On ratification of the CRPD, Australia, Canada, France, the Netherlands and 
Norway expressed reservations regarding article 12, declaring their 
understanding that the article allows for substituted decision-making. The 
legal effect of article 12 is modified accordingly in these countries; M.C. 
FREEMAN, K. KOLAPPA, J. DE ALMEIDA et al., “Reversing hard won 
victories in the name of human rights: a critique of the General Comment on 
Article 12 of the UN Convention on the Rights of Persons with Disabilities”, 

https://treaties.un.org/Pages/ViewDetails.aspx?src=TREATY&mtdsg_no=IV-15&chapter=4&clang=_en
https://treaties.un.org/Pages/ViewDetails.aspx?src=TREATY&mtdsg_no=IV-15&chapter=4&clang=_en
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confusion with the notion decisional capacitya) and that many plausible 
interpretations of the CRPD are possible. Other authors and organisations 
see the advantages of article 12 and the interpretation of the Committee b. 
In the domain of persons living with dementia, De Sabbata, sees five main 
shortcomings of the current approach to the legal capacity regulation that 
can be avoided or attenuated by the model proposed by art. 12.c  

It concerns:  

 a) the difficulty in applying the binary capacity/incapacity distinction: people 
with dementia not easily fit in a binary category, since their capacity 
gradually diminishes; which makes them often partly capacitated. Under art. 
12 this divide (capacitated/incapacitated) does not exist anymore. There is 
only a process of change which the individual undergoes and accordingly 
there is a constant evolution of support mechanisms.  

 b) the narrowness and discriminatory nature of mental capacity tests: 
mental capacity tests primarily focus on cognitive functions whereas these 

 
Lancet Psychiatry 2015; 844-50; P.S. APPELBAUM, “Protecting the rights of 
persons with disabilities: an international convention and its problems”, 
Psychiatr Serv 2016; 366-8; M. SCHOLTEN, J. GATHER, “Adverse 
consequences of article 12 of the UN Convention on the Rights of Persons 
with Disabilities for persons with mental disabilities and an alternative way 
forward”, J. Med Ethics 2018, 226-233; J. DAWSON, “A realistic approach to 
assessing mental health laws' compliance with the UNCRPD”, Int J Law 
Psychiatry 2015, 70-9. 

a  M. PARKER, “Getting the balance right: Conceptual considerations 
concerning legal capacity and supported decision-making”, Bioethical inquiry 
2016, 381-393. 

b  United Nations. Art. 1 Convention on the Rights of Persons with Disabilities 
and Optional Protocol, 2006, 
https://www.un.org/development/desa/disabilities/convention-on-the-rights-
of-persons-with-disabilities.html; Council of Europe, “A study on the Equal 
Recognition before the law. Contribution towards the Council of Europe 
Strategy on the Rights of Persons with Disabilities”, March, 2017, 
https://edoc.coe.int/en/people-with-disabilities/7276-pdf-human-rights-a-
reality-for-all-council-of-europe-disability-strategy-2017-2023.html; A. 

parameters do not reflect how decisions in real life are made. Important 
dynamics as feelings, values, identity, emotions… are overlooked in tests 
which results in a discrimination for people with mental impairment that have 
to undergo those tests and comply with a ‘cognitive standard’ whereas other 
people can freely decide based on emotions, fears, wishes, etc.  

c) the potential paternalism and the risk that the person’s opinions are 
disregarded: healthcare professionals easily assume that people with 
dementia are incapacitated of making choices. Yet, under the right 
circumstance and in the right place, people with dementia are often able to 
understand the proposed medical treatments and can express their 
decision. The majority of national legislations do not provide mechanisms to 
assist a person in overcoming obstacles created by their condition (e.g. 
adapted communication strategies, mechanisms to remind the person of 

ARSTEIN-KERSLAKE, E. FLYNN, “The General Comment on Article 12 of 
the Convention on the Rights of Persons with Disabilities: a roadmap for 
equality before the law”, The International Journal of Human Rights, 2016, 
471-490; E. FLYNN, A. ARSTEIN-KERSLAKE, C. DE BHAILÍS, M. LAURA 
SERRA (dir.), Global Perspectives on Legal Capacity Reform, Our Voices, 
Our Stories, Oxford, Routledge, 2019; ARSTEIN-KERSLAKE A., Restoring 
Voice to People with Cognitive Disability. Realizing the Right to Equal 
Recognition Before the Law, Cambridge University Press, 2017; T. 
MINKOWITZ, “Abolishing Mental Health Laws to Comply with the Convention 
on the Rights of Persons with Disabilities”, in B. MCSHERRY, P. WELLER 
(eds.), Rethinking rights-based mental health laws, Hart, Oxford, 2010, 151 – 
77; A. ARSTEIN KERSLAKE, E. FLYNN, “The right to legal agency: 
domination, disability and the protections of Article 12 of the Convention on 
the Rights of Persons with Disabilities”, Int. J. Law Context 2017, 22-38; B. 
Eyraud, J. Minoc, C. Hanon, Controverse autour de la Convention de l’ONU 
relative aux droits des personnes handicapées,  

c  K. DE SABATA Dementia, “Treatment Decisions, and the UN Convention on 
the Rights of Persons With Disabilities. A New Framework for Old Problems”, 
5. 

https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities.html
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities.html
https://edoc.coe.int/en/people-with-disabilities/7276-pdf-human-rights-a-reality-for-all-council-of-europe-disability-strategy-2017-2023.html
https://edoc.coe.int/en/people-with-disabilities/7276-pdf-human-rights-a-reality-for-all-council-of-europe-disability-strategy-2017-2023.html
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things….).a In the support model of the CRPD, platform supported decision-
making is provided through which the person can be actively helped to 
overcome such barriers and conditions can be created to involve them as 
much as possible.  

 d) the lack of mechanisms to account for and deal with external barriers to 
healthcare decision-making: the possibility of taking away someone’s 
decision-making power and making decisions without involving the person, 
creates a situation where wishes and requests of vulnerable people are 
ignored. Due to dynamics of dependency inherent to healthcare 
relationships, it is often the support person who retains the power to decide. 

e) the malfunctioning of current mechanisms for surrogate decision-making.  

Some authors have suggested alternative models or other approaches 
to interpret the CRPD.b In this, authors tend to combine the strengths of 
the substitute decision-making model and the support model. Scholten 
proposes a combined model where decision support serves several aims. 
This is based on the obligation contained in art. 5 CRPD that States must 
take all appropriate steps to ensure that reasonable accommodation is 
provided. Accommodation is to be understood as ‘necessary and 
appropriate modification and adjustments not imposing a disproportionate 
or undue burden, where needed in a particular case, to ensure to persons 
with disabilities the enjoyment of exercise on an equal basis with others of 
all human rights and fundamental freedoms’. In Scholten’s model, decision 

 
a  S. PATHARE,  L.S. SHIELDS, “Supported decision-making for persons with 

mental illness: a review”, Public Health Rv 2012, 34. 
b  M. SCHOLTEN and J. GATHER, “Adverse consequences of article 12 of the 

UN Convention on the Rights of Persons with Disabilities for persons with 
mental disabilities and an alternative way forward”, 226-232;  J. DAWSON, 
“A realistic approach to assessing mental health laws' compliance with the 
UNCRPD”, 70-9; A. SMITH and D. SULLIVAN, “A new ball game: The United 
Nations Convention on the Rights of Persons with Disabilities and 
assumptions in care for people with dementia”, Journal of Law and Medicine 
2012, 28-34; J. BRAYLEY, “Developing a model of Practice for Supported 
Decision-making”, Office of the Public Advocate, South Australia, 2011 

support should be offered to enhance persons’ decisional capacity before 
substituted decision-making is taken (e.g. by creating circumstances in 
which the patients are able to give consent) and to improve the process of 
substitute decision-making (e.g. by offering tools for advance care planning 
to a person and to support substitute decision-makers, for instance by 
creating opportunities to discuss patient preferences).c  

Bach and Kerzner developed a conceptual framework proposing three 
different types of status: a) a legally independent decision-making status, b) 
a supported decision-making status and c) a facilitated decision-making 
status.d The framework suggests that legal capacity can be exercised in 
different ways depending on two main factors: a) whether or not a person’s 
particular decision-making abilities means that they need another person to 
help communicate and represent their will or intentions to others and b) 
whether or not a person meets the minimum threshold, where at least one 
other person can reasonably understand the person’s will and/or intention 
and communicate that to others for the purposes of a decision-making 
process. The first status allows for support or assistance such as easy-to-
read language and includes persons that can independently understand the 
information and appreciate the consequences of a decision. The second 
status includes individuals who need support to express their will in decision-
making. Support may include appointing a trusted support person to 
determine the person’s wishes and translating their intentions. In the third 
status, which is normally used as a last resort and particularly fits for people 

http://www.opa.sa.gov.au/files/batch1376447055_supported_decision_maki
ng_practice_manual_v1-4.pdf 

c  M. SCHOLTEN and J. GATHER, “Adverse consequences of article 12 of the 
UN Convention on the Rights of Persons with Disabilities for persons with 
mental disabilities and an alternative way forward”, 226-232. 

d  M. BACH and L. KERZNER, “A new paradigm for protecting autonomy and 
the Right to legal capacity”, The Ontario Law Commission, Canada, 2010 
https://www.lco-cdo.org/wp-content/uploads/2010/11/disabilities-
commissioned-paper-bach-kerzner.pdf 
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with significant intellectual disabilities, the support person facilitates the 
decision-making process. This status applies to persons who have no family 
or friends who know the individual and could interpret the will and 
preferences of the person. Facilitated decision-making can take place by 
developing knowledge of the person within a personal relationship. If 
facilitators have no prior knowledge of the individual or if information is rather 
limited, the best interest principle can be applied.  

Some countries have issued legal reforms to comply with General Comment 
n° 1a. Other countries adopted aspects of the supported decision-making 
model in their legislation.b Swedish legislation for instance provides for the 
appointment of an assistant (godman).c The requirement for establishing 
godmanship is that the individual, as a consequence of a disease, a mental 
disorder, a weakened state of health or a comparable condition, needs help 
in managing their private and/or financial affairs and that these need cannot 
be met with a less restrictive measure, e.g. by appointing a trustee or 
likewise. The establishment of godmanship as such does not affect the 
individual’s capacity to represent themselves in any way; the godman is 
considered primarily to be an assistant decision-maker and not a substitute 
decision-maker. Hence the godman needs consent from the trustor in order 
to legally bind them, except if the legal act concerns the upholding of the 
individuals household, such as payments of rent and/or mortgage and other 
monthly bills, buying food etc. In Sweden supported-decision models were 
initiated even many years before the UN Convention was adopted. In 2000, 
a nationwide system of Personal Ombudsmen (PO) that provides support in 

 
a  SODIS, Legislative Decree No. 1384 that recognizes and regulates the legal 

capacity of persons with disabilities, www.sodisperu.org ; R. CONSTANTINO, 
“The Flag of Imagination: Peru’s New Reform on Legal Capacity for Persons 
with Intellectual and Psychosocial Disabilities and the Need for New 
Understandings in Private Law”, The Age of Human Rights Journal, 2020, 
155-180; General Assembly of the United Nations, Report of the Special 
Rapporteur on the rights of persons with disabilities, 

 A/HRC/37/56, 12 December 2017, §§ 39 et 49; United Nations Human Rights 
Office of the High Commissioner, « UN expert welcomes legal capacity reform 
in Colombia to end guardianship regime », www.ohchr.org, 29 August 2019. 

decision-making for persons with severe mental or psychosocial disabilities 
was established.d Personal Ombudsmen are highly skilled persons who do 
outreach work and establish trusting relationships with individuals in need of 
support. They assist individuals in taking control of their own situation, 
identify care needs, and ensure that these individuals receive the necessary 
help. POs have no medical responsibility, nor do they make any decisions 
in the capacity of an authority; they work only to represent the individuals 
they assist. Usually, POs work for municipalities; in some places they work 
for foundations, voluntary or care associations, or even businesses. In 
general, two or three POs work together, each serving about 15 clients a 
year. In practice, the first step of a PO is to establish a trusting relationship, 
which means he or she must be 100 percent on the side of the individual 
even if the individual’s interests should run counter to the opinions of other 
professionals. It is common for the individual to establish contact with a PO, 
or for the relevant social or psychiatric services to do so, or that it takes place 
through a user organization. Once trust is established, the PO maps the 
client needs. As a third step, the PO and the client draw up a joint action 
plan.  

In Ireland, the Assisted Decision-Making (Capacity) Act 2015e established a 
statutory framework to support decision-making by adults who have difficulty 
in making decisions without help. The Act proposes three types of 
decision-making support options to respond to the range of support 
needs that people may have in relation to decision-making capacity.  

b  See for good practices in support for the exercise of legal capacity: ARSTEIN-
KERSLAKE A., Restoring Voice to People with Cognitive Disability. Realizing 
the Right to Equal Recognition Before the Law, Cambridge University Press, 
2017, 243-245. 

c  https://www.kungsbacka.se/English/Care-support-and-help/The-Chief-
Guardian/ 

d  https://zeroproject.org/policy/sweden-2/; 
https://europe.ohchr.org/EN/Stories/Documents/MathsJesperson.pdf 

e  http://www.irishstatutebook.ie/eli/2015/act/64/enacted/en/html 

https://zeroproject.org/policy/sweden-2/
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• Assisted decision-making: a person may appoint a decision-making 
assistant – typically a family member or carer – through a formal 
decision-making assistance agreement to support him or her to access 
information or to understand, make and express decisions. Decision-
making responsibility remains with the person. The decision-making 
assistant will be supervised by the Director of the Decision Support 
Service. 

• Co-decision-making: a person can appoint a trusted family member or 
friend as a co-decision-maker to make decisions jointly with him or her 
under a co-decision-making agreement. Decision-making responsibility 
is shared jointly between the person and the co-decision-maker. The 
co-decision-maker will be supervised by the Director of the Decision 
Support Service. 

• Decision-making representative: for the small minority of people who 
are not able to make decisions even with help, the Act provides for the 
Circuit Court to appoint a decision-making representative. A decision-
making representative will make decisions on behalf of the person but 
must abide by the guiding principles and must reflect the person’s will 
and preferences where possible. The functions of decision-making 
representatives will be as limited in scope and duration as is reasonably 
practicable. The decision-making representative will be supervised by 
the Director of the Decision Support Service. 

Although the comments issued by the Committee have no binding force, it 
raises profound questions for European countries to scrutinize their 
schemes for substituted decision-making and to develop and strengthen 
supported decision-making mechanisms. While most of the member States 
still provide for some form of substitute decision-making, there have -as 
shown in the examples above- also been both formal and informal moves 
towards developing systems of supported decision-making. In this report we 
will not elaborate on how the legal framework in Belgium should be adapted 
to be in line with the Convention. Yet, in the literature section of this report 
(see chapter 5), several support measures/tools have been identified that 
can be important step forward in the supporting and maintaining of 
decisional capacity of persons with disabilities.   

6.9 Limitations 
Although it would have been interesting to make an international comparison 
of decisional capacity in legislation, allowing to learn possible lessons for 
Belgium, we only referred to a selection of interesting examples in other 
countries. As we did not go into a sound analysis of the legal frameworks in 
these countries, the examples serve as elements for inspiration for the 
Belgian situation. We do not recommend to transpose them as such into the 
Belgian context, because the legal frameworks often substantially differ.  

The topics of decisional capacity for euthanasia, organ donation and 
participation to medical experiments serve as an illustration to show how the 
notion of decisional capacity (and its consequences) can vary across 
specific legislations and to point at possible incoherence. Yet, there are 
many ethical issues linked to the choices that have been made in these laws 
and that are open for discussion. As it was not the aim of this report to 
recommend modifications to these laws, we did not dig into all ethical 
discussions.  

We did not analyse where Belgian legislation should be adapted to be in line 
with the CRPD, as this was not the aim of our study. Yet, we did identify 
elements that go into the direction of more supported decision-making for 
persons with reduced decisional capacity.    
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7 PROFESSIONALS’ PERCEPTIONS 
RELATED TO DECISIONAL CAPACITY 

7.1 Objective 
This chapter aims to provide an answer to research question 3 related to 
needs of professionals in the domains of dementia and mental health 
problems related to the assessment, support and repairing of decisional 
capacity of persons with mental health issues or dementia. More specifically, 
we address what professionals understand by decisional capacity, how the 
evaluation of decisional capacity should take place, the barriers and 
facilitators they observe and the possible tools they need to assess, support 
or repair decisional capacity. 

7.2 Methodology 

7.2.1 Participants 
A purposive sample of GPs, medical and nursing chief officers of the 
psychiatric and geriatric departments of general hospitals and psychiatric 
hospitals was invited to participate to an online forum discussion. Other 
professionals from academic sectors, mental health services, sheltered 
housing initiatives, professional associations dealing with the older persons 
and people with mental severe health problems, neurologists, specialised 
centres for the diagnostic of dementia “memory clinics” and public agencies 
such as the Agence wallone contre la maltraitance des aînés were also 
approached to participate in the online forum. The majority of the contacts 
were retrieved from contact lists from former KCE projects in related 
domains 81, 82. Additionally, particular experts in this domain were identified 
based on authorship of publications or the function they hold in relevant 
agencies, associations or institutions active in the broad field of mental 
health or elderly care.  

An invitation email was sent, and a reminder was sent one month later.  

Targeted participants  
Medical – non-medical profiles, hospital – non-hospital profiles were 
targeted to guarantee variability in the discussions. Two online forum groups 
were organised, one in Dutch and one in French. Professionals were not 
divided according the domain of mental health problems and dementia. 
Although experienced problems might be different per pathology, there are 
many issues in common, that merited to be discussed on in the entire group. 
To ensure the dynamics in a group discussion, the number of participants 
per forum was limited. 

Description of the participants 
Among 49 persons who logged in to the forum, only 23 were active during 
the discussions. Participation rate and profession of the participants are 
shown in Table 7. Coordinators and project managers were either in charge 
of coordinating activities for a specific pathology (e.g. dementia) or health 
care related aspects (e.g. palliative care). However, not all coordinators 
gave information on their specific mission.  
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Table 7 – Participation rate and professions of the participants 
connected to the online forum (n=49) 

 French 
speaking 

Dutch 
speaking 

Total 

Participation rate 9/30 14/19 23/49 
Profession among active 
respondents (n=23) 

   

Project manager / coordinator 1 6 7 
Academic expert 1 1 2 
GP 0 2 2 
Geriatrician 3 0 3 
Psychiatrist 1 2 3 
Psychologist 3 2 5 
Jurist 0 1 1 
Profession among non-active 
persons registered on the forum 
(n=26) 

   

Project manager / coordinator 2 1 3 
GP 1 0 1 
Geriatrician 5 0 5 
Nurse 2 1 3 
Academic expert 2 3 5 
Psychiatrist 4 0 4 
Psychologist 2 0 2 
Medical doctor – other discipline 3 0 3 

 

 
a  https://moodle.org/ 

7.2.2 Data collection  

Data collection tool 
Data were collected through an asynchronous online discussion forum. The 
methodological choice is based on the advantages it offers, such as not 
having to travel, allowing many participants to take part in the same 
discussion, and to eliminate the need of audio recording and transcription 83-

87. The written communication allows the participants to develop extensively 
their  points of view anonymously 85, 88. The asynchronous format was 
chosen to enable the participants to consider extensively the others' views 
whatever the IT skills of the participants (e.g. the input in the discussion is 
not influenced by the typing speed).  

Preparation of the platform 
The forum was conducted via an adapted version of the software Moodle©a. 
The adaptation was developed by CBlue (https://www.cblue.be/), a 
subcontractor of KCE. 

The potential participants (hereafter the professionals) received an email 
invitation to participate to a discussion forum on the decisional capacity of 
persons living with dementia or psychiatric problems. If they expressed their 
wish to participate, professionals received the information on how to connect 
to the forum by email. To access the platform, the professionals had first to 
create an account and to specify their profession. To ensure the anonymity 
of the discussion, the professionals had the opportunity to choose a 
nickname linked to their comments. However, few participants used 
nickname to post comments on the forum. Before entering in the discussion, 
the professionals had to read and accept the information in the informed 
consent form. 

The Moodle© platform was specifically adapted for this project to allow 
asynchronous discussion. It included 5 tabs. The first tab reported all 
information regarding informed consent, personal data processing, practical 

https://www.cblue.be/
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aspects, and details of the KCE contact persons. The 3 following tabs were 
dedicated to the exchanges between participants according the topic guide 
(see Box 1). The last tab listed the FAQ to facilitate the use of the platform. 
Additional technical information could be obtained directly by contacting the 
research team. 

Topic guide for the forum 
The discussion in the forum was structured based on a topic guide including 
3 main topics and 18 sub-topics (see Box 1). Each topic was illustrated by a 
vignette accompanied by a statement to stimulate the discussion between 
participants. Case vignettes are description of (hypothetical) situations that 
could be used in combination with other data collection methods 89.  

The topic list and the vignettes were based on a scoping review of the 
Belgian and international literature to examine the experienced barriers, 
facilitators and the needs of healthcare professionals, patients and patient 
substitute decision-makers regarding assessment and supporting of 
decisional capacity. Several databases were searched to retrieve relevant 
information to build the vignettes and the topic guide: health care literature 
databases (PubMed, Embase, CINAHL, Psychinfo and Sociological 
Abstracts), Union Catalogue of Belgian Libraries (www.unicat.be), Google 
advanced, websites and other literature sources, obtained through 
discussions with experts in the preparation phase of the study. 

In addition to the literature review, we contacted experts (professionals 
working at the Centrum Wilsbekwaamheid Amsterdam, academics, 
professionals in the field…) to define relevant cases, examples and 
statements related to the assessment and support of decisional capacity of 
patients with dementia or  psychiatric disorders.  

This resulted in a list of 18 case vignettes and statements of which the 
relevance was tested by 2 professionals familiar with the topic (an academic 
expert in the field of medical ethics and a geriatrician). In addition, the 
vignettes and statements were also tested by 2 patients with severe mental 
health problems. Vignettes were first developed in Dutch then translated in 
French after their validation. The complete list of statements and case 
vignettes could be found in Appendix 2. 

Box 1 – Topics and sub-topics used in the forum 

Terminology and concepts related to the decisional capacity and 
context of the assessment 

• Definition of the notion and associated terms 

• Assessing the decisional capacity only in case of treatment refusal 

• Freely expressing his/her will in a power relationship 

• Assessing the decisional capacity especially when there are serious 
consequences for the patient's health 

• Assessing the capacity to decide or assess the capacity to comply 
with a decision 

• Assessing the decisional capacity for the everyday actions 

• Assessing the decisional capacity at a specific moment or during a 
continuous process 

Assessment of decisional capacity of a patient 

• Use of criteria 

• Values, experiences, emotions, life history, and points of view 

• Role of the underlying pathology in the decisional capacity 
assessment 

• Personality and value changes over time 

• Environment, context, and presence of a third party 

• Techniques to support decisional capacity 

• Decisional capacity assessment of a person versus discussion on 
decisional capacity WITH the person and other actors 

• Report the conclusions regarding the decisional capacity in the 
patient's medical file and discuss it with him/her 

http://www.unicat.be/
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• Guideline regarding the assessment and the support to decisional 
capacity 

Advance care planning and crisis plan 

• Advance care planning 

• Crisis plan 

Moderation of the two online forums 
The Dutch-speaking online forum was open for 3 weeks (February-March 
2020) while the French-speaking one was open for 24 weeks (January-June 
2020). The difference in the duration was due to the difficulties to recruit 
French-speaking participants. The moderation of the discussion was 
performed by a French and a Dutch native speaker from the KCE research 
team. The moderators’ task was to summarize reactions on statements, to 
ask for more details, clarifications and (possibly) to post new statements. 
Both moderators had access to the discussions of the other forum. In that 
way discussion elements from one forum could be shared in the other one.  

Professionals registered into the forum received a daily notification e-mail 
with the inputs of the day. Professionals could click directly in this overview 
to reply to a comment without navigating throughout all discussions. The 
comment might come from another participant or the moderator when the 
moderator estimated that additional information or precisions were needed. 
In addition, an extensive summary and a short version of the discussions 
written by the moderator were sent by mail to all professionals every week. 
The professionals had the opportunity to react to these summaries in the 
forum. 

 
a  Quotes in this section have been edited for length and clarity. 

7.2.3 Data analysis 
We performed a qualitative thematic inductive analysis on the transcripts of 
the written discussions exported from the forum using NVivo© software 
allowing structuring of the collected material and facilitating the data 
analysis. The material of both discussion groups was independently coded 
by a native speaker. The codes were directly drafted in English. The two 
researchers in charge of the forums (IV, NB) compared the codes used 
during the coding process of the two forums to create a common 
arborescence including the similar codes from both forums and specific 
codes emerged from each forum. The smallest textual unit of analysis was 
‘a sentence’ being the minimal coding unit: the codes were organised and 
grouped to obtain the main categories of analysis 90-92. The coding book can 
be obtained upon request. Codes of the FR forum were read and completed 
when needed by the NL researcher who drafted the initial text. The draft 
report was discussed between the two researchers to ensure the validity of 
the analyses. The final draft was revised by the FR researcher.Results 

The professionals’ perceptions analysis lead to define 8 categories of 
results: terminology used, content and characteristics of the decisional 
capacity, assessment, supporting the patient, need for guidance for 
professionals, needs for feedback to the patients, advance care planning 
and crisis planning. In each section the findings of the online forums with 
professionals are illustrated with quotes retrieved from the foruma.  
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7.3 Part 1 -Terminology used by professionals around 
decisional capacity 

7.3.1 Many synonyms/terms are used 
In the forum, professionals acknowledged that in daily practice and in 
different legislations such as the Patient’s rights Act or the Law related to 
euthanasia, several terms are used for the same notion.  

« Capacité décisionnelle, capacité de prise de décision, aptitude 
décisionnelle sont des termes qui peuvent aussi renvoyer au concept 
« d’autonomie décisionnelle ».(Psychologist 1 working at hospital) 

« J’ajouterais aux termes associés déjà évoqués [‘Capacité 
décisionnelle’, ‘Capacité d’exprimer ses volontés’, ‘Capacité de 
jugement’, ‘Capacité de compréhension’] : Capacité à faire un choix, 
Capacité à exprimer un souhait... Et par extension : Capacité de 
discernement, Consentement/refus éclairé. » (Psychologist 2 working 
in a nursing home) 

Whereas professionals in the forum stated that different terms are used for 
the same notion and are thus interchangeable, they also indicated that the 
different terms do not cover the same content.  

« Taalkundig vind ik echter dat elke term inderdaad een andere 
invulling heeft. Je dient immers eerst een oordeel (automatisch vs. 
weloverwogen) te hebben vooraleer je tot een beslissing kan komen 
die goed onderbouwd is. Ik prefereer om steeds te spreken over 
beslissingsbekwaamheid aangezien er wordt gekeken of het 
beslissingsmakingsproces voor een specifiek probleem adequaat 
verloopt op dit moment. Dit is voor mij dan inderdaad een zwart-wit 
verhaal die mogelijk wel kan schuiven in de tijd. Wilsbekwaamheid 
voelt voor mij dan weer aan als een term die toch meer lijkt te dekken 
dan enkel en alleen het proces van het maken van beslissingen. Hoe 
dan ook ben ik akkoord om naar 1 duidelijk gedefinieerde term te 
gaan. » (Psychologist 3 working at hospital) 

“Naar betekenis toe (in het dagelijks gebruik) zijn oordelen, beslissen 
en willen duidelijk verschillend van elkaar.”(Psychologist 4 working at 
hospital) 

Importance of having a clear view on the nuances linked to the terms 
In the forum, professionals noted that it is important to distinguish the 
meaning of the different (connected) terms to make clear what the treating 
professional must evaluate and to differentiate decisional capacity from 
other types of capacity, like the capacity to follow the treatment for instance. 

« Ces définitions sont importantes et utiles pour préciser la demande 
formulée au clinicien lors de son évaluation car permettent de 
distinguer ces capacités décisionnelles d'autres types de capacité 
(exécutionnelle, fonctionnelle…). » (Psychologist 1 working at 
hospital) 

A particularly important distinction emerging from the forum is the difference 
between decisional capacity and legal capacity. From the forum, it 
appears that the professionals are aware of these two distinct notions.  

"Il faut distinguer- la capacité juridique, définie par la loi - le caractère 
décisionnel, notion moins claire, fréquemment utilisée en gériatrie 
quand il s'agit de prendre des décisions qui peuvent aller à l'encontre 
des desiderata d'un patient. La récente législation concernant 
l'administration des personnes rencontre ce concept de décisionnel 
plus que de capable ou incapable."(Geriatrician 1 working at hospital 
and in private practice) 

Need for one single term with a clear definition 
From the forum, it appears that one and unique term with a clear 
definition is needed for healthcare professionals, patients and informal 
caregivers, especially for those reporting that the terms have only a few 
difference.  

“Van belang is dat ook basiszorgverleners en (verwanten van) 
personen met dementie een duidelijke definitie hebben. We hebben 
niets aan drie termen die in de praktijk slechts kleine nuances hebben. 
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Beter dus één term (bij voorkeur beslissingsbekwaamheid).” (Project 
manager / coordinator 1 of an expertise centre) 

No consensus on what single term should be used 
While we could observe that there was a plaidoyer for using one single term 
to describe the decisional capacity, it appeared that there was less 
consensus on the term that should be used. When asking to react to 3 
key terms suggested by the research team, professionals involved in the 
forum had different opinions on what the term includes despite expressing 
their preference for having a single key term.  

Professionals preferring decisional capacity (capacité décisionelle/ 
beslissingsbekwaamheid) explained it was because it refers to a specific 
decision for a specific problem at a specific moment.  

“Ik prefereer om steeds te spreken over beslissingbekwaamheid 
aangezien er wordt gekeken of het beslissingsmakingsproces voor 
een specifiek probleem adequaat verloopt op dit moment.” 
(Psychologist 3 working at hospital) 

Those who preferred the notion decisional capacity (capacité décisionelle / 
beslissingsbekwaamheid), pointed out that the term wilsbekwaamheid 
(capacité à exprimer sa volonté) intends to cover more than the sole 
process of making decisions and refers more to a global, black or white 
state of (in)capacity.  

For those who expressed a preference for decisional capacity (capacité 
décisionelle/ belissingsbekwaamheid), this refers to the more cognitive 
capacity to make a decision for a specific question whereas the capacity to 
judge (capacité de discernement/ oordeelsbekwaamheid) focusses at the 
impact of emotions on the decision-making process.  

“Beslissingsbekwaamheid betreft, mijn inziens, de mogelijkheden om 
een weloverwogen beslissing te maken op een specifieke vraag (bv: 
euthanasievraag). Dit houdt dan in dat de persoon zijn of haar 
medische situatie grondig begrijpt, voor- en nadelen van mogelijke 
behandelingen of alternatieven (palliatieve zorgen) kan afwegen en 
dit allemaal kan integreren tot een beslissing. Oordeelsbekwaamheid 

aan de andere kant lijkt me eerder de vraag in welke mate het 
emotioneel functioneren het beslissingsproces al dan niet kan 
kleuren. Personen die een recente negatieve levensgebeurtenis 
hebben meegemaakt kunnen bijvoorbeeld een keuze maken waarvan 
ze later spijt kunnen hebben. Ze hebben zich laten leiden door hun 
emoties. Indien we mogelijks wat temporiseren, zullen ze anders 
kijken naar hun situatie doordat de hevige emoties wat zijn gaan 
liggen. Oordeelsbekwaamheid lijkt me dan bijzonder relevant in 
bijvoorbeeld personen met een klinische depressie.” (Psychologist 3 
working at hospital) 

For those professionals, decisional capacity (capacité décisionelle/ 
beslissingsbekwaamheid) could be seen as an overarching term for 
capacity to judge, capacity to understand and capacity to express the will:  

« Selon les critères d'APPELBAUM et GRISSO, cela veut dire que les 
3 concepts 'Capacité  d’exprimer ses volontés’, ‘Capacité de 
jugement’, ‘Capacité de compréhension’ […] ne sont pas des 
synonymes de 'capacité décisionnelle' mais en constituent plutôt des 
étapes ou parties. » (Psychologist 1 working at hospital) 

Professionals in the online forum who preferred the notion wilsbekwaamheid 
/ capacité à exprimer sa volonté explained that this should not be understood 
as a global state of (in)capacity but rather a form of decisional capacity 
that is specific per decision. They stated that persons are mentally 
(in)capable for a particular decision at a specific moment.  

“Natuurlijk zijn er een aantal gradaties in wils-of wilsonbekwaamheid. 
Voor een gezondsheidsmedewerker is dit ook niet zwart-wit. Een 
persoon met dementie kan nog wilsbekwaam zijn, maar tijdens een 
ziekenhuisopname omwille van delirant gedrag misschien dat 
moment wilsonbekwaam zijn.” (Project manager / coordinator 2 
working at hospital) 

“Men is steeds wilsbekwaam aangaande één beslissing tenzij het 
tegendeel is bewezen. Hiermee verwijs ik naar de vooronderstelling 
van wilsbekwaamheid en de taakgerichtheid in de 
beoordeling.”(Psychiatrist 1 working at hospital) 
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Those who preferred wilsbekwaamheid / capacité à exprimer sa volonté also 
stated that this concept could be seen as an overarching term as it 
covers all elements that should be integrated in the notion of decisional 
capacity and could be then perceived as a good option. Besides, these 
professionals also explained that using wilsbekwaamheid / capacité à 
exprimer sa volonté is the term that is the most used in medical practice, 
literature and, in legislation.  

“Ik interpreteer wilsbekwaamheid eerder als een continuüm waar een 
persoon zich ergens tussen twee extremen situeert (wilsonbekwaam 
of wilsbekwaam). Dit maakt het dat personen voor een specifieke 
vraag wilsbekwaam kunnen worden beoordeeld, maar voor een 
andere, meer complexere, vraag dan weer wilsonbekwaam worden 
beoordeeld. Wilsbekwaamheid is dan dus een overkoepelende term 
voor beslissingsbekwaamheid en oordeelsbekwaamheid.” 
(Psychologist 3 working at hospital) 

“Wilsbekwaamheid is een term die de lading zeker kan dekken. 
Gezien alle facetten daarin terug te vinden zijn. Wat patiënt wilt berust 
op een bekwaamheid: communiceren van een keuze, het redeneren, 
het afwegen, het plaatsen tov wie hij is...Dit zowel voor toestemming 
geven als voor weigeren.”(Psychiatrist 1 working at hospital) 

From the discussion about the various meanings of the key concepts in the 
online forum, it appears that professionals tend to rather focus on the 
importance of the content of the notion than on the exact term used. 

“De termen zijn per se hetzelfde, het is niet verantwoord om dergelijke 
discussies te beslechten op semantische basis.” (General practitioner 
1) 

Key points regarding the terminology used by professionals around 
decisional capacity 

• Many related terms are used by the professionals to describe  the 
notion decisional capacity. 

• It appeared, in the forum, that professionals agree that it is 
preferable to use one term with a clear definition rather than 
having different terms. 

• While it is clear from the forum that professionals plead for one 
single term, there is less consensus on the term that should be 
used.  

• From the discussion of the forum, it appears  that professionals 
rather focus on the importance of the content of the notion than 
on the exact term used.  

7.4 Part 2 - Content and characteristics of decisional 
capacity 

7.4.1 Composing elements of decisional capacity 
The following composing elements of decisional capacity of a person 
were identified in the forum: 1) the capacity to understand the information 
provided by the professional; 2) to reason about the different options that 
are offered; 3) to judge/evaluate the situation, i.e., based on the gravity or 
the balance between risks and benefits, 4) to communicate the choice to the 
healthcare professionals or the relatives, and 5) to consider the context of 
the persons, that is their values, preferences, and health beliefs.  

“Wat patiënt wilt berust op een bekwaamheid: communiceren van een 
keuze, het redeneren, het afwegen, het plaatsen tov. wie hij 
is...”(Psychiatrist 1 working at hospital) 

“Capacité décisionnelle = capacité à prendre une décision, qui 
nécessite les autres capacités : la « capacité d’exprimer ses 
volontés » sur une situation donnée, la « capacité de jugement » de 
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la gravité de la situation ou de la mise en danger personnelle ou 
d'autrui, et la « capacité de compréhension » de la situation. Ces 3 
capacités nécessitent des aptitudes physiques (par exemple un 
patient aphasique peut être incapable d'exprimer ses volontés, un 
patient sourd et/ou malvoyant peut être incapable de comprendre 
tous les enjeux d'une situation donnée), des aptitudes psychiques (un 
déni, une maladie psychiatrique telle la dépression grave ou une 
psychose peuvent limiter ou ôter la capacité de jugement / 
compréhension de la situation) et des aptitudes cognitives suffisantes 
(une anosognosie en début de démence, ou une démence avancée 
peuvent limiter ou ôter la capacité de jugement / compréhension de 
la situation).” (Geriatrician 2 working at hospital) 

“ Je retiendrais également la notion de « capacité décisionnelle » ou 
de « capacité de discernement », dont la compréhension n'est qu'un 
aspect. Dans la littérature médico-juridique, ces expressions 
désignent souvent les facultés cumulées de compréhension, de 
raisonnement, d'appréciation et de communication. Le patient 
capable est alors celui qui peut comprendre l’information pertinente, 
raisonner, c’est-à-dire réfléchir aux différentes options possibles, 
apprécier sa propre situation et les conséquences probables, pour 
soi-même, de sa décision, et communiquer un choix […].”(Academic 
expert 1) 

7.4.2 Decisional capacity, a ‘relative’ concept 
In the online forum, it was stated that the notion of decisional capacity should 
integrate a notion of comparison, that is a form of relativity, to the mean 
person of the same age and in the same situation.  

“La capacité décisionnelle n’est pas une notion absolue, c’est relatif. 
On a la capacité d'un enfant mineur, d’un adulte quand on évalue la 
capacité décisionnelle d'une personne c'est toujours sous-entendu 
« comparé à une personne moyenne du même âge dans la même 
situation au même moment ».  Donc je pense qu'inclure d'une 
manière ou d'une autre cette relativité est un élément 
important.”(Psychiatrist 2 working at hospital) 

7.4.3 Decisional capacity is task/context-specific 
It was also reported in the online forum that decisional capacity is related to 
a specific task and to a particular context. This implies that a person can be 
capable to decide for one task and not for the other, i.e. not being able to 
decide about receiving a treatment but being able to decide what to eat.   

“Het gaat om een taakspecifiek en contextafhankelijk begrip, wat 
impliceert dat dit geval per geval en situatie per situatie bekeken en 
ook toegepast moet worden. Op dagdagelijkse basis zullen er 
bovendien hoogstwaarschijnlijk (al zijn het zeer kleine of op het eerste 
gezicht onbeduidende) medische/verpleegkundige tussenkomsten 
moeten gebeuren, en de zorgverlener heeft voor iedere tussenkomst 
(hetgeen zeer ruim wordt geïnterpreteerd) de toestemming nodig van 
de patiënt of van zijn vertegenwoordiger (naargelang de patiënt zelf 
wilsbekwaam is of niet).”(Jurist) 

While the decisional capacity may be task specific, it was highlighted that it 
should not be confused with the ability to execute a decision. Indeed, 
as described in the forum, a person may be able to make a decision (concept 
of autonomy) but be unable to execute it (concept of dependence) and the 
other way round. However, using the term ‘loss of autonomy’ to refer to 
‘increase of dependency’ appears to be a frequent practice of the healthcare 
professionals in the field.  

“Selon Agata Zielinski, l’autonomie est, au sens strict, la capacité à 
se donner à soi-même ses propres lois, c’est-à-dire à obéir à la 
raison, à la conscience morale : faire des choix raisonnables. […] On 
distinguera donc l’« autonomie » de l’« indépendance  » (capacité  à 
vivre seul). Ces définitions permettent de mettre en avant qu’une 
personne peut être autonome pour une tâche mais dépendante pour 
cette même tâche :  par ex, Mr H décide de suivre le traitement 
proposé pour son diabète mais nécessite une aide infirmière pour la 
gestion de l’insuline. Ou encore, Mme Z peut choisir les vêtements 
qu’elle veut porter mais nécessite une aide pour les enfiler. D’un autre 
côté, une personne pourra être indépendante pour les réalisation 
d’une tâche mais non autonome dans les décisions liées à cette 
tâche : par ex, Mr Y peut se déplacer au magasin seul, utiliser son 
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argent, ses cartes de banque mais rencontre des difficultés  dans le 
choix raisonné lié aux achats à réaliser. Cependant, il existe dans le 
langage courant une confusion terminologique entre « autonomie » et 
« indépendance » et la perte d’autonomie désigne bien souvent, à 
l’instar de la dépendance, l’impossibilité pour une personne à vivre 
seule.” (Psychologist 1 working at hospital) 

Key points regarding the content and characteristic of decisional 
capacity 

• In the online forum, professionals cited as composing elements 
of decisional capacity: the capacity to understand, reason, 
judge/evaluate, communicate a choice. The patient’s decision 
also has to be placed in the context of who he/she is.  

• Decisional capacity should be seen as task/decision and 
context – specific according to the professionals in the online 
forum. This implies that capacity can vary from situation to 
situation.  

• For the professionals in the online forum, decisional capacity 
could be considered to be a relative concept: patients’ capacity 
should be compared to the capacity of a comparable person in 
the same situation.  

 

7.5 Part 3 - Assessment of decisional capacity: 
characteristics, barriers and facilitators, methods and 
context 

7.5.1 Focus on the decision-making process, not on the ultimate 
decision 

In the online forum, it was reported that the focus should be on the decision- 
making process of the assessment of the decisional capacity and not 
on the ultimate decision. Moreover, it was also pointed that the healthcare 
professionals should be aware that what they have in mind as the ‘good 
option’ is not always the patient’s choice.  

“Het gaat niet of men als hulpverlener zelf al of niet akkoord gaat met 
de beslissing maar het gaat over hoe de patiënt tot een beslissing is 
gekomen.”(Psychiatrist 1 working at hospital) 

“[…] De nadruk moet liggen op het besluitvormingsproces en niet op 
de beslissing die daaruit volgt.” (Jurist) 

• Consenting is not ipso facto being capable 
The acceptation of a treatment (that could be perceived as to be the right 
option for the professional/third parties) was not identified as a proof of 
decisional capacity in the online forum. Yet, as described by the 
professionals in the forum, in daily practice, the decisional capacity is often 
presumed when patients are consenting to an option that seems beneficial 
for their health or is conform to what the healthcare professional has in mind.  

“[…] l'acceptation du traitement n'est pas non plus une condition 
suffisante pour faire abstraction de l'évaluation. En effet, la seule 
compliance du patient ne certifie pas qu'il est apte à décider. Cela 
peut d'ailleurs avoir des conséquences à long terme sur la prise en 
charge si on ne s'en rend pas compte (on peut en effet se poser la 
question de l'efficacité d'un traitement en l'absence de motivation et 
d'implication active du patient). La variable (accepte vs refuse un 
traitement) ne serait donc ni une condition nécessaire ni suffisante 
pour décider s'il faut évaluer l'aptitude décisionnelle du patient. 
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Cependant, évaluer de façon approfondie les capacités 
décisionnelles de tous les patients semble peu réaliste. Il reste donc 
à déterminer les critères qui peuvent motiver une évaluation des 
capacités décisionnelles. ” (Psychologist 1 working at hospital) 

• Refusal is often a trigger for assessment, but no proof of 
incapacity 

In the online forum, it was raised that when a patient refuses an intervention 
that seems the “right” option for the treating professionals or the patient’s 
entourage, it was often perceived as a trigger to doubt about the capacity. 
Nevertheless, it was also reported that a refusal of care alone could not lead 
to the decision of incapacity. Moreover, it was added out that systematically 
questioning the decisional capacity in case of refusal of care is likely to 
reinforce the paternalistic dimension of the medicine.  

“Het vermoeden of uitgangspunt is steeds de wilsbekwaamheid van 
de patiënt. Als de patiënt doet wat men wil (zich niet verzetten en 
akkoord gaan met wat men voorstelt) dan zal men er zich allicht 
minder snel vragen bij stellen. Als de patiënt echter zou weigeren, dan 
zal dit vaak een trigger zijn om tot de bekwaamheidsbeoordeling over 
te gaan. Uit de weigering op zich de wilsonbekwaamheid afleiden, is 
in elk geval onjuist. De nadruk moet liggen op het 
besluitvormingsproces en niet op de beslissing die daaruit volgt.” 
(Jurist) 

“Le doute émis concernant les capacités décisionnelles des patients 
uniquement dans les cas où ils s’opposent à la décision du corps 
médical renforcerait l’aspect paternaliste de la médecine. Pourtant, 
on sait aujourd’hui qu’on tend à promouvoir de plus en plus le 
partenariat entre soignant et soigné. Il est important de ne pas tirer 
des conclusions hâtives du type : « patient en désaccord avec 
proposition du médecin, donc inapte à décider ». Premièrement, cela 
implique qu’une décision prise ne dépend pas seulement de 
compétences cognitives « froides » (qui permettent de juger de façon 
purement statistique, par exemple, qu’une intervention est pertinente 
car elle présente 85% de chance de réussite). Il faut également tenir 
compte des aspects émotionnels, environnementaux, socio-culturels, 

des croyances, valeurs et préférences du patient qui sont souvent 
compliquées à appréhender pour le soignant. Deuxièmement, cela 
suppose aussi de ne pas conclure trop rapidement à la proposition : 
« patient en accord, donc apte à décider » ”. (Psychologist 1 working 
at hospital) 

The reasons and rationale behind the refusal of a patient (even with 
incapacitated persons) should be then explored alongside with a reflection 
on why professionals find it important that the particular intervention takes 
place. This implies, as highlighted in the online forum, that professionals are 
willing to take a non-paternalist stance and that they are open for discussion 
with the patient.  

“De weigering zou bovendien aanleiding moeten zijn tot reflectie: 
welke waarde of belang tracht de patiënt te verdedigen? Waarom 
vinden wij als hulpverlener/naaste zo belangrijk dat dit/dat wel of niet 
gebeurt?” (Academic expert 2) 

“Bewijst dat het steeds de moeite loont om uitdrukkelijk de reden van 
een eventuele weigering grondig te exploreren zelf bij een 
verondersteld 'onbekwaam' persoon.” (Psychiatrist 3 working at 
hospital) 

“La connaissance de la raison peut aider à trouver des alternatives et 
faciliter le consentement du patient aux soins proposés. L'écoute et 
la négociation restent indispensables. ” (Psychologist 2 working in a 
nursing home) 

“Je ne pense pas qu'il faille que les tentatives soient persistantes de 
la part du personnel soignant pour parvenir à la conviction d'une 
capacité décisionnelle chez le patient et cela m'inquièterait qu'on 
encourage à cela car, quand on insiste, c'est qu'on n'est pas à l'écoute 
: pourquoi le patient refuse ? Qu'est-ce qu'il refuse ? Est-il informé ? 
Comprend-t-il les enjeux ? Connait-il les conséquences de son refus 
? A-t-il été informé sur les avantages de l'intervention, les chances de 
réussites, les risques...? Avant d'encourager ou de donner son avis, 
il me parait indispensable d'être à l'écoute de l'autre. ” (Psychologist 
2 working in a nursing home) 
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• It’s the global picture of the patients and their situation that count 
It appeared, in the online forum, that it is of an utmost importance that the 
global picture of the patient’s situation should be considered by the 
healthcare professional. This should include elements external to the 
patients such as whether the patient received enough/clear information on 
the intervention for which the decision has to be taken but also elements 
inherent to the patients such as their values, their preferences, their 
cultural background… as identified in the online forum. 

“Een beslissing over beslissingsbekwaamheid mag niet alleen 
bepaald zijn door het ‘zieke’ deel van de persoon, maar ook door het 
‘gezonde’ deel van de persoon. Men moet alle elementen meenemen 
in de beoordeling.” (Psychiatrist 3 working at hospital) 

“La prise en compte des valeurs, préférences du patient est une étape 
essentielle lors d'un entretien psychologique (un des concepts clefs 
de l'evidence-based practice). Cela demande d'être capable de 
mettre "de côté" ses propres valeurs lors de l'entretien. Il ne faut pas 
juste se limiter à l'évaluation des difficultés du patient mais aussi 
s’intéresser aux différentes sphères de sa vie, aux forces et 
ressources. Il faut partir du postulat que la personne est capable 
d'évaluer ce qui compte pour elle et son bien-être. » (Psychologist 1 
working at hospital) 

Distinguishing whether decisions are based on values or preferences 
(the ‘healthy part’ of the individual) or prompted by the illness is 
therefore very difficult for some pathologies. It was explained in the 
forum that some pathologies (e.g. anorexia nervosa) can have a major 
impact on values and norms. Consequently, it is a complex process for 
professionals to evaluate to what extent the autonomy of patients taking a 
decision that might be dangerous for their health needs to be respected. 

“Patiënten met anorexia zijn vaak mondig, goed geïnformeerd en 
overtuigend. Wilsbekwaamheid beoordelen bij deze patiënten is vaak 
ingewikkeld. Dit betekent dus grondiger onderzoek van de 
wilsbekwaamheid.  De pathologie kan de waarden en normen 
aantasten. Vaak duidelijk maar soms heel subtiel.  

Bij wilsbekwaamheid beoordeling dienen we rekening te houden met 
de mens in zijn totaliteit.” (Psychiatrist 1 working at hospital) 

It was also pointed out in the online forum that decisions of capable persons 
are often based on non-rational elements as well. The existence of mental 
health problems in patients is in that a hampering factor to reveal whether 
the non-rationality is inherent to the illness or not. It emerged from the forum 
that it feels like finding a balance between safeguarding the patient’s 
autonomy and providing ‘optimal’ care.  

“Een belangrijke relativering in dit debat in het algemeen is dat ook 
'beslissingsbekwame personen' vaak beslissingen nemen die niet 
goed doordacht zijn, schadelijk zijn, door emoties/smaak ingegeven 
enz. Dit zelfs voor heel belangrijke zaken als partnerkeuze, de 
aankoop van een huis of wagen enz. Ontegensprekelijk is het zo dat 
bij personen met een psychische aandoening de inschatting in vele 
gevallen moeilijk is. Het is telkens opnieuw in overleg een balans 
vinden tussen autonomie en het bieden van 'optimale zorg' (wat dit 
ook moge zijn). dit gepaard met de nodige mildheid naar alle partijen 
toe: zowel hulpvrager als hulpverlener kunnen (mogen) fouten 
maken: belangrijk is wel hoe men met deze 'fouten' omgaat...”. 
(Academic expert 2) 

It was also stressed in the online forum that the current socio-juridical culture 
is one of depriving specific groups of patients of their rights, revealing 
questions related to the ‘humanity’ of this practice. The adequacy of the 
current practices of evaluating the decisional capacity of vulnerable 
population was questioned in the forum. From the discourses of the 
professionals, it emerges that these evaluations are criticized because they 
are founded on the basis of criteria reported as “rational” and “normal” but 
reflecting a certain form of projection about the “normality”. Moreover these 
evaluations could be perceived as a form of stigmatisation because they 
target the same categories of patients. 

“Nous baignons dans une culture socio-juridique tellement habituée à 
priver les gens de l'exercice de leurs droits pour cause de "santé 
mentale", au sens large, que nous ne percevons plus ce que cela a 
de vicieux. Le Comité des droits des personnes handicapée et une 
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certaine littérature met en évidence le fait que ce sont souvent les 
mêmes catégories de patients qui voient leur capacité testée, qui plus 
est à la lumière de critères relevant d'une rationalité humaine peu 
ordinaire.” (Academic expert 1) 

• Dialogue with patient to reveal global picture is primordial but time 
is often lacking 

Although the importance of taking time to listen to the patient and 
understand the underlying reasons for their decisions was highlighted in the 
forum, time is often lacking because of the multitude of other tasks. It 
was stated that sometimes the perception of professionals that they know 
what is the best for the patient prevails to the reflex of listening to the patients 
to find out what they want. As described in the online forum, healthcare 
professionals could (wrongly) adopt a posture of “savior”, preventing them 
to correctly interact with their patients.  

“On fonctionne souvent par automatisme, selon ce qu'on nous a 
enseigné, ce qu'on a vu faire. On agit aussi pour terminer à temps les 
tâches confiées. Les soignants disent eux-mêmes qu'il leur reste de 
moins en moins de lieux et de temps pour réfléchir et confronter les 
pratiques. Moins de temps pour accompagner, écouter, négocier... Le 
temps est compté. Puis, quand l'autre (le patient) s'en trouve 
"diminué" à ses yeux ou aux yeux des autres, les autres 
(soignant/entourage) se placent facilement en position de sauveur. Ils 
en arrivent à SAVOIR ce qui est bon pour l'autre, à VOULOIR à la 
place de l'autre. Il est important de faire comprendre à chaque partie 
ces mécanismes et à réhumaniser le « sujet». ” (Psychologist 2 
working in a nursing home) 

• Types of decisions that need an assessment of decisional capacity 
It was stated in the online forum that, as healthcare professionals are legally 
held to ask consent when providing care, they should be sure of patients’ 
capacity for each intervention and thus have a form of permanent 
assessment of the decisional capacity. 

“Strikt genomen moet een arts echter in elke situatie (ernstig of niet) 
zeker zijn van de wilsbekwaamheid van de patiënt. De arts moet zich 
immers richten tot de beslissingsbevoegde persoon: d.i. de patiënt als 
die wilsbekwaam is en de vertegenwoordiger als de patiënt 
wilsonbekwaam is.” (Jurist) 

“Zeggen dat de bekwaamheidsbeoordeling nodig is voor sommige 
handelingen en niet voor andere, is gevaarlijk. Wie beoordeelt dat en 
hoe? De beweegredenen van een patiënt kunnen ondoorgrondelijk 
zijn voor anderen, maar misschien de logica zelve zijn voor de patiënt 
zelf.” (Jurist) 

It was also reported that it is important to have the ‘consent’ of patients for 
daily health related interventions such as washing or the bedtime. However, 
this appears to be perceived as a discussion with the patients on their habits 
and preferences to preserve the patient’s autonomy rather than a formal 
evaluation of their decisional capacity. Even in the situations where the 
patients were judged incapacitated, it was reported that this form of 
“negotiation” belongs to a process of ‘good quality of care’ to discuss with 
the patients. 

“Proberen steeds in communicatie te gaan met de persoon zelf, zijn 
levensgewoontes achterhalen, zoeken naar een reden van zijn 
gedrag. Heeft m.i. weinig te maken met al of niet wilsbekwaam zijn.” 
(Project manager / coordinator 2 working at hospital) 

“De gevolgen van het zich wassen of zich niet wassen zijn niet zo 
ingrijpend in verhouding tot andere beslissingen in zorg. Maar 
hierover het gesprek voeren is heel belangrijk voor de zorgrelatie en 
de autonomie van de patiënt. Een wilsbekwaamheid gaan inschatten 
door in gesprek te gaan met de zorgvrager voor ADL [Activities of the 
Daily Living] en IADL [Instrumental Activities of Daily Living] is maw 
heel belangrijk voor de autonomie van de patiënt en bevordert de 
zorgrelatie. Wilsbekwaamheid inschatten zorgt er steeds voor dat je 
als zorgvrager ook de waarden van de patiënt leert kennen.” 
(Psychiatrist 1 working at hospital) 
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7.5.2 Standards and modalities for assessment depend on the 
severity of the pathology and the consequences of the 
decision for the patient’s health 

Although it appears that there is a consensus on the fact that patients’ 
decisional capacity needs to be clear for each intervention, we could 
observe that the way and the standards for the assessment of decisional 
capacity can vary among the professionals participating to the online forum. 
It was reported that assessing capacity often occurs implicitly, in particular 
when it concerns daily care or less invasive interventions. This informal 
assessment could also take place when the healthcare professional needs 
to assess the motivations underlying a refusal of care.  

“Elke zorggever die een behandelrelatie heeft dient wilsbekwaamheid 
te beoordelen. In praktijk vaak impliciet.” (Psychiatrist 1) 

“Analyser la raison du refus peut se faire de façon relativement 
informelle sans pour autant passer par une évaluation formelle des 
capacités décisionnelles.” (Psychologist 1 working at hospital) 

We could therefore observe, from the online forum, that the more severe the 
pathology and the consequences for the health of the patient, the higher the 
standards for the assessment of decisional capacity. It was also pointed out 
in the online forum that it is difficult to define the cut-off of what is severe or 
not. We could observe, from the discussions, that what is severe for the 
professional may not be the case for the patient and vice versa. Moreover, 
one can also ask whether the severity of the consequences only relate to 
the physical health or also to psychosocial or relational aspects.  

“Natuurlijk hou ik ook rekening met het gegeven dat we hogere eisen 
dienen te stellen aan de wilsbekwaamheid als de gevolgen van de 
beslissing ingrijpender zijn.” (Psychiatrist 1 working at hospital) 

“Een expliciete beoordeling zal zich inderdaad meer opdringen 
wanneer de ingeschatte gevolgen ernstig zijn; anderzijds lijkt het me 
niet altijd gemakkelijk in te schatten wat/ wanneer al dan niet ernstig 
moet genoemd worden (vb. soms kan iets wat aanvankelijk beperkte 

gevolgen heeft op termijn door accumulatie toch ernstig dreigen te 
worden).” (Psychologist 4 working at hospital) 

7.5.3 Methods for assessing the decisional capacity 

• There is not one single way of assessing decisional capacity 
As stated in the forum, there is no magic recipe to assess decisional 
capacity. The consequence is that the same patient can be judged as 
capable by one professional and incapacitated by another one. In that 
sense, we could then suggest that one can not make abstraction of the 
personnality, experience and intuition of professionals. A multidisciplinary 
assessment was suggested as a way to come forward to this. 

“De manier om wilsbekwaamheid te beoordelen bestaat helaas niet. 
In de literatuur wordt dit soms omschreven als de zoektocht naar de 
heilige graal of de steen der wijzen. Het is geen exacte wetenschap, 
zodat verschillende artsen inderdaad wel eens tot verschillende 
resultaten kunnen komen. Ook bv. bij het beoordelen van het al dan 
niet bestaan van een indicatie voor een operatie door een arts of bij 
advocaten gebeurt dit vaak.” (Jurist) 

“[…] Force est de constater qu'il est difficile d'être objectif et que 
chacun ira de son interprétation, de l'importance d'un regard multiple 
face à cette question éthique. ” (Psychologist 2 working in a nursing 
home) 

• A checklist is useful but not sufficient 
The use of a checklist was perceived as useful to render the assessment 
more objective, but it was also reported that is it certainly not enough to base 
a binary yes/no verdict of decisional capacity on.  

“L'évaluation doit se baser sur une approche multiple, sur des critères 
objectifs, une évaluation subjective de l'évaluateur dont la pertinence 
sera liée à son expérience, le maintien dans le temps des mêmes 
évaluations. ” (Psychiatrist 2 working at hospital) 
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It was also reported that it might even be dangerous to limit the 
assessment to the use of a tool since decisional capacity is fluctuating 
and can be depend on the context of care (for instance, absence of 
stimulation for autonomy).  

“Het kan gevaarlijk zijn om afvinklijstjes te gebruiken omdat de 
wils(on)bekwaamheid kan fluctueren in de tijd en soms gerelateerd is 
aan de wijze van begeleiding in het WZC [Woonzorgcentra] (veel 
prikkels, prikkelarm, stimulerende omgeving enz.).” (Project manager 
/ coordinator 1 working in an expertise centre) 

Yet, as indicated in the online forum, the use of a tool can have an added 
value to support the assessment in the “trialogue” with the patient, 
relatives and other professionals. Moreover, across the online forum, 
there seems to be no consensus on what tool to use and although several 
examples were cited by the professionals such as the tool of A. Liégois, 
MacCat-T, CCTI, HCAI …. It was also stated that validated tools for such 
assessment are currently lacking.  

“Een meetschaal of instrument kan wel helpend zijn in het overleg. In 
het beste geval gebeurt de inschatting in samenspraak met patiënt 
zelf, omgeving en hulpverleners op basis van verschillende criteria 
(bvb beschreven door Liégeois; TVP). Deze inschatting dient 
bovendien op regelmatige basis en op indicatie opnieuw te 
gebeuren.” (Academic expert 2) 

“La capacité décisionnelle doit être vue sur un continuum et non de 
façon binaire. L'utilisation d'outils psychométriques est donc 
conseillée pour placer la capacité du patient sur ce continuum mais 
leur choix est primordial. Par exemple, juger de l'aptitude 
décisionnelle sur base d'outil neuropsychologique classique est loin 
d'être suffisant, et encore moins si on se limite à un screening cognitif. 
Il n'existe actuellement pas de consensus concernant l'existence de 
corrélations entre des mesures neuropsychologiques classique et 
l'évaluation spécifique de l'aptitude décisionnelle. Il existe différents 
outils plus ou moins écologiques permettant d'évaluer spécifiquement 
les capacités décisionnelles (CCTI, HCAI, MacCAT-T,...) mais sans 
validation ni normes en français.” (Psychologist 1 working at hospital) 

“Een gevalideerde schaal is een hulpmiddel. De eindbeslissing is m.i. 
een interdisciplinair gebeuren, in overleg met de naasten.”(Project 
manager / coordinator 2 working at hospital) 

Guidance like the NICE guidelines – as suggested by the research team in 
the forum (see Appendix 2) that not only include a checklist but offer guiding 
principles on how to do an assessment - were perceived as useful as they 
provide a (systematic) methodology in the reflection on a patient’s capacity. 

“Un outil intéressant pour concevoir la capacité décisionnelle est, 
selon moi, la loi anglaise du Mental Capacity Act (2005). Plus qu'un 
outil d'évaluation, c'est également une méthode de réflexion d'aide à 
la prise de décision. ” (Psychologist 2 working in a nursing home) 

• The assessment requires a multidisciplinary approach and 
involvement of patient and family 

It was reported in the online forum that the patients, their entourage and 
the multidisciplinary team of professionals surrounding the patients 
should be part of the assessment of decisional capacity, especially in 
complex cases. If necessary, the expertise of an external party can be 
addressed, but this was not perceived as useful as part of a standard 
procedure.  

“Als je voldoende multidisciplinair overleg houdt en communicatief 
goed werkt levert dan is extern advies zelden noodzakelijk. Ik zou 
daar niet standaard voor pleiten, wel voor een betere en grondiger 
overlegcultuur. Nu wordt samen zitten door hulpverleners door 
families nog te veel gezien als niet werken en 'gezellig'. Uiteraard is 
het betrekken van de omgeving nuttig met respect voor de integriteit 
van betrokkenen.” (Project manager / coordinator 1 working in an 
expertise centre) 

Yet, in the online forum, the importance of involving the patient and letting 
the patient decide as much as possible in decision-making or in the 
assessment of decisional capacity aw highlighted.  
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“Ik ga zeker akkoord dat een (kwetsbare) hulpvrager de tijd en kans 
moet krijgen zijn/haar mening in te brengen. Optimaal wordt gekozen 
voor een 'trialoog', waarbij er gepoogd wordt om zo veel mogelijk het 
spreken 'over' te laten ten voordelen van het spreken 'met'. Uiteraard 
is dit niet in alle situaties mogelijk (bvb misbruik). Anderzijds is het 
belangrijk dat de hulpvrager gemotiveerd wordt om belangrijke 
naasten bij belangrijke beslissingen te betrekken.” (Academic expert 
2) 

Including other professionals of the team was identified of added-value 
as that they can have a different view of the context of the patient.  

“[…] Wilsbekwaamheid kan wisselen en dient men steeds opnieuw te 
beoordelen. Dit kan het best door de betrokken behandelaar met 
indien nodig een meetinstrument maar ook met besprekingen in team, 
second opinion, extern deskundige, familie...” (Psychiatrist 1 working 
at hospital) 

Yet, multidisciplinary concertation is reported as being very time-consuming. 
Moreover, it was mentioned in the online forum that it takes a specific 
methodology and a moderator to bring the discussion to a good end, that is 
a discussion where each actor is heard and respected. 

“Multidisciplinair werken met context is zeker belangrijk bij complexe 
en ingrijpende besluiten. Dit steeds in goed overleg met de patiënt. 
Andere hulpverleners zien patiënt ook in andere contexten dan de 
arts.” (Psychiatrist 1 working at hospital) 

“De patiënt is onderdeel van het interdisciplinair team en beslist mee, 
samen met het team. Ook de mantelzorger of de naasten van de 
patiënt worden best mee opgenomen in het team. Een beslissing is 
een proces. Het is ook een kwestie van een goede educatie naar de 
patiënt en het team toe. Educatie niet door 1 persoon , nl. de arts, 
maar is een werk  door het ganse team.” (Project manager / 
coordinator 2 working at hospital) 

“Ook weet ik uit ervaring dat dit soort van overleg heel kwaliteitsvol, 
maar tegelijk heel tijdsintensief is. Ook vereist het een bepaalde 

methodiek, liefst ondersteund door ene gespreksleider.” (Academic 
expert 2) 

It was also important to have a clear responsibility of taking the final decision 
on a patient’s capacity. As suggested in the forum, the final judgement on 
decisional capacity could remain with the treating physician. 

“Persoonlijk vind ik een beslissing tot al of niet wilsbekwaamheid een 
interdisciplinaire beslissing waarbij de behandelende arts de 
eindbeslissing neemt op basis van de interdisciplinaire bevindingen.“ 
(Project manager / coordinator 2 working at hospital) 

Involvement of informal caregivers, family member or relatives was 
identified as helpful to reveal a patient’s values and preferences in the online 
forum.  

“Une discussion avec les proches pourrait notamment permettre d'en 
savoir plus sur la valeurs, préférences et croyances du patient.“ 
[Psychologist 1] 

However, it was also reported that healthcare professionals need to ensure 
that the patient consents to the presence of other professionals and third 
parties. Healthcare professionals have also to be attentive to too much 
involvement and pressure of third parties. Anyway, as repeated in the online 
forum, it is important to preserve discussion moments with the sole presence 
of the patient.  

“Context er buiten houden en er bij betrekken. Herhaalde gesprekken 
onder vier ogen met patiënt zijn belangrijk. Context belangrijk voor 
aanvullende info. Bijzondere aandacht voor druk door derden.” 
(Psychiatrist 1 working at hospital) 
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“Les propos, la décision énoncée peuvent être très différents en 
fonction du contexte dans lequel on les recueille (la présence de la 
famille, entre autre, peut avoir un impact très important.) Et c'est à 
nous, les professionnels de la santé, d'être attentif voire de réajuster 
le contexte afin que le patient puisse s'exprimer librement et en toute 
confiance. Prendre son temps est aussi une priorité. ” (Psychologist 
5 working at hospital) 

“Wel moet (omwille van het beroepsgeheim) rekening gehouden 
worden met de wil van de patiënt bij het al dan niet betrekken van 
andere zorgverleners en naasten.” (Jurist) 

The risk of striving for a ‘compromise’ that serves the interests of the third 
parties involved in the discussion rather than aiming at a consensus in which 
all the actors find themselves was mentioned.  

“Maar inbreng van de context mag niet leiden tot een compromis (een 
“regression to the mean”) maar wel tot een consensus (iets waar 
iedereen zich in kan vinden). Een consensus moet ook altijd in het 
voordeel van de patiënt worden uitgesproken en belangen van derden 
mogen hier niet in rekening worden gebracht.” (General practitioner 
1) 

7.5.4 When (explicitly) evaluating decisional capacity?  
From the discussions in the online forum, it was difficult to objectify at what 
point in time decisional capacity should be/is (explicitly) assessed. In 
principle, as reported above, healthcare professionals implicitly assess 
decisional capacity before each care intervention. It was said, in the online 
forum, that as long as the professional has no doubt on the decisional 
capacity, there is no explicit assessment, because there is a presumption of 
capacity. A form of agreement appeared to emerge from the online forum: 
assessment of the decisional capacity of a patients depends on the personal 
values of healthcare professionals. It was also reported that it depends on 
the characteristics of the patients as their diagnosis. 

“[…] les valeurs personnelles des médecins vont elles-mêmes 
influencer ce choix (évaluer ou ne pas évaluer la capacité 

décisionnelle du patient en fonction de son accord ou non à une 
proposition de traitement). Il semble donc pertinent de repérer les 
patients à risque et les interventions à risque et non de se limiter à la 
question de l’accord ou du refus du patient pour déterminer s’il faut 
évaluer son aptitude décisionnelle.” (Psychologist 1 working at 
hospital) 

We also found, in the online forum, a form of agreement that in case of 
fluctuating decisional capacity, as in persons living with dementia or mental 
health problems such as psychosis, decisional capacity should be seen as 
a continuum and not in a binary way. Consequently, the assessment of 
the decisional capacity needs to be regularly repeated.  

“Une caractéristique de l'aptitude décisionnelle est son caractère 
fluctuant et ce particulièrement, dans le cadre de la démence ou du 
delirium par exemple. Une analyse continue est à soutenir en effet. 
Cela nécessite aussi de choisir le bon moment et offrir les meilleures 
conditions pour cette évaluation. “ (Psychologist 1 working at hospital) 

“La capacité décisionnelle doit être vue sur un continuum et non de 
façon binaire. “(Psychologist 1 working at hospital) 

“Deze inschatting dient bovendien op regelmatige basis en op 
indicatie opnieuw te gebeuren.” (Project manager / coordinator 2 
working at hospital) 

“Wilsbekwaamheid kan wisselen en dient men steeds opnieuw te 
beoordelen.” (Psychiatrist 1 working at hospital) 

7.5.5  Particularities to certain types of mental health problems 
From the online forum, it appears that, among the persons living with mental 
health problems, particular attention should be paid to the those living with 
severe psychiatric problems such as psychosis. It was pointed that these 
patients are - in the acute phase - too ill to be able to be involved in the 
process of assessment. In these cases, the solution to enable them to 
be involved in their situation is to give them medication (for which they 
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often were not capable to consent). This is expected to render them more 
capable to decide.  

But, in the online forum, it was also stated that patients can sometimes not 
be capable to decide because of medication that affects their decisional 
capacity and that these medications should be suspended to assess the 
decisional capacity of the patient. 

“Il faut avant tout supprimer toutes les médications surtout 
psychotiques qui peuvent gravement altérer les fonctions cognitives 
en général et induire de surcroît des épisodes confusionnels. Quand 
cela est fait, [il faut la ] réalisation d'une évaluation pluridisciplinaire 
complète qui permettra de déterminer le caractère décisionnel ou non 
du patient. Si ce bilan objective des troubles cognitifs significatifs, un 
traitement peut être instauré contre l'avis du patient en tenant 
éventuellement compte de l'avis de l'entourage, mais ce n'est pas 
obligatoire. ” (Geriatrician 1 working at hospital and in a private 
practice) 

Overall, from the online forum, the effects and roles of medication seemed 
to be different according to the type of mental illness. Moreover, it was stated 
that there is a difference between the critical phase where patients need 
medication to cope with the acute situation and patients in the chronical 
phase of their illness.  

“Les psychotropes et les maladies mentales n'atteignent pas tous et 
toutes de la même manière la « liberté », le « libre arbitre » des 
patients. On a des problématiques où l'anosognosie est un des cœurs 
du problèmes et dont la diminution n'est possible que, ou surtout, 
grâce à la prise d'un [traitement] (antipsychotique , thymorégulateur). 
Dans ce cas la prise / non prise de [médicaments] sera cruciale, il 
n’en est pas de même pour les troubles anxieux. De même, c'est 
différent avec un patient à un début de maladie ou en phase de 
rechute aigue versus phase chronique. Il y a néanmoins très 
clairement des médicaments psychotropes qui augmentent 
durablement les capacités d'autodétermination des patients, qui sont 
« plus eux-mêmes » grâce aux médicaments. ” (Psychiatrist 2 
working at hospital) 

7.5.6 The impact of the personality and the social context of the 
patient  

In the forum, the differences in personality and the social context of patients 
were highlighted as influencing factors of the assessment. Some patients 
were described as inherently more “master of their decisions” than others 
because they are perceived as more assertive, have more access to 
information, are more intelligent, have a better social network….  

“Cela me fait penser à la notion plus philosophique de liberté/libre 
arbitre qui sous-entend que nous ne sommes déjà pas entièrement 
libres de faire nos propres choix, déterminés en partie par la 
génétique, la pression sociale/culturelle, les mécanismes 
intrapsychiques (compulsions de répétition, troubles de la 
dépendance, comportements liés à une pathologie, ...). Pourquoi on 
ne reconnaîtrait pas la capacité décisionnelle d'une personne 
présentant une pathologie (neuro)psychiatrique alors que la question 
du libre arbitre se pose déjà chez une personne considérée comme 
« saine »...” (Psychologist 2 working in a nursing home) 

“Nous ne sommes pas tous égaux ou les mêmes à ce sujet. La loi sur 
le droit du patient fait « comme si » tous les patients avaient un point 
de contrôle interne en ce qui concerne leur santé. ” (Psychiatrist 2 
working at hospital) 

This can have a major impact on how they are treated and how decisional 
capacity is perceived by professionals. It was also reported that too critical 
behavior of patients is sometimes not appreciated by healthcare 
professionals and can have a negative impact on the care for the patient.  

“Hierbij wil ik de aandacht vestigen op het gevaar van de “apathische 
patiënt”: het is niet omdat een patiënt volgzaam een behandeling 
ondergaat, dat daarom de kwaliteit van deze zorg hoog is. Dialoog is 
dus steeds belangrijk. Anderzijds is het zo dat een kritische patiënt 
soms gevaar loopt om als “over-kritisch” te worden bestempeld én 
behandeld. Het is belangrijk dat hulpverleners hiervoor aandacht 
hebben (intervisie, objectieve waarnemer, patiëntenbevraging,...).” 
(Academic expert 2) 
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7.5.7 The (possible) balance of power between the patient and 
physicians 

In the online forum, it was pointed at the possible balance of power between 
the physicians and the patients and the impact it may have on the conclusion 
that a patient is capable or not. It was stated that the preexistence of the 
professional’s perspective (and thus the particular vision on what to do from 
a medical point of view) and values cannot be erased as such, but 
professionals should be aware of it.  

“Hoe machtsvrij is de relatie hulpverlener-patiënt? Als zorgverleners 
dienen we zeer waakzaam te zijn voor alle machtsverhoudingen die 
kunnen meespelen inzake vaststelling wils(on)bekwaamheid (cf. 
relatie patiënt-mantelzorger/naaste // relatie zorgverlener-patiënt // 
maatschappelijke beeldvorming en impact op patiënt … ). Deze 
machtsverhoudingen detecteren én bespreekbaar maken is een 
eerste stap in de gewenste ondermijning van deze machtsrelaties.” 
(Project manager / coordinator 1 working in an expertise centre) 

“Maar dan hang je natuurlijk wel zwaar vast aan het oordeel en inzicht 
van de individuele zorgverlener die een eigen 'agenda', perspectief 
en waardenkader heeft.” (General practitioner 1) 

“Ik verwijs hier naar het al te menselijke aspect die we niet volledig 
kunnen uitsluiten: kritische ingesteldheid, zeker vanuit de zorgvrager, 
wordt niet steeds gewaardeerd. Dit is uiteraard geen “goed”, wel een 
realiteit. Het heeft te maken met een zekere machtsverhouding die 
speelt en waarvoor we in de zorg blijvend aandacht moeten hebben: 
iemand die vaak op het assistentieknopje duwt naar de zin van de 
(overbevraagde) zorgverlener, wordt soms te lang alleen gelaten 
wanneer het echt nodig is." (Academic expert 2) 

7.5.8 Place of the changing identity/values/preferences 
From the online forum, we could observe that professionals insisted that 
identity, values, and preferences are evolving elements and that the actual 
state of mind/preferences/values of person need to be considered. 

“Een negatieve wilsverklaring is in principe bindend en moet 
uitgevoerd worden. Probleem is hier dat de wilsonbekwame patiënte 
een standpunt inneemt dat ingaat tegen de eerder wilsbekwaam 
opgestelde wilsverklaring. Voor zo'n casussen werd in de literatuur de 
thesis van de veranderende identiteit ontwikkeld, als wijze om de 
negatieve wilsverklaring niet meer te hoeven uitvoeren (het zou gaan 
om een andere persoon), maar het gaat dus om een discussie van 
een andere aard. Een optie om toch voeding en drank te geven is 
door de diep demente dame toch wilsbekwaam te achten specifiek 
voor de beslissing m.b.t. voeding en drank. Men zou immers kunnen 
zeggen (op grond van het taak-specifiek karakter van 
wilsbekwaamheid) dat voor het nemen van dergelijke beslissing een 
zeer lage drempel gehanteerd moet worden, en dat wilsbekwaamheid 
m.a.w. zeer snel aanvaard kan worden.”  (Jurist) 

“Ik kan begrip opbrengen voor de keuze van de zorgvrager in deze 
casus. Anderzijds zou ik het persoonlijk heel moeilijk hebben om 
bepaalde vormen van levensbeëindigend handelen te stellen bij een 
persoon die deze keuze niet actueel kan onderschrijven of er zich 
zelfs tegen verzet. Ik ben eerder geneigd voorliggende stelling te 
onderschrijven, al is ze problematisch. Er zijn veel 
praktijkvoorbeelden die aantonen dat mensen heel adaptief zijn: 
situaties die ze op een bepaald ogenblik als 'niet leefbaar' inschatten, 
zijn dat op het moment van aanbreken soms vaak wel. Veel hangt af 
van de kwaliteit van zorgverlening en de context.” (Academic expert 
2) 

“Identiteit, waarden en opvattingen zijn dynamisch. Indien de patiënt 
in kwestie actueel geen vraag heeft naar levensbeëindiging/ 
bespoeden van levenseinde zie ik niet in waarom een wilsverklaring 
van enkele jaren geleden zou primeren over het actuele welbevinden 
van de patiënte.” (Psychologist 3 working at hospital) 
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Key points regarding assessment of decisional capacity: 
characteristics, barriers and facilitators, methods and context 

• According to  professionals in the online forum, the focus 
should be on the process of the assessment of the decisional 
capacity process, not on the ultimate decision. 

• This implies a.o. that consenting to an intervention (that seems 
a good option) means that someone is capable or that refusing 
an intervention (that seems a good option) is being 
incapacitated. Professionals should asses the reasons behind 
the patient’s decision and be attentive not to have a paternalistic 
stance towards patients; 

• In the assessment, it is the global picture (including values, 
preferences, cultural background, intelligence, information the 
patient got.) of the patient and his/her situation that counts 
according to the professionals.  

• Professionals experience difficulties in distinguishing whether 
some non-rational decisions are linked to the pathology or to 
the preferences/values of the (healthy part of the) person.  

• The current culture of depriving patient groups of their rights 
and submitting particular vulnerable patient groups to capacity 
tests is questioned by the professionals in the online forum.  

• According to the professionals, assessment of decisional 
capacity should be done for each medical intervention. 
However, the standards and modalities for assessment depend 
on the severity of the pathology and the consequences of the 
decision for the patient's health. Yet, it is difficult to define a cut-
off for what is perceived as a “severe” pathology or 
consequence. 

• For the professionals in the online forum, there is no magic 
recipe to do an assessment of decisional capacity.  

• One can not make abstraction of the personnality, experience 
and intuition of professionals, as reported by the professionals. 
The outcome of an assessment can thus vary according to the 
professional.   

• Tools are seen by the professionals as of added value to support 
the assessment. Tools like the NICE guideline, that not only 
include a checklist but offer guiding principles on how to do an 
assessment are perceived as useful as they provide a 
(systematic) methodology in the reflection on a patient’s 
capacity. 

• According to the professionals, the patients, their entourage 
and the multidisciplinary team of professionals surrounding the 
patient should be part of the assessment of decisional capacity. 
If necessary, the expertise of an external party can be 
addressed.  

• For the professionals, barriers for multidisciplinary assessment 
are the fact that it is time consuming and that it takes a specific 
methodology and a moderator to coordinate discussions.  

• A barrier to the involvement of family members or relatives can 
be that there is too much involvement or pressure according to 
the professionals. Therefore professionals need to ensure that 
the patient consents to the presence of other professionals and 
third parties and need to be attentive to too much involvement 
and pressure of third parties. Professionals need to preserve 
moments with the patient alone.  

• Professionals in the online forum agree that in case of 
fluctuating decisional capacity, as in persons with dementia or 
mental health problems such as psychosis, decisional capacity 
should be seen as a continuum and not in a binary way. 

• The role of medication in decisional capacity is double 
according to the professionals: in acute situations or in a 
stabilisation period medication can render patients more 
capable (e.g. psychosis), where in other situations medication 
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can lower decisional capacity (e.g. sedation in case of 
agression).  

• There is a consensus that identity, values and preferences are 
evolving elements and that the actual state of 
mind/preferences/values of person need to be taken into 
account in the assessment of the decisional capacity, according 
to the professionals. 

7.6 Part 4 - Supporting the patients in their decisional 
capacity 

In the online forum, we found that participating professionals appeared to 
agree that all efforts and means should be used to assess the remaining 
decisional capacity of the patients. 

“Zoals gezegd, is het bepalen van dé manier om wilsbekwaamheid te 
beoordelen een utopie. Iedere patiënt is anders en het komt erop aan 
om de restcapaciteiten van de patiënt zo veel als mogelijk te 
achterhalen en te benutten. Naargelang de patiënt zal dit anders zijn. 
Denk bv. ook aan de patiënt met het locked in syndroom, die ook op 
een specifieke wijze geholpen moeten worden om zelf nog 
beslissingen te kunnen nemen.” (Jurist) 

“Communicatie bevorderen en alle middelen gebruiken zodat patiënt 
zijn wil kan uitdrukken. Ook al komen we bij een binaire vraagstelling 
terecht met knipperen van ogen voor ja en twee maal knipperen met 
de ogen voor neen.” (Psychiatrist 1 working at hospital) 

It was reported that the means to support a patient need to be adapted to 
the situation. In the online forum, several useful forms of patient support in 
decision-making were mentioned such as adapted tools/media, education 
by the team, psychological and psychosocial support. 

“Il est important de fournir des outils/médias adaptés aux handicaps 
et difficultés des patients.” (Psychologist 2 working in a nursing home) 

“Hier kunnen andere disciplines zoal ergo, logo of psycholoog 
ingeschakeld worden.” (Project manager / coordinator 2 working at 
hospital) 

It was mentioned, however, that there is no overview of what exists.  

“Si plusieurs outils sont proposés par d'autres participants au forum, 
ce serait une bonne chose que vous [le KCE] les 
communiquiez/diffusiez, on ne sait pas toujours ce qui existe et 
élaborer un outil n’est pas nécessairement chose aisé.” (Psychologist 
2 working in a nursing home) 

Moreover it was said that patients need to be willing to benefit from support. 
Offering support in a non-paternalistic way could be then useful to increase 
acceptance by the patients. 

“De vraag is hoe je de persoon met dementie de best beschikbare 
ondersteuning kan aanbieden wanneer blijkt dat bijvoorbeeld 
therapietrouw een probleem is (autonomie versus geborgenheid!). 
Het is niet omdat iemand de vaardigheden mist dat er 
beslissingsonbekwaamheid is. Met de gepaste hulpmiddelen kan – 
op niet paternalistische wijze – een patiënt ondersteund 
worden.”  (Project manager / coordinator 1 working in an expertise 
centre) 

It was also pointed out that one has to distinguish support in decision-making 
and support in functional abilities (e.g. helping patients so that they can be 
compliant to the therapy). As stated, the use of support in functional abilities 
does not imply that the patients lack decisional capacity. 

“De patiënt is onderdeel van het interdisciplinair team en beslist mee, 
samen met het team. Ook de mantelzorg of de naasten van de patiënt 
worden best mee opgenomen in het team. Een beslissing is een 
proces. het is ook een kwestie van een goede educatie naar de 
patiënt en het team toe. Educatie niet door 1 persoon, nl. de arts, 
maar is een werk door het ganse team.” (Academic expert 2) 
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“Hoewel ik me afvraag op welke manier psychologische en 
psychosociale ondersteuning gezien kan worden als beslissingshulp? 
Betreft dit niet gewoon optimalisatie van communicatiemogelijkheden 
tussen patiënt en hulpverlener?” (Psychologist 3 working at hospital) 

The involvement of relatives to support the patient in the revealing of 
his/her wishes and preferences was also mentioned.  

“Ik begrijp dat dit in de praktijk niet steeds haalbaar is. Toch zou een 
bepaalde ondergrens gegarandeerd moeten worden, zeker bij 
belangrijke beslissingen. Hiertoe kunnen eventueel vrijwilligers of 
naasten (hoewel dit ook risico's inhoudt) worden ingeschakeld.” 
(Academic expert 2) 

Key points on supporting the patients in their decisional capacity 

• Professionals in the online forum agree that all efforts and 
means should be used to assess the remaining capacity of the 
patient. 

• Adapted tools/media, education by the team, psychological and 
psychosocial support and support of relatives in the expressing 
of the patient’s values, preferences and wished are named by 
respondents to be valuable means of support. The precondition 
is however, that the patient agrees/consents with the support. 

• An overview of the existing support tools/means is lacking 

 
a  https://www.nice.org.uk/guidance/ng108/chapter/Recommendations# 

supporting-decision-making-2 

7.7 Part 5 - Need for guidance for professionals 
In the online forum, having a guideline for the assessment of decisional 
capacity was identified as likely to support the practice of healthcare 
professionals. The UK NICE guidelinea was cited as a good example of 
guideline, as it includes a methodology and reflection on how to help patients 
in the decision-making process.  

“Oui, [le guideline de NICE] serait une bonne base de travail et 
permettrait justement de limiter la réaction intuitive et que plus 
régulièrement la raison l'emporte sur l'envahissement des émotions 
chez les différents intervenants. » (Psychologist 5 working at hospital) 

“Richtlijnen zouden zeker nuttig zijn als handvaten. Aangezien ik merk 
dat er vanuit mijn opleiding weinig aandacht werd besteed aan het 
praktisch beoordelen van beslissingsbekwaamheid. Regelmatig de 
tijd maken voor supervisie- en intervisiemomenten zijn zeker ook een 
meerwaarde. NB:  Het voorbeeld van het Verenigd Koninkrijk vind 
ikzelf wel een goed en uitgebreid artikel.”(Psychologist 3 working at 
hospital) 

Yet, it was pointed out that the guidelines should be specific for the Belgian 
context and that it should never replace the interaction between different 
relevant actors, such as peers.  

“Elk hulpmiddel dat ondersteunend kan zijn voor een grondige 
beoordeling van ieders wilsbekwaamheid is een stap vooruit. Op zich 
geen bezwaar naar hertaling voor ons land, maar dan wel op 
evidentie gebaseerd en rekening houdend met onze Belgische 
context - toetsen op haalbaarheid, wenselijkheid, concreetheid, ... 
(geen copy-paste).” (Project manager / coordinator 1 working in an 
expertise centre) 
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“Richtlijnen en andere instrumenten kunnen inderdaad nuttige 
ondersteuning bieden. Toch kan ook het individueel (intuïtief) oordeel 
en het overleg met diverse partners niet overboord worden gegooid. 
Maw: een richtlijn mag gene aanleiding geven tot een minder kritische 
houding of een zekere luiheid/dekmantel.” (Academic expert 2) 

Moreover, training, intervision (exchanges between peers) and supervision 
(debriefing with an external party) were reported as having an added value 
for the practice of healthcare professionals. 

“Richtlijnen, beslisbomen, etc. kunnen zeker behulpzaam zijn. 
Opleiding zeker! Op heden al heel wat literatuur en handboeken. Ook 
in eigen taalgebied voor de practicus. Zoals publicatie van Irma Hein 
en Adger Hondius 'Wilsbekwaamheid in de medische praktijk' ”. 
(Psychiatrist 1 working at hospital) 

“Een instrumentele benadering van beslissingsbekwaamheid gaat 
bijna altijd voorbij aan de verschillende perspectieven en 
beoordelingskaders. Wat niet wegneemt dat er een 
procesbeschrijving moet bestaan waarin een juridische en ethische 
toetsing kan gebeuren.” (General practitioner 1) 

Key points on the need for guidance for professionals 

• Respondents welcome the existence of practice guidelines 
including a methodology to handle the process of assessment 
and the reflect on the decision-making proces.  Guidelines 
should, however, never replace the individual judgment by the 
professional and interaction with peers. Moreover they should be 
adapted to the Belgian context.  

• Training, intervision and supervision are considered to have an 
added value.  

7.8 Part 6 - Need for feedback to the patient  
In the online forum, it was reported that the results and the reasons for the 
assessment of decisional capacity must be included in the patient file, to 
inform the patient and other healthcare professionals. However, the difficulty 
to communicate the information to the patient in a comprehensible and non-
harming manner was mentioned. Organizing an oral feedback was seen as 
an ideal solution to allow the patient to ask questions and to get support.  

“Dat 'zou' niet zomaar tot de goede praktijkvoering 'moeten horen', 
dat is vandaag al ontegensprekelijk het geval. Het dossier moet 
zorgvuldig bijgehouden worden (zie ook de bijkomende eisen aan het 
dossier gesteld door de Kwaliteitswet van 2019, vanaf 2021). De 
beoordeling van de wilsbekwaamheid veronderstelt het stellen van 
een medische diagnose, en moet daardoor te vinden zijn in het 
dossier. Dat is niet alleen in het belang van de patiënt, maar ook van 
de betrokken zorgverleners (m.o.o. latere discussies 
desgevallend).”  (Jurist) 

“Gedetailleerde beschrijving in dossier. Dit is verplicht. Maar kan 
nadien heel belangrijk zijn bij nabespreking. Denk maar aan de 
beslissing tot vrijheidsberoving in de psychiatrie.” (Psychiatrist 1 
working at hospital) 

“Oui, le patient a le droit de savoir le pourquoi et le comment de la 
décision prise. Reste le problème de comment le structurer, le rédiger 
afin qu'il soit compréhensible par le patient mais aussi que sa 
lecture ne lui fasse pas du tort. Je pense qu'il ne faudrait pas laisser 
seul le patient face à ce type de document mais être présent pour 
répondre à ses questions et le soutenir (médecin ou psychologue...). 
” (Psychologist 5 working at hospital) 
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Key points on the need for feedback to patient 

• Professionals in the online forum agree on the necessity of 
reporting the results in the patient file as well as in person. 
However, they reported experiencing difficulties in 
communicating the information in a comprehensive and non-
harming way.  

7.9 Part 7 - Advance care planninga 

7.9.1 Opportunities and limits of advance care planning 
In the online forum, advance care planning was perceived as an important, 
if not crucial step in the trajectory of persons with cognitive problems, that is 
even more important than the measuring of decisional capacity. It was 
reported that it offers the opportunity to put the patient’s wishes and 
preferences on different issues on paper, but it is also an opportunity for 
professionals to better understand and to reflect on possible issues or 
problems the patient is struggling with. Moreover, it also allows to inform the 
patient his rights, such as the right to be informed; to give informed consent, 
and to be involved in consenting even if he/she turned incapable to decide. 
It was also pointed out that the difference between positive and negative 
advance directives is important, as a positive one is not binding, whereas a 
negative one is.  

“Het is problematisch dat telkens de persoon met dementie 
medewerkers voor uitdagingen stellen, de vraag naar 
wilsonbekwaamheid wordt gesteld. In het kader van een eigen keuze 
(mogelijks ingegeven omwille van bv slikproblemen, levensmoeheid, 
het 'op' zijn, …) dient niet therapeutisch hardnekkig te worden 
opgetreden. O.i. is het gebruik maken van gesprekken rond 
vroegtijdige zorgplanning én de zorgdiagnostiek crucialer dan het 

 
a  Advance care planning (ACP) can be described as a continuous process of 

consultation between healthcare providers, patients and their 

meten van wilsbekwaamheid (cf. ook het problematisch gebruik van 
de [Mini-Mental State Examination] ifv verhuis van bewoners naar 
andere afdelingen in een woonzorgcentrum).”  (Project manager / 
coordinator 1 working in an expertise centre) 

“L’intérêt principal [ de l’advance care planning] n’est pas tant que le 
patient ait communiqué ce qu’il voudrait en toute situation, mais de 
mieux comprendre ce qui est important pour lui dans ces situations 
hypothétiques, quelles sont ses préoccupations, malgré la difficulté 
de se projeter dans l’avenir. Lors de ces discussions, nous abordons 
ensemble, par exemple, ce que le patient souhaite encore vivre ou 
pour quelles raisons il penserait ne plus vouloir vivre, quelle 
orientation de soins serait recherchée ? [L’option] A visant la guérison 
et l’amélioration de son état actuel ; [l’option] B visant avant tout la 
stabilisation/le maintien des fonctions plutôt que la prolongation de la 
vie ; ou [l’option] C visant le confort plus que l’amélioration ou la 
stabilisation de son état. […]La démarche [ de l’advance care 
planning] offre également l’opportunité d’informer le patient en lui 
expliquant ou lui rappelant ses droits : consentir librement et de façon 
éclairée, faire entendre sa voix, même quand il n’en serait plus 
capable, offrir plus de garanties qu’on le soignera comme il le 
souhaite et pas comme nous pensons qu’il faudrait le faire, la valeur 
légale de documents rédigés […], le fait que les documents peuvent 
être révisés autant de fois que nécessaire.”  (Psychologist 2 working 
in a nursing home) 

Although advance care planning can help the patient in setting clear 
preferences and wishes, limits of advance care planning were also 
identified. It was explained that, for the patients, it is difficult to foresee any 
future situation and there can be problems in the interpretation of modalities. 
Therefore the importance of the accompanied of the patients in the drafting 
of advance directives was highlighted.  

relatives/representatives about the goals and desired direction of the patient's 
(end-of-life) care in the event that the patient becomes incapacitated and is 
no longer able to decide for himself. 
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“[Advanced care planning] is inderdaad het ideale scenario om te 
komen tot een wilsverklaring die kwaliteitsvol en up-to-date is. 
Uiteraard zal zelfs zo'n schriftelijke wilsverklaring nooit 100% sluitend 
of ideaal zijn, aangezien er zich altijd onvoorziene omstandigheden of 
interpretatiemoeilijkheden kunnen voordoen.” (Jurist) 

“Advanced care planning kan belangrijk zijn. Men kan natuurlijk ook 
nooit alle eventualiteiten voorzien. Patiënt moet duidelijk ook 
geholpen worden om de juiste omschrijving en omstandigheden van 
een negatieve wilsverklaring te maken, bv. in welke omstandigheden 
juist wel en in welke niet." (Psychiatrist 3 working at hospital) 

“Une discussion et la récolte des directives anticipées n’apporteront 
jamais la solution à toute situation ; elles peuvent même amener de 
nouvelles difficultés (par exemple en cas de confrontation face à des 
interprétations différentes des souhaits émis par le patient). 
Cependant, il nous paraît inconcevable de faire machine arrière, étant 
donné les bienfaits que [les directives anticipées ] ont apporté dans 
l’accompagnement des patients. Ce constat doit nous inciter à mieux 
collaborer, mieux respecter, mieux préparer l’avenir, dès maintenant. 
"  (Psychologist 2 working in a nursing home) 

7.9.2 When initiating advance care planning?  
Ideally, advance care planning should be proposed to the patient before 
serious health problems occur. It was also said that it should be seen as 
a repetitive process, where decisions and preferences are revised and 
rethought. The participants to the online forum therefore did not add more 
details, preventing us to identify a clear moment in the patient trajectory 
where it should be the best to discuss advance care planning.  

“La [Fondation Roi Baudouin] recommandait [..] que l’échange ait lieu 
bien avant tout problème de santé sérieux, ce qui ne dispense pas 
que cela soit revu à des moments clés : apparition d’une maladie 
grave, retour d’hospitalisation, altération significative et définitive de 
l’état général ou de l’envie de vivre…Hormis pour les situations 
médicales relativement « urgentes », le choix fut fait au sein de nos 

institutions de rencontrer systématiquement les patients un mois 
après leur entrée dans l’institution. Le nouvel arrivant doit souvent 
digérer l’entrée en institution et ce que cela occasionne ; ses 
préoccupations sont la plupart du temps plutôt actuelles. Lui laisser 
du temps, un mois, lui permet de se familiariser avec l’environnement, 
de faire la connaissance de la personne de référence en matière de 
directives anticipées, de mieux remobiliser ses ressources et de se 
réapproprier au besoin son pouvoir décisionnel (après ce faux-choix 
d’entrer en institution ou lorsque l’entourage et le corps médical dans 
un souci de protection cherchent à imposer de plus en plus de 
décisions). […] Après ce premier entretien, nous remettons aux 
patients des documents facilitant la rédaction de leurs directives, en 
les informant qu’ils ne sont en aucune façon contraints de les lire ou 
de les remplir et que nous restons disponibles pour les aider à 
comprendre ou rédiger leurs volontés s’ils en ressentent le besoin. 
Nous laissons à nouveau s’écouler un mois pour permettre de digérer 
les informations, continuer la réflexion, afin que le patient discute avec 
ses proches, au moment qu’il estime opportun. Au final, un quart des 
patients complète les documents de directives anticipées, un autre 
quart de ceux-ci ne souhaite pas le faire et la moitié  ont marqué leur 
intention de compléter ceux-ci mais sans la concrétiser (oubli, 
communication difficile avec leur entourage, autres priorités…). » 
(Psychologist 2 working in a nursing home) 

“Het opstellen van een [Vroegtijdige zorgplanning] is ook een proces, 
kan geen momentopname zijn. Je moet erover kunnen nadenken en 
over praten met anderen.”([Project manager / coordinator 2 working 
at hospital) 

Yet, it was also indicated in the forum that some patients do not want to 
(re)confronted with their situation and prefer not to be remembered or forced 
to think about future problems.  

“Toch kan de drempel erg hoog zijn om daarover te spreken en 
mogen we niet voorbij gaan aan het recht van de patiënt om 'niet te 
weten' vertaald als 'niet telkens te hoeven terugkomen op 
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beslisprocessen die een zware psychische inspanning vragen.” 
[General practitioner 1] 

It was also recalled that the patient’s right not to know needs to be respected. 
In line with this, it was said that it is not a good idea to render advance 
care planning legally obligatory. This statement was justified by saying 
that the underlying reason is not only the patient’s right not to know but also 
the possible cost that may be linked to the accompanying and drafting of 
advance care planning documents.   

“Een (wettelijke) verplichting invoeren om een wilsverklaring op te 
stellen in de aanwezigheid van een arts, is bovendien geen goed idee. 
Dat zou drempelverzwarend werken en de financiële kost van de 
tussenkomst van een arts zou mensen kunnen afschrikken (opstelling 
wilsverklaring uitstellen of zelfs helemaal afwijzen). Ter vergelijking: 
ook vandaag kan volgens het Burgerlijk Wetboek nog steeds een 
eigenhandig testament opgesteld worden zonder de tussenkomst van 
een notaris.”   (Jurist) 

7.9.3 Who should initiate/be involved in the process?  
In the forum, it was reported that a discussion/reflection on advance care 
planning / end-of-life decisions could be initiated by the treating physician or 
the general practitioner, possibly accompanied by the trust person 
(vertrouwenspersoon / personne de confiance), as they possibly have a trust 
relationship with the patient. It was pointed out, however, that in practice 
there are only few efforts of healthcare professionals and little 
information in the patient health records. Possible suggested reasons 
explaining the reluctance of treating physicians can be time constraints, 
the difficulty to talk about sensitive issues with their patient… It was 
also stated that accompanying patients in the process of advance care 
planning requires different skills, such as a good understanding of 
legislation, empathy, knowledge of the actual medical situation of the 
patient, and on top of it is a time-consuming task, as the 
wishes/needs/preferences of the patients need to be aligned with all 
intervening parties in the care process. It was proposed that other 
professionals than the general practitioner could also be the initiator of the 

process of advance care planning: nursing personnel, pastors, 
psychologist,…Moreover, it was indicated in the online forum that training 
should be foreseen for professionals involved in the process of advance care 
planning. 

“De opmaak van een soort 'signaleringsplan' of een wilsverklaring' 
zou het best gebeuren met een vertrouwde hulpverlener (bv. 
huisarts), eventueel in het bijzijn van aan vertrouwenspersoon en kan 
beter geen 'momentopname' zijn.  Ook andere hulpverleners dan de 
arts kunnen deze taak op zich nemen: verpleegkundige, pastor, 
psycholoog. Eventueel kunnen deze verschillende personen dan 
samen in overleg gaan en een plan opmaken.” (Psychiatrist 1 working 
at hospital) 

“Accompagner le patient dans la planification anticipée de ses soins 
est un travail exigeant. D’abord parce que cela requiert une bonne 
connaissance de la législation et de la réalité médicale ainsi que des 
qualités d’écoute et d’empathie. Ensuite, parce que cela nécessite 
une certaine assiduité afin de suivre l’évolution des situations que 
rencontre le patient. Finalement, parce qu’il est nécessaire de 
rappeler, d’interpeler et d’assurer une coordination des intervenants 
vis-à-vis des choix émis par le patient; il est primordial de garantir une 
cohérence entre les souhaits du patient, les possibilités législatives et 
thérapeutiques ainsi que l’orientation de soins poursuivie par l’équipe 
soignante et le corps médical.” (Psychologist 2 working in a nursing 
home) 

“In het ziekenhuis waar ik werk zijn er specifieke personen opgeleid 
om mensen te begeleiden bij het opstellen van een VZP [Vroegtijdige 
zorgplanning]. Ik denk dat er gezondheidswerkers zouden moeten 
opgeleid worden om mensen hierin te begeleiden.”(Project manager 
/ coordinator 2 working at hospital) 

In the online forum, it was said that, for family members and/or informal 
caregivers, it might be difficult to take the initiative to bring up advance 
care planning with the patient. It was also reported that often the 
entourage does not want to be confronted with the degeneration of the 
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health status of their relative or they do not know how to discuss such a 
sensitive and often painful issue. Therefore, giving documents on advance 
care planning to the patient during a medical consultation was identified as 
helping to prepare the grounds for further discussion. This was reported as 
a way to facilitate the discussion with family members or relatives and to 
prepare, when needed, the involvement of a legal substitute decision-maker.  

“En l’absence d’une démarche initiée par le médecin traitant ou d’un 
problème grave de santé, les proches, contrairement aux patients, 
sont généralement moins disposés à parler des directives anticipées. 
[Les proches sont] moins préparés à la mort, contrairement à leur 
proche résidant en institution (qui a souvent été confronté à des 
situations médicales graves, a perdu de nombreux proches et qui 
habite dans ce qui sera probablement sa dernière demeure). Face à 
la maladie, à la dégradation physique ou cognitive, les membres de 
l’entourage cherchent souvent à mettre à distance, à éloigner ce 
spectre de la mort en refusant de voir les pertes subies ; les 
dénégations sont fréquentes : « allez, fais attention !», « fais un 
effort ! ». Parler de « quand cela n’ira plus » peut être fort confrontant. 
Les documents transmis au patient lors de la rencontre offrent un 
média facilitant la discussion du patient avec ses proches. Ils 
permettent d’amorcer le dialogue, de retisser un lien. Le proche 
devient également témoin, dépositaire, personne de confiance ou 
représentant légal mandaté. Il lui incombe désormais une certaine 
responsabilité. Il existe des familles qui cherchent à s’opposer aux 
volontés de la personne malade, mais elles sont plutôt rares. Force 
est de constater que les familles respectent et sont à l’écoute des 
souhaits des patients. ” (Psychologist 2 working in a nursing home) 

Key points on advance care planning 

• Professionals pointed out that the process of advance care 
planning for persons with cognitive problems is even more 
important than capacity assessment as it allows the person to 
express his preferences and whishes in a communicative and 
evolutive process. It also offers the opportunity to inform 
patients on their rights.   

• They also perceived that advance care planning has its limits as 
it is impossible to foresee each situation. Patients should as 
much as possible be accompanied in drafting advance care 
directives to set things clear.  

• According to the professionals advance care planning must be 
proposed before serious health care problems occur. Moreover 
it should be adapted to evolving whishes and preferences. 
Although professionals feel that it should be repetitive, they also 
aknowledge that it can be very intense for the patient to rethink 
painfull situations over and over again. In that scope, the 
patient’s right not to know (and not to participate in advance 
care planning) should always be respected.  

• The treating physician/general practitioners, possibly 
accompanied by the trust person (vertrouwenspersoon / 
personne de confiance) might be well placed to initiate a 
discussion/reflection on advance care planning/end-of-life 
decisions. Yet, respondents point out different barriers such as 
time constraints, the difficulty to talk about sensitive issues with 
their patient, the lack of necessary skills, such as a good 
understanding of legislation, empathy, knowledge of the actual 
medical situation of the patient,…  

• Other professionals than the general practitioners, could also 
be the initiator of the process of advance care planning. One can 
think of nursing personnel, pastors, psychologist,…Moreover, 
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professionals indicate that training should be foreseen for 
professionals involved in the process of advance care planning. 

• For family members and/or informal caregivers, it might be 
difficult to take the initiative to bring up advance care planning 
with the patients since they are often too close to the patient to 
bring up such sensitive, often painfull matters. 

7.10 Part 8 - Crisis planning for persons with psychiatric 
problems 

Crisis planning (via crisis cards, safety plan, signalization plan,…) was 
perceived as useful as far as the patient is asking for it and/or agrees to use 
it and is not forced to use it. To make it effective, an important condition 
identified in the forum was that patients have sufficient insight into their 
situation.  

Besides, in order to be useful, the card/plan requires visibility and 
traceability. It was then suggested inserting it in the eHealth record or on 
the ID of the patient.  

“De betrokkenen moeten dat dan natuurlijk zelf ook willen, hetgeen 
voldoende inzicht en besef in hun toestand vergt.” (Jurist) 

“Het mag niet opgedrongen zijn of een voorwaarde om bepaalde zorg 
te krijgen” (General practitioner 1) 

“Ook digitaal op te nemen (via ID kaart)?, naast de crisiskaart” 
(Project manager / coordinator 2 working at hospital) 

“Crisisplan is een nuttig instrument. Zou ook in essentiële 
gezondheidsgegevens van e-health box moeten belanden; zowel wat 
men wel wil en wat men niet wil (bv. niet naar ziekenhuis a maar wel 
naar b)” (Psychiatrist 3 working at hospital) 

“Het bespreken van zorg. Wat men wenst en niet wenst. Dient door 
hulpverlener op regelmatige basis te worden besproken, herhaald en 
gedocumenteerd. Niet alleen in dossier maar ook in copy bij patiënt. 

"welke medicatie wil ik en wil ik niet bij een acute psychose?" hier 
houdt men niet alleen rekening met de negatieve wilsverklaring maar 
ook met wat werkt voor de patiënt in noodsituaties.” (Psychiatrist 1 
working at hospital) 

Key points on crisis planning for persons with psychiatric problems 

• Professionals in the online forum are in favour of crisisplanning 
as long as the patient is not forced to use it.  

• An important condition is that the patient has insight in the 
situation.  

• A practical condition is where the plan/card should be stored. It 
was suggested to store it the eHealth record or on the ID of the 
patient. 

7.11 Limitations 
Despite our efforts, some limitations may have impacted our results. As 
described in the method, we used an online asychronous forum. The 
asynchronous dimension of the forum limited the interactivity of the 
discussions even when the moderators tried to stimulate the discussion. In 
average, the participants logged 3 times on the forum. From the 23 
participants, 8 logged only once. French-speaking participants logged 2 
times more often than Dutch-speaking participants (4 and 2 times 
respectively for French and Dutch-speaking participants). This could be due 
to the difference of the data collection duration (3 weeks and 24 weeks 
respectively in Dutch and French-speaking forum). This discrepancy was 
due to the difficulties to recruit French-speaking participants aggravated by 
the first wave of the COVID pandemic. Other pros and cons of using an 
online forum are described in another KCE report on the identification of 
patient needs.93 

Despite our effort to improve the number of participants, our panel did not 
include some professions of interest (i.e. nurses and other medical doctor 
than GP, psychiatrists or geriatricians). However, it would have been 
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interesting to retrieve the nurses' perspectives because of their proximity to 
the patients during the therapeutic process. In addition, the input of 
neurologists could give another perspective on the decisional capacity 
through the specificities of their discipline. The role of nurses and 
neurologists in the decision capacity process was therefore reported by the 
patients during the individual interviews (see chapter 8). Despite the 
absence of some profiles, the composition of our panel allowed variation in 
exchanged opinions. 

This forum helped us to identify diverse perspectives on decisional capacity 
based on healthcare professionals ‘experiences. By using such method, we 
were not able to obtain a consensus on the definition and the criteria for the 
assessment of the decisional capacity. Alternative methods would have 
been using a focus group or a Delphi process. However, due to 
organisational and contextual constraints (pandemic context), it was not 
possible to conduct an additional data collection to complete the results of 
the forum.  

8 PATIENTS’ PERSPECTIVES ON 
DECISIONAL CAPACITY 

8.1 Objective 
This section aims at responding to the following research question: “What 
are the needs of the persons with mental health issues or dementia in the 
assessment and support of their decisional capacity?” The primary objective 
was to assess the needs, opinions and expectations regarding the 
evaluation, supporting and repairing of the decisional capacity related to 
healthcare and daily care issues. The secondary objective was to assess 
the needs, opinions and expectations regarding the means and resources 
supporting the decisional capacity related to healthcare issues.  

8.2 Methodology 
To achieve the above mentioned objectives, a qualitative research based on 
comprehensive individual interviews was developed. Recruitment process & 
data collection 

8.2.1.1 Participants profile 
Included participants were adult persons (≥ 18 years old), Dutch or French 
speaking, having experienced or experiencing a mental health problem (e.g. 
persons who experienced a severe depressive episode and are now 
considered as fully recovered) or neurocognitive disorders, i.e. Alzheimer 
disease, Huntington disease or other forms of dementia. The persons may 
be hospitalised, staying in a residential care setting, or at home. In the 
context of the study, decisional capacity was limited to the capacity to take 
decisions related to (health) care in the daily practice (medical procedures, 
care related activities of daily living, etc.). In the following text, persons 
living with a ‘mental health problem’ will be referred as ‘MHP’ persons 
or participants and persons living with neurocognitive disorders’ will 
be referred as ‘persons with dementia (PwD). 
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Exclusion criteria concerned persons experiencing a crisis situation at the 
time of interview or persons with a mental health handicap (e.g. Fragile X 
syndrome).  

We have no information on the ethnicity or migration background of the 
participants.  

8.2.1.2 Recruitment process 
To ensure a large variability in the participants’ profiles, the research team 
asked relevant patient and informal caregiver associations to launch a call 
for participation via their channels (newsletter, website, self-support groups, 
etc.). In addition, the call was also published on the KCE website and on the 

KCE social media: Facebook, Twitter and LinkedIn. The inclusion of French-
speaking participants was slower than for Dutch-speaking ones. Therefore, 
additional strategies of recruitment for set up for this targeted group. The call 
was forwarded to 69 French -speaking professions and stakeholders dealing 
with patients with anorexia or Alzheimer (e.g. geriatricians, neurologists, 
psychologists…). In addition, a flyer was developed to support the 
recruitment by the contacted persons.  

Persons interested to participate were asked to complete a short check list 
to verify if they complied with the inclusion criteria and to monitor variability 
in the participants’ characteristics in terms of gender, language and 
pathology (dementia versus other mental health problems) according the 
following selection matrix: 

 

Figure 8 – Selection matrix of the participants to the interviews 

 
 

The recruitment strategy aimed at interviewing 40 patients of which 20 
suffered of severe psychiatric problems and 20 suffered of dementia. In each 
group of 20 patients, it was aimed to hold 10 interviews in French and 10 in 
Dutch language.  

If the person met the inclusion criteria, a KCE researcher contacted the 
person by telephone to give more details on the aim and the organisation of 
the interview. This phone call revealed also the mental status of the 
interviewee (on an informal way of assessment). Also the necessity to be 
able to setup an online meeting and to sign the informed consent, requires 
a stable mental status. For one patient the mental status was assessed by 

the psychiatrist. In case the patient agreed to participate, an e-mail invitation 
was sent including an explanation to login to the virtual room where the 
interview took place, together with video explanations regarding the 
interview process and the informed consent. A telephone number was asked 
in case a technical problem would occur; the participant could be reached. 
Maximum 2 hour-interview was foreseen. A reminder e-mail was sent two 
days before the interview. In this e-mail, the participant could carefully read 
the text of the informed consent and review the video. The research team 
was available to be contacted by participants in case they had questions 
concerning the study or regarding the content of the informed consent. The 
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participants were encouraged to discuss their participation to the study with 
a third party. At the beginning of the interview, the informed consent was 
again explained by the interviewer and electronically signed by the 
interviewer, observer (see below for the role of the observer) and 
participants. 

8.2.1.3 Data collection 
Comprehensive interview was supported by a topic guide (see Appendix 3): 
the aim is to bring the participant to share his/her experience related to the 
main theme by initiating a conversation between the researcher and the 
participant. This is particularly suitable for sensitive and/or complex themes 
94. The topic guide started by a breaking the ice question as a way to 
introduce the participant to the study theme. The interviewer then introduced 
the different topics such as the situations in which patients experienced 
being respected in the capacities to make decisions for their health, the 
assessment of the (in)capacity, and solutions to maintain or restore the 
decisional capacity of the patients.  

To support the discussion, when perceived necessary by the interviewer, 
the case vignettes used in the forum with the healthcare professionals were 
used (see chapter 7). The vignettes used by the interviewer were chosen 
according to the patient personal experience and adapted to the participants’ 
level of comprehension and their situation. The purpose of using vignette is 
to help interviewee to reflect on complex concept based on a concrete 
situation. The topic guide also included examples of decisional capacity 
assessment tool, crisis card or action plan to help the participants to 
visualise it when not familiar with this solution.  

The topic guide was extensively tested with the president of the Ligue 
Alzheimer during a dummy interview. All interviewers and observers were 
present during the pre-test. The topic guide was adapted according the 

 
a  As this hospitalization was not because of a crisis but aimed at trying a new 

therapy to stabilization of the person, the patient was included in the sample. 
The capacity of this SMI person to participate to the interview was certified by 
the treating psychiatrist 

challenges experienced by PwD during long interviews. Topic guides were 
also checked on relevance of content and comprehensiveness of the used 
language by patient associations for persons living with mental health 
issues. The topics of euthanasia and forced admissions were not initially 
focussed on in the questions for patients. Yet, since they were 
spontaneously brought up by patients, these topics have been included in 
the results.  

The interviews took place online via videoconferencing (Zoom®). All 
technical issues were quickly addressed at the beginning of the interview 
except in one case where WhatsApp was used.  

All interviews were performed in the participants’ native language by a native 
speaker. The KCE interviewer was accompanied by a KCE observer: this 
observer attended the interview and, when necessary, provided support to 
the interviewer ensuring all topics of the guide were addressed. However, 
the main role of the observer is to ensure that the interview followed the 
procedure and did not lead to discomfort for the participant due to his/her 
pathology, to the topic sensitivity or to the question formulation. 

Interviews with patients were conducted from the 11th January to the 20th 
April 2021. All patients were participating from their home, at the exception 
of a MHP person who was hospitalised at the time of the interviewa. This 
was the only person whose mental status was assessed by the psychiatrist 
before agreement to participate. 
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8.2.2 Data analysis 
All interviews were audio-recorded and transcribed ad verbatim: the records 
were destroyed after transcription. Names of persons and institutions were 
deleted from the transcriptions. Interviews were all added in NVivo (1.5.1) 
software to conduct the analysis. 

An inductive thematic content analysis was conducted based on interview 
responses with a gradual construction of a coding tree 95. A first 
arborescence of codes was generated in a stepwise analysis of all the 
interviews conducted in French and two interviews in Dutch. The smallest 
textual unit of analysis was ‘a sentence’ being the minimal coding unit: the 
codes were organised and grouped to obtain the main categories of analysis 
90-92. Based on this first approach of the data, it was consensually decided 
to have one single coding tree for all interviews rather than distinguishing 
the interviews with MHP persons from the interviews with PwD.  

The codes were directly drafted in English and were accompanied by a 
codebook, including definitions of each code, to ensure the consistency of 
coding between researchers. The coding book can be obtained upon 
request. 

The coding tree was applied to all interviews: when deemed necessary, 
supplementary codes were added in pre-existing categories. A category 
“out-of-scope themes” was also created to account for the perspectives of 
the participants not directly pertaining to the issue of incapacity. Interviews 
in French were coded by a French speaking researcher (MD) and interviews 
in Dutch (AS) were coded by a Dutch speaking researcher.  

A final meeting between the researchers helped to check the consistency of 
the coding and to discuss the supplementary and the out-of-scope codes. 
When possible, supplementary codes were grouped with pre-existing codes. 
Out-of-scopes themes were also discussed and, whenever possible, linking 
to pre-existing codes. Thorough the analysis, several meetings were 
organised to discuss the results and their interpretation with interviewers, 
observers and analysts.  

8.2.3 Ethical aspects 
This study was approved by the Ethical Committee of the Erasme Hospitals, 
Brussels (KCE P2020/474/B4062020000162). 

Because of complexity and the sensitivity of the topic and the vulnerability 
of the participants, particular attention was devoted to the following points: 

• At the start of the interview the interviewer explained again the informed 
consent form to the participants. The interviewer answered to all 
participants’ questions if any. The interviewer set out the role of each 
person present during the online interview: the role of interviewer, 
observer, participant and eventually the role of trusted person if any. 

• The interviewers reminded the participants that they may stop the 
interview at any moment without justification and did not have to answer 
to all questions. In case of interview discontinuation, the data was 
studied until the end of the recording. The interviews were not blinded. 

• The interviews were thoroughly briefed to take on an empathic stance 
in relation to the persons participating in the interview, and have to be 
aware of the sensitivity of the topic.  

• At the end of each interviews, the researchers recalled that the 
participants could talk to his/her GP or psychiatrist if they felt discomfort 
during or after the interview. 
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8.3 Results 

8.3.1 Presentation of the participants 

General description 
From 33 persons who expressed their interest in the study, one did not fit 
the inclusion criteria (person with a X-frail syndrome), one never responded 
to plan the interview and 4 patients did not log for the online interview.  

Finally, a total of 27 patients (16 women and 11 men) among which 5 French 
speaking PwD patients and 2 Flemish PwD and 10 MHP French speaking 
persons and 10 MHP Flemish persons were interviewed. On average, 
interviews lasted 60 minutes (from 45 minutes to 105 minutes).  

Table 8 – Description of the participants to the online qualitative 
interviews (n=27) 

 Persons living 
with dementia 

Persons living 
with a severe 
mental illness 

Total 

Gender 
• Women 
• Men 

 
3 
4 

 
13 
7 

 
16 
11 

Language 
• Flemish 
• French 

 
2 
5 

 
10 
10 

 
12 
15 

All PwD were accompanied by a relative (essentially spouses). One PwD 
was accompanied by a referent person of the Ligue Alzheimer. All of the 
PwD were in a relatively early stage of dementia. The support of the trusted 
person mainly included recalling the question, clarifying the reasoning of the 
respondents, helping recalling a situation, rephrasing a question, putting a 
question in relation to a personal situation/event of the patient. 

Among MHP persons, one patient was accompanied by his partner for the 
interview. Three MHP persons have or had an experience as supporting 
peer or patient expert (2 Flemish persons, 1 French-speaking person). A 

PwD also has an experience as peer support but not specific to the disease 
(pastor). 

After the interview, one participant wanted to change the answer given to 
the closing question. The new input of the patient was taking into account 
by transcribing (verbatim) the record of the telephone call with the 
participant's agreement. 

Persons living with a mental health problem (MHP) 
MHP participants reported the following diagnosis: psychosis, paranoid 
schizophrenia, bipolar disorder, severe depression, postpartum depression 
and anorexia. They also reported having experienced psychiatric crises in 
the past. As described by the MHP participants, these crises could consist 
in severe depressive episodes, maniacal episodes or psychotic outbreaks. 
Across MHP participants, forced admission into psychiatry under the 
conditions of the 1990 Law was reported. However, the non-chronological 
discourse of the MHP participants made it difficult to identify the exact 
numbers of these forced hospitalisations in our sample. All MHP participants 
reported previous experiences of (voluntary) hospitalisation because of their 
psychiatric problems: the number and the length of hospitalisations varied 
from one person to another as well as the overall satisfaction of the MHP 
participants regarding this experience (from extremely negative to extremely 
positive).  

According to MHP participants, their symptoms could have been present for 
years before being properly diagnosed. The initial diagnosis could also 
evolve over time e.g. initially being diagnosed with a depression before 
having a diagnosis of bipolar disorder years later. 

“Moi, ça a commencé, enfin ça a été diagnostiqué en 2007. Trouble 
schizo-affectif, voilà, donc. Mais bon, il y avait déjà des symptômes, 
quand j'y ai repensé par la suite, qui étaient apparus déjà à mes 14 
ans par exemple. Et des petites choses qui me font dire "bon, déjà à 
14 ans j'ai déjà eu un premier symptôme qui est apparu mais auquel 
j'ai pas prêté attention". Et puis comme ça, au fur à mesure des 
années, je dirais que les symptômes ont été de plus en plus fréquents 
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jusqu'à une crise qui m'a amenée à l'hôpital.” (Person living with a 
schizo-affective disorder) 

Not all hospitalisations occurred in a crisis context or under forced 
circumstances: some hospitalisations aimed at monitoring the adequacy of 
a treatment, at initiating a drug withdrawal program or were asked by the 
MHP persons themselves (e.g. when the persons felt not able to cope 
anymore with their personal situation – see also the section 8.4.3). 

Not all participants described their (previous) occupation during the interview 
but the MHP sample included journalist, teacher, researcher, nurse, civil 
engineer, informatician, student... Other participants reported having an 
activity as volunteer or were busy with studies as part of a reorientation 
project  

Most of them declared having friends or family who care for them, including 
minor children.  

Persons living with a dementia (PwD) 
Five out of the 7 participants with dementia (PwD) reported being diagnosed 
with Alzheimer disease. One participant had a diagnosis of juvenile 
dementia and another has a diagnosis of cognitive troubles, without any 
details on the aetiology. According to the PwD, diagnosis often occurred 
after several signs pointing to a loss of memory and/or distraction. They also 
reported that a familial history of dementia helped to confirm the diagnosis. 
As experienced by the PwD, the early stage of dementia could be 
confounded with other problems such as burnout, depression or autism. The 
patients reported that, when their symptoms had an impact on the daily 
functioning or at work, this usually was a trigger for consulting a specialist.  

“Spouse : C'est à partir de décembre -janvier qu’il y a eu certains 
problèmes, des élèves sont allés se plaindre gentiment de 
dysfonctionnements, je dirais.  

Patient : J'ai fait deux fois le même test.   

Spouse : Et on pensait que c'est un burn-out, congé, congé prolongé, 
ça va pas mieux. Puis c'est après un an que tu as commencé à faire 

les tests pour aller voir et que, après une série d'examens dont [un 
prélèvement du liquide] céphalo-rachidien, des tests cognitifs et 
cetera, tous allaient dans le même sens vers un diagnostic 
d'Alzheimer. D'où la mise en pension d'office après ce constat-là. 
Voilà. “ (A person diagnosed with the Alzheimer disease and his wife)  

According to patients, the diagnosis of dementia led to an anticipated 
retirement: none of the participants was working anymore at the time of the 
interviews. Among those reporting their previous career, there were 
teachers, chief foreman, company manager…Most of them, declared having 
friends or family who care for them. They were all in a relationship and still 
lived at home.  

Key points 

• PwD are mainly concerned by the impact of their decisional 
capacity about their end-of-life (care).They also try as much as 
possible to preserve their autonomy by organising daily life as 
a way to maintain decisional capacity. 

• Persons living with a mental health problem (MHP) acknowledge 
being (temporarily) incapacitated when in crisis: their major 
challenge consists of anticipating crisis, notably by regularly 
self-assessing their behavior and well-being. 

• The difference between MHP persons and PwD appear thus 
laying in the occurrence of ‘an experience with decisional 
incapacity’. PwD do not have experience, and face a (fast) 
progression in the future, while MHP patients had experience 
and will face fluctuating periods (with a slow progression) in the 
future. 
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8.3.2 Presentation of the findings 
The patients’ perceptions analysis lead to define 3 categories of results: 
decisional capacity and decision about health care, evaluation of the 
(in)capacity and solution to restore and maintain capacity. In each section 
the findings of the patients’ interviews are illustrated with quotes retrieved 
from the interviewsa. 

8.4 Part 1 – Decisional capacity and decisions about health 
care 

8.4.1 Definition/characteristics of the decisional capacity 
Across the interviews, participants had difficulties to provide a definition of 
decisional capacity and no consensual definition emerged between those 
providing such a definition. As reported by participants, this interview was 
the first time they were invited to think about their decisional capacity.  

A difference was found between the MHP participants and the participants 
with dementia. In their interviews, MHP participants associated the notion of 
decisional capacity with their health status at a particular moment, such as 
at a moment of crisis. For the PwD, decisional incapacity appears linked to 
cognitive changes (e.g. no logical reasoning, irrational fantasies) and to loss 
of decisional autonomy. In their interviews, PwD seemed to interpret the 
decisional incapacity as the moment of unconsciousness/ lack of awareness 
and the subsequent decision of euthanasia/life-ending. 

Despite this difference, a common feature was found in the interviews of 
both MHP and participants with dementia: decisional capacity is fluctuant as 
it may evolve over-time and from one decision to another. For the 
participants, there is no situation in which decisional capacity should be 
considered as a constant characteristic of a person, implying that, in 
absence of elements proving the opposite, the patients should always be 
considered as capable of making decisions. Across the interviews, being 

 
a  Quotes have been edited for length and clarity when necessary but were kept 

in the original language.  

able to exert its decisional capacity should be continuously appreciated by 
the professionals and the relatives but also by the person herself/himself. 
Participants reported that this self-assessment is essential to their capacity 
to manage their health and to make appropriate decisions for their health 
care (see also section 8.5.2). For participants, this self-assessment is done 
through observing changes in their daily functioning.  

“Ben je dirais que de toute façon, en général je remarque les 
problèmes de mémoire qui deviennent de plus en plus importants. Et 
donc, dans un raisonnement, on l’a vu à 2 – 3 reprises dans l’interview 
ici, à un moment donné, je perds le fil. Et parfois, je retombe sur mes 
pattes. Parfois pas. Mais je me rends compte que je suis moins à 
même de prendre [des décisions], je n’ai plus les mêmes outils dans 
mon cerveau que j’en avais, [il] y a peut-être 10 ou 20 ans. “ (Person 
living with a Alzheimer disease, early retired since 4 years) 

[Definition of decisional capacity?] “Ja, dat ge de realiteit niet meer 
ziet en dat ge geen ziekte-inzicht hebt op zo’n momenten. Ja, dus de 
capaciteit om al of niet wilsonbekwaam verklaard te worden hangt 
samen met ziekte-inzicht en met … En de capaciteit om realistisch na 
te denken eigenlijk. Dat verdwijnt wel bij momenten eigenlijk, ja. (…) 
Vanaf dat iemand weer een beetje bij zinnen is dan zouden ze moeten 
ingaan op bepaalde aspecten die voor hem belangrijk zijn om dan 
eventueel samen met de familie overleg te plegen van wat doen we 
nu het beste eigenlijk.” (Person D living with bipolar disorder) 

In the interviews, participants also expressed that (in)capacity depends on 
the complexity and nature of the decision to be made (e.g. starting a new 
treatment or going in a nursing home) and the context in which the person 
is living (e.g. being alone or having mobility problems). In other words, 
participants expressed they may be not able to make major decisions about 
their health but still be able to decide upon “little things” of their daily life. 
This need for being able to decide upon the daily life is not specific to 
patients but is a need that all persons may experience. However, those who 
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decisional capacity is being questioned may feel that they are progressively 
denied making decisions whatever the decision is.  

“Ik was blij dat iemand een beslissing voor mij kon nemen, want ik 
kon het zelf niet nemen. Ik kon niks nemen. Ik kon zelfs niet de 
beslissing nemen om, hoe kan ik de nagels van mijn baby knippen. 
Eh, ik kon zelf absoluut geen beslissingen nemen. Ik was niet in staat 
om, om zelf een beslissing te nemen. Dus voor mij was dat opluchting 
voor mij, dat iemand anders dat voor mij kon doen.”(Person with 
postpartum depression) 

This led to the second common feature: being involved in the decision 
making should be preserved as much as possible. In other words, even if 
one could declare them totally unable to decide for themselves, participants 
express their willingness to remain associated to all the decisions, at least 
being present when decisions are made on their behalf. This could be done 
via a trust person but some participants also reported they want to be 
informed about the decisions made on their behalf, i.e. when they are unable 
to decide by themselves. This was highlighted by MHP participants. 

Across the interviews, bad experiences with forced treatments during an 
episode of decisional incapacity were reported by the patients, but also more 
positive experiences in which the patient was happy that somebody else (a 
care professional or a trust person) decided for the patient which therapy 
should be started. 

“Ze hebben mij één keer in een manie, dus in een zware manie dat ik 
zes weken wakker was uhm toen hebben ze mij één keer moeten eh 
sederen. … Eh ik was maar al te blij dat dat gebeurd was want het 
was voor mij niet meer houdbaar. Eh mijn huisarts heeft zijn 
verantwoordelijkheid genomen. Hij heeft mij meegenomen naar een 
huis in Hasselt en hij is daar gebleven en hij heeft gepraat met de 
psychiater. Wat er gezegd is dat weet ik niet. Uhm en toen is die 
beslissing om mij te sederen en naar de afdeling te laten brengen… 
Ja. Dat is wel vlot verlopen indertijd, daar ben ik zeker van. Want ik 
ging al een tijdje naar de huisarts met klachten en psychische 
klachten.” (Person A living with a bipolar disorder) 

8.4.2 Factors influencing decisional capacity related to health care 
In this section, we report the positive and negative factors influencing the 
decisional capacity of a patient about health care from the perspective of the 
patients: a same factor could be positive and negative, depending on the 
patient personal experience. The factors are organised according to the 
three levels: patient level, healthcare professional level (both factors related 
to the professional and the relationship between the patient and the 
professional), and organisational level (factors related to the healthcare 
institution and setting). 

Patient level 
Influence factors at patient level concerns the individual experience of the 
disease, its symptoms and how the (in)capacity influences the daily 
functioning of the patients. 

• Underlying pathology 

From the interviews, it appears that PwD participants have to face a 
progressive, irreversible and fluctuant decline in cognitive abilities over time, 
inherent to their disease. This decline could be computed in years. As a 
consequence, participants expressed they have to 'plan' ahead to which 
extent they will be unable to exert their decisional capacity. In contrast, MHP 
patients seem to face to fluctuant cognitive abilities reported as bad and 
good moment. At the time of the interview, participants with dementia had 
no previous experiences of being unable to decide concerning their health 
while MHP persons had been through (several) crisis situation(s) which 
evoked temporarily stages of decisional incapacity. The exercise of 
projecting the extent of the decline and to think about all the aspects of their 
life was perceived as difficult by the PwD (and their relatives). According to 
the PwD, this forces them to accept that they will be, at some point, unable 
to make decisions for their own health and wellbeing. Participants with 
dementia also reported being in contact with family members with dementia 
(e.g. parents) or other PwD in a later stage of the diseases (e.g. via the 
Alzheimer Cafés). This encouraged them in making their plans for the future 
(the so-called advance care planning), especially to avoid living the same 
“bad” experiences than their parents. But, participants with dementia also 
reported that being confronted to persons in a later stage of dementia was 



 

230  Decisional capacity KCE Report 349 

 

a source of stress and anxiety. The MHP persons reported more their 
interest in the 'crisis card' to maintain their decisional capacity during crise 
situation in comparison to advance care plan (for more details see below). 

“Ik heb een mama die ook helemaal dement is, waar niks niet meer 
uitkomt. Ik weet hoe dat het is hè. Ik heb daar wel een beeld van, wat 
die, dat proces van, dat het dus altijd maar hè moeilijker en moeilijker 
en moeilijker wordt. Ik ga die bezoeken, regelmatig. Ik heb daar geen 
gesprek niet meer hè. Die kan niet meer spreken ook niet. Die heeft 
zo bepaalde woorden die soms nog eens opduiken, maar voor de 
rest. Ik kan me er wel iets bij voorstellen. Kijk, het is heel, als ik in die 
fase zit, voor mij is het mijn omgeving dat daar, vind ik, moet over 
beslissen. Want ik weet niet of dat ik, als ik in die fase ben, ik ga niet 
helder zijn hè. Hoe kan ik daar nu over beslissen? En ik denk dat ik 
het liefste van al zou hebben maar, dat, als ik dement bent zoals ons 
mama, als ik dat bekijk dan denk ik, die, dat stadium, dan moogt ge 
mij een spuitje geven. Ja, er zal niemand dat willen doen hè. Ik weet 
hoe dat dat gaat. Ik ga mijn mama ook geen spuitje geven hè, allez ik 
bedoel, ook al zegt die niks niet meer. Ne mens doet dat niet hè.” (A 
person diagnosed with Alzheimer disease) 

From the interviews, it appeared that, for PwD participants, a key challenge 
is to slow down as much as possible their decline in cognitive abilities and 
their loss of autonomy and, as consequence their decisional capacity, by 
developing a wide range of strategies to organise their daily lives by using 
schedules or identifying trust persons. PwD explained they write down their 
preferences or their habits, so they are known to their network. In contrast, 
MHP patients reported that they focused on detecting the trigger elements 
of a crisis to avoid or prevent its onset. 

Alongside organisation of the daily life, in their interviews, PwD mainly 
focused on making decisions about their preferences regarding end-of-life 
care, euthanasia and therapeutic overkill (acharnement thérapeutique / 
therapeutische hardnekkigheid). Contrary to MHP persons (see below), 
participants with dementia implicitly know that their loss of decisional 
capacity will be permanent and irreversible: this could reinforce their need 
to plan the major decisions one may encounter when aging.  

From the interviews, it appears that persons with dementia often decided by 
themselves to clarify their preferences but patient associations also play a 
role by providing information and support. These discussions occur when 
the diagnosis is confirmed or when the participants start to experience loss 
of cognitive skills (e.g. difficulty to explain how they are feeling or to 
remember a recent event). When the spouse is also facing health problems, 
this appears to trigger such kind of discussions as well as preserving the 
children from making complex decisions on behalf of their parents.  

“On regarde la fin de vie et, et qu'est-ce qu'on a ? On a eu une 
documentation via la Ligue Alzheimer concernant la fin de vie, au 
début quand on a discuté avec les gens de la Ligue comme ça en 
virtuel, on leur a dit "ça ne nous intéresse pas du tout, nos enfants 
sont là". Et puis j'ai dit "quand même envoyez-nous la 
documentation". Ils nous ont envoyé la documentation. En la lisant, 
on s'aperçoit qu’on ne veut pas que nos enfants se posent la question 
à un moment donné. Pourquoi ? Parce que ça peut arriver, 
aujourd'hui on est tous en bonne santé et tout ça. Demain, là, je sors, 
bam, un accident, je suis paralysée, je sais plus parler, et que faire 
de papa ? Alors nous, on a dit "on va remplir ce document, on va 
discuter avec les enfants" […]” (Spouse of a person living with an 
Alzheimer disease) 

As reported by the PwD participants, this need of planning of the future is 
source of stress and anxiety. The PwD expressed their fears of making 
today a decision that could be opposite to their wellbeing and health in the 
future. As stated above, this fear is reinforced by the fact that PwD know 
that, at some point, their disease prevents them from permanently 
expressing themselves, without any chance of recovery. Consequently, they 
need to trust in those who will care for them to adapt to the circumstances 
in which the decision has to be made. 

“Ik wil nog zelf beslissen eh wanneer dat het voor mij eh genoeg is 
geweest. Eh het is niet dat artsen dat in mijn plaats moeten beslissen. 
Als, als ik het niet meer kan zeggen dan is het mijn 
vertrouwenspersoon die weet tot waar dat ik wil gaan.”(Person 
recently diagnosed with Alzheimer disease)  
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Moreover, it appears that the context and the environment also play a role 
in affecting patients' decisions and perceptions. This was, for example, the 
case of a couple who wished to go in a nursing home when the PwD will be 
no longer able to stay home. But, due to the Covid19 pandemic and what 
they heard about nursing homes, they were, at the time of the interview, not 
sure any more about the rightness of their decision.  

“ll y a eu le Covid-19 tout de suite après [avoir enregistré notre souhait 
d’entrer en MRS] et en ayant appris tout ce qui se passait dans les 
homes, ça nous a fait vraiment peur, vraiment, ça, vraiment, on a 
paniqué à un certain moment. […]. Ça a été très dur hein parce que 
on avait signé et enregistré au greffe du tribunal tous les documents 
et après on se dit "ben finalement euh, bon [a-t-on pris la bonne 
décision].” (A couple in which the husband has been diagnosed with 
the Alzheimer disease) 

“Ik denk dat dit, de omgeving die ik nu heb, dat die, dat die stabiel ga 
blijven denk ik. Allez ik bedoel ik heb nog nen hele goede vriend die 
vaak langskomt en mijn vrouw is heel zorgend. Uh, ik ben ongelooflijk 
gepamperd eigenlijk.” (Person recently diagnosed with Alzheimer 
disease)  

From the interviews, it emerged that MHP participants are challenged by 
their crisis: being in crisis prevents them to make (appropriate) 
decisions. As defined by Fousson et al (2013), the psychiatric crisis should 
be understood as an unstable state which, in absence of appropriate 
interventions, evolves almost inevitably towards an emergency. As the 
psychiatric crisis is an interactive conflictual situation involving the patient 
and its social network (family, neighbours, colleagues, healthcare 
professionals…), there is no unique model of crisis among MHP persons 96. 

Across the interviews, it appeared that the nature of the crisis influenced the 
decisional capacity of the MHP persons. MHP participants whose crisis 
consists in being (self) aggressive or with a denial of their disease as 
observed in maniacal episode or schizophrenia reported that they were not 
associated to the decisions made about their health and wellbeing. In the 
interviews, they therefore recognised that they were reluctant, even opposed 
to call for help and may not be in capacity to express their needs and 

willingness in an appropriate way in order to make what they called “the right 
decision”. On the contrary, MHP participants having “internalised” crisis 
appeared more consulted by the healthcare professionals about the 
management of their crisis ( “internalised” crises usually consist in negative 
and depressive symptoms, found in depressive disorders, severe anxiety or 
phobias). Moreover, it appears that some of the crisis symptoms are 
perceived by the relatives as “more acceptable” than others as these 
symptoms are seen as “funny” (e.g. someone throwing away money or going 
to the hairdresser) or less “harmful” to the social dynamics (e.g. being 
overenthusiastic about anything). 

Consequently, as reported by MHP participants, a major challenge is being 
able to acknowledge the crisis and to prevent it. In the interviews, 
participants declared they need to recognise the triggers of the crisis and to 
have strategies to keep these crises “under control”. As said by the MHP 
persons, they had to change and to adapt their behaviours to prevent the 
crises. We could then hypothesise that, the decisional capacity is related to 
a form of  psychiatric disease stabilisation. From the interviews, it appears 
that stabilisation lies on the adaptation of the behaviours, the recognition 
and the anticipation of the triggers of the crisis (sometimes with the 
assistance of psychologists), and an appropriate medication scheme 
(including a form of control and acceptation of the side effects of some 
medicaments such as the weight gain or erectile dysfunction). Finding the 
appropriate medication scheme was reported as particularly challenging by 
the patients as inappropriate dosage could lead to excessive fatigue and 
loss of concentration leading to a poorest decisional capacity. During the 
interviews, MHP patients also insisted on the need to be able to understand 
and cope with their disease: self-management acquired through 
psychoeducation is an important component of their decisional capacity. For 
the MHP patients, (in)forming the relatives is an asset to help them to 
preserve and maintain their decisional capacity.  

• Information and health literacy 

Health literacy is related “to knowledge and competences of persons to meet 
the complex demands of health in modern society” 97. Across the interviews, 
health literacy was a key determinant of the person’s decisional capacity. 
Participants reported they were searching for extra information about their 
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disease or their treatment and were then able to discuss with their 
healthcare professionals about the decisions. For the MHP participants, the 
psychiatrist was identified as a trustful source of information regarding 
treatment and medications: the more the psychiatrist informed them, the less 
they reported needing to look for additional information.  

Internet was cited as a source of information but participants warned that 
the quality of the information should be appraised, implying that digital health 
literacy is likely to influence the person’s decisional capacity. 

Information was therefore considered by the participants as lacking such as 
information on certain medication, the related adverse events, the 
organisation and follow-up of the treatment (after hospitalisation or daily 
care) and the pathology itself. It appears that not receiving appropriate 
information was considered as a source of stress by the participants. From 
the interviews, a greater knowledge of the disease and possible treatments 
was considered as helpful for the participants to develop their personal 
strategies and enhance self-management.  

“Maar ik ben tijdens die opname op twee, drie dagen tijd compleet 
psychotisch geworden, omdat ik niet kan slapen, omdat ik te weinig 
info kreeg van de arts van hè, wat betekent het om longembolie? 
Bloedverdunners, hè uw leven is gered, eh… maak u geen zorgen. 
Nee, dat is mij onvoldoende duidelijk gemaakt. Dus ik was bang, ik 
wist niet wat er aan de hand was en ik dacht dat mijn leven gedaan 
was.” (Person H living with a bipolar disorder) 

“Ja, ze zeggen: “Neem dat antidepressiva.”. Maar ze zeggen er niet 
bij dat dat seksuele bijwerkingen heeft. Dus dat uw seksuele appetijt 
achteruitgaat. Dat zeggen ze niet. Ja, dan begint er van alles in uw 
hoofd rond te draaien van, ja, van wat is dat als ge dat niet weet. Om 
maar iets te zeggen hè. Of eh ze geven Zyprexa [antipsychotic 
medication] en ge krijgt daar enorme eetlust van en ge komt enorm 
bij. … Naderhand zeggen ze: “Ja, dat is van de Zyprexa.”. Ja, daar 
staat ge dan hè. Ge staat voor de spiegel, ge voelt u psychisch 
misschien beter maar ge hebt wel 25 kilo gewicht bij. Dus ja, dat zijn 
zo van die zaken zo… Ja, dat wordt u allemaal niet verteld. … Nu 
misschien wel maar, ja…” (Person A living with a bipolar disorder) 

Moreover, participants pointed out that relatives and families also need to 
receive proper information from the healthcare professionals to better 
support them. For the MCD participants, informing their relatives and 
families also serve as a “back-up” as they may not remember it. 

“Ik kon zelfs op dat moment zien hoe dat [de zorgverlener] hem 
aanpakte, om [mijn partner] daarvan te overtuigen dat dat een goede 
beslissing was. En zij heeft dat op een hele slimme manier gedaan.” 
(Person with a postpartum depression) 

Participants also reported they were looking for information about the 
healthcare professionals and health institutions before consulting. In the 
interviews, MHP participants pointed out the importance of psychoeducation 
as a way to improve their health literacy and their self-management. Xia et 
al (2011) define psychoeducation as the education of a person with 
psychiatric disorder in subject areas that serve the goals of treatment and 
rehabilitation 98. 

We also observed during their interviews that participants were poorly 
informed about their rights as patients: right to consult their patient health 
record, right to refuse a treatment, or the reimbursement of health care (e.g. 
medications, psychologists). This was therefore considered by the 
participants, even those aware of their rights, as a way to support their 
decisional capacity. 

“Natuurlijk ja, ik ben zelf in de patiëntenbeweging actief, dus eh… ja, 
ik ken daardoor ook goed het belang hè, van het opnemen van een 
vertrouwenspersoon en een vertegenwoordiger. Maar heel veel 
mensen in de bevolking beseffen dat niet goed hé, eh… of hebben 
daar onvoldoende kennis van hé. Maar ja, bijvoorbeeld eh… ik werk 
ook samen met het [organisatie] en die hebben bijvoorbeeld een 
brochure over patiëntenrechten en daar zit ook effectief een formulier 
in dat je kan invullen eh… om een vertrouwenspersoon en een 
vertegenwoordiger aan te stellen. Dus ik heb dat uitgescheurd en 
ingevuld, aan mijn huisarts bezorgd, aan mijn jongste zus bezorgd 
en… Maar algemeen in de bevolking is dat veel te weinig geweten 
dus ik vind dat huisartsen daar eigenlijk eh… een heel belangrijke rol 
in moeten opnemen.”(Person H living with a bipolar disorder) 
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During the interviews, participants also reminded that being able to 
understand the health information is related to their educational level, 
arguing that not all patients have the skills to understand and use their 
information for making decisions. Even when the participants considered 
themselves with an appropriate level of education (e.g. with an university 
degree), discussing with healthcare professionals and questioning the 
decisions was reported as difficult.  

“Et c'est vrai que mes pairs P A I R S, me disent ça aussi souvent, 
c'est qu'au niveau médicaments, ils n'ont pas l'information. Y a pas 
assez de pédagogie […]. Parce que, par exemple, c'est une copine 
qui a dû me dire que les médicaments avec des benzodiazépines 
étaient plus dangereux que les médicaments sans. C'est une amie 
qui me l'a dit donc j'ai fait des recherches et puis j'en ai parlé avec 
mon pharmacien qui m'a dit que, dans mon traitement, il y en avait 
pas. Donc là voilà, il y a une faille […] Et moi, j'ai pas osé en parler à 
ma psychiatre pour ne pas la heurter. […] J'avais peur de la heurter 
dans sa fierté de dire "mais enfin, vous, c'est mieux que le 
pharmacien, que mon amie". J'ai pas osé, il y a une timidité par 
rapport à ça.”(Person living with a bipolar disorder) 

“Ja, ik spreek van 2004 dus dat is wel heel lang geleden. Eh ik denk 
dat dat gewoon een heel kort gesprek met die huisarts is geweest. En 
die heeft een papier gehad, heeft er een paar dingen opgeschreven, 
ik weet niet wat en meer was het niet. En dan mijn sociaal assistent 
van het psychiatrisch ziekenhuis had mij voorgesteld dat ik het zelf 
zou ondertekenen zodanig dat het voor mij makkelijker was om van 
die bewindvoering eh af te raken naderhand. Maar ja, als gij helemaal 
niks weet wat het allemaal betekent en, en, ja, hm dan overvalt u dat 
gewoon dus.” (Person A living with a bipolar disorder) 

Social network 
Across the interviews, the social network of the patients, that is family and 
friends, emerged as playing a major role in influencing their capacity to make 
decisions. This influence was ambivalent: the social network (including the 
partner) could either support the decisional capacity of the person, either 
impede it.  

When perceived as positive, the social network constituted, for the 
participants, one of the information sources that they consult before taking 
a decision. This could be a discussion with the partners close friends, 
children or relatives with a training in health care. Participants also reported 
that their social network is associated to the decision-making process: 
decisions could even be made in accordance with their relatives (mostly the 
spouses or the partners for MCD patients). Participants also reported 
endorsing a member of their family to make decisions for them when 
themselves were not in a state allowing it. This entrusting could be informal 
or formal by designing the person as “trust person” according the legal 
definition of a trust person. However, from the interviews, it was not always 
possible to distinguish in the participants’ discourses if the so-called “trust 
person” was formally appointed for this role. The need of having a formal or 
informal trust person was particularly pointed out by the participants with 
dementia. For the participants living with a dementia, the partner could be 
considered as the major actor in supporting the decisional capacity of the 
patients. When the social network is perceived as an obstacle to decisional 
capacity, participants reported that their family could not agree with their 
decisions, not respect their preferences or even take decisions on the 
person’s behalf, even when the participants estimated they were still able to 
decide. For the MHP participants, this may lead to forced admission to 
hospitals or, on the contrary, to lack of health care when the family did not 
understand the needs of the patient (e.g. not helping the person to go the 
psychologist or minimising the crisis).  

“C'est que mon papa s'y opposait, il voulait pas que j'aille ailleurs quoi. 
Et c'est là aussi que je me suis dit "mais pourquoi est-ce que la 
patiente n'est pas écoutée, est-ce que c'est les parents qui ont à 
nouveau ce pouvoir de décision ?".”(Person living with anorexia) 
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“Eh, voor mij was gewoon, omdat zij zei dat, dat ze dacht dat dat een 
goed idee was en ik was zo ziek, voor mij was dat een goed idee. 
Maar mijn eh man, de, of de vader van mijn kind, die zag dat echt niet 
zitten. Hij vond dat heel erg dat ik dat, dat voorgesteld werd en dat ik 
dat wou doen. En eh hij, hij wou me eigenlijk tegenhouden. Dus dat 
was heel moeilijk op dat moment. Ik was zelf ziek. Ik vond dat heel 
moeilijk om zelf, toch zelf een beslissing te nemen, alhoewel ik wist 
dat ik het wel wou doen, maar ik moest ook tegen hem vechten om te 
zeggen dat ik wou gaan. Dat was, da-, dat was het moeilijkste voor 
mij. Dus als zieke persoon dat je nog tegen nog iemand moet vechten 
om te kunnen doen wat je denkt goed voor jou is.”(Person with 
postpartum depression) 

“Et puis en fait j'ai fait, j'ai fait une tentative [de suicide] puis j'en ai 
plus fait pendant 15 ans et puis j'en ai fait [une] il y a 2 ans. Et cette 
fois-là, j'étais pas bien et quelque part j'aurais voulu aller à l'hôpital. 
Et en fait on était chez le médecin généraliste, j'étais avec mon 
compagnon. Et mon compagnon, il voulait pas que j'aille à l'hôpital, il 
pensait que je serais mieux chez moi et tout. Donc avec le médecin, 
quelque part, ils ont décidé que je n'allais pas à l'hôpital. Et je crois 
que j'avais envie d'y aller pour être prise en charge et je ne sais pas 
si ça aurait été une bonne chose d'aller à ce moment-là […] Je me 
souviens, le généraliste, il a dit, en général, il hospitalisait quand il y 
avait danger pour la personne ou danger pour l'entourage. Et donc là, 
il estimait qu'il y avait danger pour moi, mais à partir du moment où 
mon compagnon avait dit "non elle va pas y aller", ben voilà, quoi [je 
n’ai pas été hospitalisée].” (Person firstly diagnosed with severe 
depression, lately requalified as bipolar trouble) 

To counterbalance this negative influence of the social network, for the 
participants, especially for the MHP persons, informing the family about the 
disease will support their decisional capacity as their family will then 
understand the rationale behind the person’s behaviours and demands. 

“[La psychiatre ] a fait la différence avec ma famille quoi, donc c'était 
important aussi que elle respecte mon choix, parce que c'est, j'étais 
tiraillée entre ma famille qui ne voulait pas et elle disait "oh ben oui, 

je comprends". Donc là, la décision n'a pas été aisée parce que ma 
famille était vraiment contre donc […] [La psychiatre] a accueilli ma 
mère, ma sœur […] dans son cabinet […], elle a expliqué [… ]. J'ai de 
la chance moi, j'ai de la chance. Et c'est vrai que moi je me suis sentie 
renforcée en tant que personne à part entière, je me suis plus sentie 
uniquement la malade bipolaire qui a des problèmes, je me suis 
sentie une personne à part entière qui avait pris une décision que son 
thérapeute, sa thérapeute cautionnait, et que finalement ma famille a 
acceptée aussi.” (Person living with a bipolar trouble with previous 
suicidal attempt) 

Participants also suggested that there was needed to identify a person in 
their social network that they could entrust to support their decisional 
capacity when their family has a negative influence. This could be, i.e., 
someone who will have an objective assessment of the situation or someone 
who is perceived as understanding the person position. 

It should be noted that, in this study, all patients had relatives (partners, 
family members or friends) that could support them. It was reported by 
participants that isolated patients may face more difficulties than those that 
are supported by a network. Indeed, even those reporting a negative 
experience with the family (particularly among the MHP patients) have 
managed to develop a social network that may support them in their 
decisional capacity. A hypothesis could be that the more a patient (or a 
person) has a “good” social network, that is a social network made of 
supportive and empathic persons, the more the decision will be respected 
by the healthcare professionals because, even when the patients (or the 
person) could no longer express themselves, there will be someone aware 
of the needs and preferences of the patient or the person. This respect of 
the decision could be even more true if the relative has a good health literacy 
and/or advocacy. As an example, one MCD patient stated that his daughter 
consulted with a jurist to provide her parents with the most appropriate 
information about the implications of the decisions they will have to make. 

“[vertrouwenspersoon] Ja, dat geeft een gevoel van veiligheid 
natuurlijk hè. Dat er iemand eh mee op u past en mee met u inzit en 
zo en ik heb daar alle vertrouwen in dus eh die mag ook al mijn 
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dossiers inkijken zonder probleem en zo.” (Person D living with 
bipolar disorder) 

From the interviews, it emerged that being supported by other patients also 
played a positive role in maintaining or restoring the decisional capacity. 
Patients reported the role of the patient associations providing information, 
action plans or crisis cards. Support groups, as the Cafés Alzheimer, played 
the same positive role as well as experts by experience (ervaringdeskundige 
– experts du vécu). As defined by the Federal Public Planning Service for 
Social Integration, experts by experience are peers who have experienced 
similar health problems and have a mediating role between patients and 
health care services 99. Their status varies according to the institutions: they 
may be volunteers in a patient association or salaried in a health or social 
service. They usually followed a specific training to help to endorse their 
missions.  

In our sample, three MHP participants identified themselves as experts by 
experience. Other MHP participants reported being in touch with them. 
Experts by experience were identified by MHP participants as playing a role 
at individual level by being involved in the discussion about the patient, by 
explaining the treatment, by informing the patients about their rights, and by 
reducing aggression. According to MHP participants, experts by experience 
could also contribute to the training of healthcare professionals and raise 
awareness at institutional level about practical aspects concerning the 
hospitalisation and the therapeutic offer. As reported by MHP participants, 
experts by experiences also participated in the reflections on the chemical 
and physical constraints, the forced admissions and certain forced 
interventions such as isolation. Moreover, we could observe that being an 
expert by experience is also a transformative process for the persons 
themselves as they are in a unique position to observe other patients and 
being more aware of their own psychiatric process. Consequently, being an 
expert by experience contributes to the person health literacy and 
psychoeducation.  

“Want, ja, als ervaringswerker heb ik vijf jaar zo ziekenhuis 
overkoepelend gewerkt. En ik zat op directieniveau ook zo in 
werkgroepen. Ja, nu niet meer maar tot nu toe zat ik in een werkgroep 
vrijheidsbeperkende maatregelen en dat gaat alleen over dat. (…) 

Omdat binnen ons ziekenhuis ik zat daar zo een patiëntenperspectief 
te vertegenwoordigen. En nu hebben wij een heel beleidsplan 
uitgewerkt voor 2021 over vrijheidsbeperkende maatregelen. En ze 
gaan dat uitrollen over heel het ziekenhuis.” (Person C living with a 
bipolar disorder) 

“Ik werk soms ook met patiënten op de gesloten observatieafdeling. 
Dat zijn eigenlijk patiënten die door het vredegerecht geplaatst zijn, 
vaak gecolloqueerd. Uhm dat zijn patiënten waar ik ook gesprekken 
mee doe en soms denk ik zo als ik de mensen zie in een zware 
psychose of mensen in een zware manie waar dat ge zelfs niet, 
eigenlijk geen gesprek mee kunt voeren. (…) En dan denk ik zelf: ja, 
die gaat niet echt bekwaam zijn om nu beslissingen te nemen over 
zijn behandeling, laat staan over medicatie. (Person C living with a 
bipolar disorder) 

Healthcare professional level 
Several conditions are needed according to the participants to support their 
decisional capacity. 

Firstly, participants identified the stability and the length of the therapeutic 
relationship with a (referent) health professional (i.e. psychiatrist, general 
practitioner or neurologist). This requires regular contacts between the 
participants and the professional but also a match between the person and 
the professional. This was particularly the case for MHP participants: they 
reported the importance of changing of psychiatrist in order to find ‘a match’ 
or combining the expertise of two psychiatrists in order to meet their needs 
and establishing a real partnership. This requires time and information about 
the professionals to construct a lengthy therapeutic relationship. Participants 
with dementia also insisted on the regularity and the quality of the 
partnership with the professionals, especially with their “daily” healthcare 
professionals such as home care nurses or GP. Participants also valued 
having their referent care in their close physical environment as a way to 
support this relationship.  

“Wij zijn verhuisd en wij wonen nu in een nieuw appartement. (…) Op 
de gelijkvloers hier is een dokterspraktijk. En van als er iets is ik bel 
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of ik ga naar beneden en dat is voor [persoon 2] en voor mij ook een 
luxe eigenlijk… Dat we dat hebben, dat, dat het… Ge voelt u veiliger. 
De dokters zijn daar. En dat is toch wel voor… Ik spreek voor mij maar 
ook voor [persoon 2] eh een heel rust-, een heel goed gevoel hè.” 
(Person living with Alzheimer disease) 

In the interviews, both participants with dementia and MHP participants 
primed the availability of the professional as supporting the decisional 
capacity. As the PwD have not yet experienced an episode of incapacity, 
they are not familiar with the reaction of their physicians and could not 
anticipate to which extent the professionals will respect their decisions in the 
future. In the interviews with the MHP participants, handling with a crisis 
determined the trust relationship, either positively (when the participants felt 
supported), or either negatively (when the participants felt forced).  

Secondly, to achieve a qualitative partnership, participants identified the 
need for an honest and transparent dialogue. Transparency and honesty 
were associated with the capacity of the healthcare professionals to be 
aware of their own limits. For the participants, the healthcare professionals 
should be able to acknowledge that they are not the only ones to have the 
expertise and able to care for everything. In that sense, patients appreciated 
that the healthcare professionals reoriented them to find extra support or 
specialised help while remaining available and supportive.  

“J’ai le même médecin depuis une trentaine d’années. On est à peu 
près de la même génération. C’est un homme qui a beaucoup de 
jugeote. Il n’a jamais prétendu avoir réponse à tout. Mais quand il n’a 
pas les réponses, il me donne des noms d’autres personnes. Il me 
propose, il me propose toujours quelque chose. […] Je le connais 
assez pour savoir que s'il n’est pas sûr de lui, il ne va pas hasarder 
une décision. Il va dire : « Tiens, téléphone un peu plutôt à ce type-là 
ou va un petit peu voir par là. » “(Person living with an Alzheimer 
disease) 

Participants reported they needed to trust the (the decisions made by the) 
professionals, which is also related to appropriate interpersonal 
communication. Trusting the healthcare professionals also depends on the 
perception of the legitimacy of the professionals: participants reported 

relying on the professional judgement because the healthcare professionals 
are considered by the participants as “the experts”. This trust could be 
however selective as illustrated by the interviews: MHP participants trusted 
the psychiatrists for the medical treatment but trusted more their 
psychologist for coping strategies. 

Thirdly, participants appreciated being informed about the treatment and 
receiving written information. Having a written trace of the decisions is 
particularly appreciated by the PwD to compensate for their memory loss. 
The written trace was also perceived by the participants as an appropriate 
support to share the information with their family or relatives or other 
healthcare professionals with whom they are in contact. 

Fourthly, participants reported that a good relationship should involve 
several professionals. For the patients the ability of the healthcare 
professionals to coordinate health care together is an asset. Having a 
referent healthcare professional coordinating health care was also identified 
as supporting the decisional capacity by the patients as the information is 
centralised and shared with all the persons involved in the health care of the 
patients. This was particularly evidenced by PwD who depend on numerous 
professionals (nurses, physiotherapists, psychologists, neurologists, GP, 
etc). MHP participants were also in demand for a better coordination 
between professionals as they denounced the lack of communication 
between the psychiatrists and the psychologists. This (referent) healthcare 
professional has a global overview of the patient needs, which is perceived 
as helpful for supporting the decisional capacity.  

“Dus dat was een, een super ervaring. Van de psychiater, de 
psycholoog, de hoofdverpleegster van de afdeling van moeder en 
kind, van de verpleeg- eh, verpleging zelf die dan voor de, voor de 
kindjes zorgde en alles, die waren allemaal eh ongelooflijke mensen. 
Die, die en hielden alles eh, eh, die hadden heel veel respect ook voor 
mijn beslissing. Dus als ik zei: Ik wil deze therapie niet volgen, ik voel 
dat dat voor mij niet nodig is. Ze hebben mij nooit gedwongen om 
dingen te doen wat ik niet wou doen, qua therapie. Dus eh ik heb daar 
hele, hele goede ervaring.” (Person with postpartum depression)  
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When comparing the different interviews, we could distinguish two attitudes 
in the patient discourses: either the healthcare professional convinces the 
patient, either the healthcare professional negotiates with the patient. Using 
the “convincing attitude”, the patient should take the decision but the 
professional explains the situation in order to convince the patient to take 
the "good" decision. In other words, the patient should be convinced to take 
the decision that the professionals believe being the good one, even if the 
patient has a different opinion. This implies that the patient is not the one 
making the decision, but the decision is made by the professionals: in that 
sense, a “good” decision is the decision that the professionals would have 
taken themselves. “Negotiation” implies a more equal relationship in which 
the patients share their concerns and needs with the professionals while the 
professionals try as much as possible to adapt the health care to the 
patient’s preferences: the resulting decision is a form of consensus between 
the patient preferences and the professional expectations.  

In a nutshell, we could conclude that, for the participants, decisional capacity 
highly depends on the quality of the therapeutic relationship. From the 
interviews, we could define a qualitative therapeutic relationship as a 
regular, matched, transparent, honest, trustful relation between the person 
and a chosen healthcare professional, this professional being able to 
coordinate with other professionals and to orient the person to the most 
appropriate professional, taking into account the person’s preferences and 
needs. 

Across the interviews, it appeared that the psychologists played a role in 
supporting the decisional capacity of the patients. It was perceived that the 
psychologists help the participants to prepare consultations with the medical 
referent or clarify the decisions to be taken with the participants. Their 
intervention contributes to a form of maturation of the decisions, that is 
helping patients to reflect on the positive and negative consequences of the 
decisions. Participants said they were able to better elicit their preferences 
but also be less afraid of questioning their psychiatrist. From the interviews, 
it also emerged that the psychologists accompanied the patients (and the 
family) regarding the emotional aspects of the decisions (e.g. by organising 
a family reunion). 

“Parce que la famille, avec toute la bonne volonté, il peut y avoir aussi 
de l'émotionnel qui joue, donc il faut quand même qu'il y ait un avis 
partagé avec l'aspect scientifique et l'aspect familial. Et nous dans 
notre cas, par exemple, avec [la psychologue], les enfants ont déjà 
eu un entretien avec elle, séparément de mon épouse et moi, et si 
jamais il y a un problème, elle est disponible pour avoir une réunion 
de famille ou et mon épouse éventuellement, si jamais mon état se 
dégrade si jamais, pour diriger, pour conseiller etc.” (Person living 
with an Alzheimer disease, married, with children) 

Organisational level 
In our sample, all MHP participants had a previous experience of being 
hospitalised because of their mental health problem: they were thus able to 
identify characteristics of the settings that influenced their decisional 
capacity. Among the participants living with dementia, none of them had 
experienced a hospitalisation because of their disease. Hospitalisations 
because of a MCD person are more likely to occur at a later stage of the 
diseases when the cognitive loss leads to somatic problems (e.g. (severe) 
undernutrition of dehydration because the patients do not feel any more the 
sensation of hunger or thirst).  

Experiences reported by the MHP participants were divergent: according to 
them, their decisional capacity was better supported in hospitals than in 
primary care but the reverse situation was also described. In hospitals, MHP 
participants reported experiencing a better concertation of the 
multidisciplinary team while participants evidenced the role played by the 
mental health network (“réseau 107”) outside the hospital in better 
supporting their decisional capacity. The outreach team of the mental health 
network could, e.g.., help the person to find an “appropriate” solution, that is 
a solution respecting the patient’s preferences and habits when in crisis.  

“Quand j'ai eu ma crise en 2020, pendant un mois, j'ai été habiter chez 
moi donc pour éviter de charger [ma compagne] parce que c'était un 
peu dur à vivre pour elle. Bon, quand je suis comme un lion en cage, 
j'ai du mal à gérer mes émotions et donc, [moi et le service 107] avons 
décidé à ce moment-là que j'irais vivre chez moi pendant un mois. 
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Donc le service 107 était vraiment [utile] pour arriver à gérer [ma crise] 
parce que [ma compagne] n'aurait pas su gérer ça. Donc le service 
107 pour moi est très important.”(Person living with a schizo-affective 
disorder, in a relationship) 

MHP participants pointed out that the psychiatrists did not spend enough 
time with them during their hospital stay. In the interviews, MHP participants 
explained that this problem is related to an overall lack of psychiatrists and 
they also observed it outside hospitals. This shortage of psychiatrists, 
combined to a shortage of nurses in some institutions, was perceived by the 
participants as preventing their participation to decision making and thus 
constituted a barrier to their decisional capacity. Because of the lack of staff 
in hospitals, MHP participants reported they did not feel heard and were 
underinformed about their rights.  

“Maar ja, ik denk dat ge moet een onderscheid maken tussen een 
ambulante en een ambetante psychiater. Eh de ambetante psychiater 
daar moet ge zo rap mogelijk van af zien te geraken. Dus die, die 
komt om de twee dagen langs en eh ik denk dat ge moet vooral een 
vertrouwensband opbouwen met uw ambulante psychiater. Pas op, 
ik wil die ambetante psychiater… Die heeft geen gemakkelijke taak 
hè. Die moet dus inderdaad beoordelen of dat ge eh klaar zijt om terug 
naar buiten te gaan. Dus ik wil die mens niet op voorhand veroordelen 
maar het is niet mogelijk om met die mens op een gesprek van tien 
minuten in te gaan over al hetgeen dat ge eigenlijk zou willen weten. 
Dus de truc is eigenlijk van dat achteraf in rustige omstandigheden te 
doen met uw ambulante psychiater.”(Person D living with a bipolar 
disorder) 

In addition to the lack of staff, MHP participants also demanded appropriate 
hospitalisation conditions: although not directly related to their decisional 
capacity, for them, hospitalisation conditions help to put the patients in a 
“positive state-of-mind” leading to a better self-management of the disease 
and thus an improved decisional capacity. 

In the interviews, MHP participants suggested that standardised procedures 
could support the decisional capacity by ensuring that all the patients receive 
the same minimal health care upon admission. The following standardised 

procedures were cited by the MHP participants: systematic information of 
the patient about the support available during the hospitalisation (e.g. formal 
introduction of the referent health professional), development of a 
signalisation plan or crisis card, and systematic discussion about the side 
effects of medication.  

Table 9 presents the summary of the key factors influencing decisional 
capacity of the persons living with a severe psychiatric disorder or a 
dementia as evidenced by the participants in the interviews. 

Table 9 – Summary of the key factors influencing decisional capacity 
of the persons living with a severe psychiatric disorder or a dementia 

 Supporting factors Hindering factors 
Patient level Health literacy 

Psychoeducation 
Having a trust person 
Having a supportive social 
network  
Experts by experience / 
patient associations  

Poor (digital) health 
literacy 
Lack of familial support  
Being alone 

Healthcare 
professional level 

A long and stable quality 
relationship 
Honest and transparent 
dialogue between the 
professionals and the patients 
Educational and informational 
skills of the healthcare 
professionals 

Poor continuity of care 
Lack of circulation of the 
information between 
healthcare professionals 
Lack of involvement of the 
patient network 
Poor reliability 

Organisational 
level 

Being supported by a 
psychologist 
Diversity of activities in 
psychiatric hospitalisation 
(art, sports, cooking) 
Standardised procedures 

Lack of staff (nurses, 
psychiatrists) 
Lack of activities during 
the psychiatric 
hospitalisation 
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8.4.3 Patient reported experiences of exerting their decisional 
capacity 

Participants in our sample had various experiences on exerting their 
decisional capacity, that is situations in which the participants, independently 
of their diagnosis, reported being partly or totally in control of the final 
decision about their health care. These experiences of feeling associated to 
the decisions, thus exerting the decisional capacity, were mostly reported by 
MHP participants. From the interviews, MHP participants appeared more 
able to negotiate their treatment whatever it includes (medicines, group 
therapy or any other form of therapy meaningful in the patient’s context). 
This could be partly explained because the efficacy and the adequacy of the 
treatment could be only assessed by the persons themselves as the 
symptoms of the MHP are not all objectifiable by clinical measurements such 
as blood samples, MRI or evoked potentials. In that context, the participation 
of the MHP person to the healthcare plan (and the whole negotiation process 
inherent to such personalised health care planning) appears as unavoidable 
in the therapeutic accompaniment of the MHP persons. In the interviews, 
MHP persons therefore reported various perceptions of this “negotiation 
experience” when considering the attitudes of their psychiatrist. The degree 
of openness of the psychiatrist to the patient needs was perceived as highly 
variable: some being described as open-minded while other let almost no 
room for discussion. 

Throughout the interviews, the following aspects of health care upon which 
participants felt they were truly associated to the decision were reported: 
management of medicines, non-pharmaceutical treatments, hospitalisations 
or stay in a psychiatric service, diagnosis tests and complementary exams. 
However, participants reported also having experiences with situations in 
which there was no room for discussing the health care and thus 
participating to the decision. They reported not being heard about their 
needs and preferences, being forced to take medicines, being hospitalised 
against their will or attend a specific therapy/activity (e.g. “art-therapy” 
sessions). From the interviews, as there was no report of formal 
assessment, it was difficult to assess whether these situations where the 
participants reported “being forced” occurred when they were 
“incapacitated”. At some points, participants able to make backwards 

reflection said they were not capable to decide because they were in crisis. 
Participants had therefore experience where they felt “forced” as described 
below: this feeling of being forced could be then when they estimated 
themselves being capable of making decisions.  

In the following sections, we present the situations of the (non) exercise of 
the decisional capacity, as reported by the participants to our interviews, and 
the consequences on their healthcare experiences.  

Negotiating medications and non-pharmaceutical treatments 
In their interviews, MHP patients reported experiences of negotiating their 
medication with their psychiatrist: this could be because of possible side 
effects and adverse events that the patient wished to reduce, change or stop 
medication. Negotiation also occurred for therapeutic contracts, such as the 
“weight contracts” for the anorexic patients, for additional therapies during 
their hospitalisation or to complete pharmaceutical scheme by other forms 
of therapies (e.g. going to a psychologist). MHP participants reported being 
in control about the pace of their treatment although they also reported not 
having all the information to truly participate to the decisions about their 
treatments.  

“A un moment donné, j'avais un traitement et j'ai demandé pour 
retourner à une molécule que j'avais déjà eue auparavant et que 
j'avais eu des effets positifs et ça a été accepté. Mais, à ma première 
hospitalisation, on m'a pas donné le choix, ni à la deuxième ni à la 
troisième. Ça veut dire que le traitement était imposé et les molécules 
étaient choisies par le médecin quoi.[…] A partir où un patient a des 
effets secondaires, j'espère qu'il puisse être entendu et qu'on change 
rapidement [de traitement]. Vu le nombre de molécules qu'il y a, on 
pourrait se permettre de changer une, deux, trois fois de traitement. 
Je parle surtout pour ces personnes piquées à l'Haldol, on ne va pas 
me dire qu'il n’y a que ça qui marche sur eux parce que c'est criminel. 
Et pourtant je suis reconnaissant vis-à-vis de la psychiatrie. Mais 
voilà, il y a des mauvaises aspects aussi et, et je pense qu'il y a 
certains choix de traitement qui sont imposés et qui sont vraiment 
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gravissimes pour l'état des gens.”(Person living with a paranoid 
schizophrenia) 

“Van de psychiater, de psycholoog, de hoofdverpleegster van de 
afdeling van moeder en kind, van de verpleging zelf die dan voor de 
kindjes zorgde en alles, die waren allemaal  ongelooflijke mensen. 
Die hadden heel veel respect ook voor mijn beslissing. Dus als ik zei: 
Ik wil deze therapie niet volgen, ik voel dat dat voor mij niet nodig is. 
Ze hebben mij nooit gedwongen om dingen te doen wat ik niet wou 
doen, qua therapie. Dus eh ik heb daar hele, hele goede 
ervaring.”(Person with a postpartum depression) 

MHP participants mentioned the consequences of refusing a treatment: 
experiencing a crisis and realising that the prescribed treatment helped them 
to remain stable. MHP participants also reported witnessing the 
consequences of the refusal with other MHP persons and, by consequence, 
becoming aware of the importance of the treatment. MHP participants 
explained in the interviews that the refusal led to being forced to take the 
treatment. Being forced to take the treatment led to two distinct experiences 
according to the MHP participants. On the one hand, MHP participants 
declared they realised afterwards that it was positive for them to take the 
medications (especially when in crisis). At that moment due to their 
(temporary) state of incapacity, decisions about their medication were taken 
without consulting the MHP persons. On the other hand, MHP participants 
reported they negatively resented this experience and perceived as having 
jeopardised their relationship with the healthcare professionals. 
Consequently, these MHP participants reported having lied to the 
professional to preserve the relationship, stopped the treatment as soon as 
they were discharged or running away from the psychiatric services. MHP 
participants also reported that the more they had experience with psychiatric 
services, the more they were able to “play a role”. As explained by the MHP 
participants, they said what the psychiatrist “wanted to hear” or displayed 
attitudes that may look convincing. This could be understood as a sort of 
cheating to get the fastest way out. 

“Donc pendant l'internement, le traitement est imposé, ils savent que 
de toute façon on peut pas échapper au traitement imposé en 

psychiatrie pendant l'internement. Ça veut dire que le patient prendra 
toujours son traitement que ce soit devant les soignants ou le 
médecin psychiatre propre à l'internement, vu que c'est imposé je 
veux dire. Si le matin vous prenez pas votre traitement, ben ça peut 
aller jusqu'à l'isolement et ça peut, si on crache les médocs, ça peut 
aller jusqu'à l'injection donc en psychiatrie le patient prendra toujours 
son traitement. Mais je pense que le fait que le patient prenne ou pas 
son traitement en dehors, ils délèguent cette responsabilité-là au 
référent à l'extérieur.”(Person living with a paranoid schizophrenia) 

“Want de psychiater die komt om de twee dagen zo’n tien minuten 
langs eigenlijk en dan moet ge goed zien wat ge zegt wilt ge daar 
weer ongehavend uit geraken hè. Dus dan moet ge goed zien wat ge 
zegt. En dat is dikwijls een catch-22 hè. Want eh als ge de vraag krijgt 
van hè: “Zijn er nog psychotische gedachten?”. Dan moet ge niet 
antwoorden van: “Nee, nee, nee, nee, nee, nee, nee, nee. Er zijn 
geen psychotische gedachten.”. Want dan schrijft die toch op: heeft 
geen ziekte-inzicht. Maar als ge zegt van: “Ik heb er wel.”. Bevestigt 
ge nog… Dus ge, ge geraakt daar niet uit eigenlijk. Ge geraakt uit die 
catch-22 geraakt ge gewoon niet uit. Dus de truc is dan eh om, om 
tegen die dingen te zeggen van: “Ja, ik denk dat ik in een overgang 
zit maar ik denk toch dat ik zware vooruitgang boek want ik kan toch 
al realistisch inschatten dat u mij die vraag stelt. En dan ketst ge de 
bal een beetje terug naar hem. (Person D living with a bipolar 
disorder) 

MHP participants also reported negative experiences of being forced to 
attend “activities” during their hospitalisation without perceiving the added 
value of such therapies. They also found that hospitalisation limited the 
possibility to choose their healthcare professionals.  

“Peut-être juste le consentement au niveau, c'est des bêtes choses. 
Un bête soin hospitalier, que le choix du personnel, par exemple je 
vais donner un exemple très concret. Mais donc j'ai été hospitalisée 
et j'avais besoin d'un lavage gastrique. Et dans l'unité, c'était toutes 
des femmes, les infirmières, y avait qu'un seul homme et moi j'ai 
beaucoup de mal avec les hommes. Et ben sans me demander mon 
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avis, on m'a mis l'homme. Et là, je me suis sentie quelque part au 
niveau oui, du consentement du soin, voilà, j'ai pas pu m'exprimer 
quoi. Et ça je pense que quelque part, oui c'est, c'est demander un 
peu au patient "c'est OK si c'est moi qui fait le soin ?", enfin voilà. 
Parce que je pense que quelque part, ma demande n'aurait pas été 
abusive dans le sens où il y avait que des femmes dans le service et 
c'est quelque chose que j'ai très mal vécu par exemple.”(Person living 
with anorexia) 

“Oh mannekes, mannekes, mannekes. Nu, ik ben totaal geen 
knutselaar of zo hè dus creatieve therapie dat was voor mij zo wat de 
ergste. Maar het, het erge is dan de verkleuterende manier waarop 
dat er mee wordt omgegaan hè. Zo van: verschijnt ge niet op die 
therapie zijt ge niet klaar om naar buiten te gaan, zijt ge niet luister eh 
of gehoorzaam eh genoeg om naar buiten te gaan. (…) De deal was 
ik mocht mijn Humo of de Knack lezen terwijl dat het creatieve 
therapie was. Ik mocht dan in een hoekske apart gaan zitten 
zogezegd dat ik een collage aan het maken was maar ik zat gewoon 
in de Knack of de Humo te lezen. En ik kreeg dan toch mijn streepke: 
was aanwezig en was normaal bezig binnen eh… En dan sommige 
dingen waren, vielen een beetje beter mee. Een beetje sporten en zo 
dat, dat kunt ge wel gebruiken omdat ge daar toch opgesloten zit en 
zo. Dat viel wel mee. Ik ben niet echt een sportieve maar enfin pff … 
te midden van die mensen was ik wel een sportieve.”(Person D living 
with bipolar disorder) 

Negotiating the hospitalisations and the conditions of stay when 
hospitalised 
In the interviews, MHP participants reported experiences of negotiating with 
the healthcare professionals about being hospitalised: these participants 
were usually fearing of having a crisis or were able to identify triggers in their 
personal situations. Because they had a referent healthcare professional 
(usually a psychiatrist), they were able to express their need for a 
hospitalisation. 

“Et là, pourtant j'étais quand même stabilisée mais j'avais peur de de 
replonger. Et là j'ai pu décider donc de me faire hospitaliser. Donc 
j'étais quand même stabilisée mais j'avais peur de refaire une crise et 
j'ai quand même pu décider parce que j'avais les idées claires tout en 
ayant peur de replonger mais j'avais les idées claires. J'ai progressé 
dans ma maladie, je la connais, c'est beaucoup mieux. Peut-être que, 
en 2010, j'aurais pas réagi comme ça mais au fur et à mesure que j'ai 
parlé avec ma psychiatre, j'ai parlé, parce que j'ai une psychologue 
qui me suit aussi, et ça renforce la connaissance de sa maladie. Et 
donc j'ai été hospitalisée, donc on pourrait dire c'est négatif, ça veut 
dire qu’il y avait encore un problème. Mais pour moi et pour mes 
proches, ça a été positif parce que c'était une autre prise en charge 
et une détection des signaux d'alerte, je ne me suis pas enlisée dans 
les problèmes.”(Person diagnosed with a bipolar disorder 13 years 
ago) 

MHP participants therefore reported more experiences of being forced to be 
hospitalised, without participating to the decision, than real negotiated 
decision. A gradation was observed in the discourses of the patients: (i) the 
MHP person decided on his/her own (as described above), (ii) the MHP 
person was advised by relatives or professionals to ask for hospitalisation, 
(iii) the MHP person was convinced or (iv) the MHP person was forced.  

The latter case was reported by MHP persons whose relatives or healthcare 
professionals were so pressing that the persons ended up by accepting the 
hospitalisation (or any other form of treatment), either to put an end to the 
pressure, either because the MHP persons had not enough resources to 
oppose to the decision. Although the hospitalisation is considered as 
voluntary (because outside the conditions of the Law of 1990), participants 
felt that the voluntary aspect was quite low or reported that someone else 
made the decisions in their behalf (although not formally appointed to do so).  

“Par la suite, ça a souvent été [compagne] qui me disait "ah, ça va 
pas trop bien" […]. Alors une fois, elle a dû appeler la police. […] C'est 
un policier qui est venu me chercher. Mais bon, elle avait bien spécifié 
que j'étais pas quelqu'un de dangereux et qu’il fallait y aller 
doucement et que ça irait. Et effectivement, le policier est arrivé, il m'a 
demandé de l'accompagner, je l'ai accompagné sans broncher et là 
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c'était, on va dire, [compagne] qui avait pris la décision.” (Person living 
with a schizo-affective trouble) 

As the participants reported no formal assessment of their decisional 
capacity, it was unknow to which extent the person was “incapacitated” from 
a clinical point of view. But, for the participants, when looking at it backwards, 
they resent it as a “forced” hospitalisation. We could then imply that, at some 
points, the persons were not correctly informed about the rationale of such 
decisions: those subjected to forced treatments, hospitalisations and follow-
up appear to better accept it afterwards when they were correctly informed.  

“En dan in 2000 […] dan hebben ze mij eigenlijk verplicht om beschut 
te gaan wonen, en daar had ik geen inspraak in. Ja, dat is ook nog 
een belangrijk voorbeeld. […]. Er werd mij opgelegd in een 
nazorgcontract, verbonden aan een gedwongen opname, “[name of 
the interviewee], je gaat dagtherapie doen, je gaat wonen in beschut 
wonen” […].Dus, ik had geen keuze […] En dat was voor mij heel 
moeilijk. Ik wou dat niet, ik wou zelfstandig blijven wonen in [plaats]. 
Het was ook niet beschut wonen in [plaats]. Nee, het was beschut 
wonen in [plaats]. [korte stilte]. En dat was een heel pijnlijk moment, 
ik heb heel veel verdriet gehad op dat moment. Ik heb gedreigd met 
zelfmoord en zo van die dingen allemaal. En dan was er iemand die 
met mij naar het huis in [plaats] wou gaan kijken, ik heb dat 
geweigerd. […] Hoe had dat beter kunnen verlopen, ja? Zij hadden 
mij ook de mogelijkheid kunnen geven om het in [plaats 2] te doen 
bijvoorbeeld, in plaats van in [plaats 1]. Ik woonde sinds mijn 
achttiende in [plaats 2] en ik vond dat heel moeilijk om die stad te 
moeten verlaten. Dat zou al een eerste tegemoetkoming kunnen 
geweest zijn. […] Ja, het is moeilijk hé want als ze mij de vrijheid 
hadden gegeven dan had ik dat niet gedaan, dan was ik terug op een 
appartementje of een studiootje in [plaats] terecht gekomen, met alle 
gevolgen van dien hé. Als ik geen sociale controle had, zoals vroeger 
in [plaats 2] als ik alleen woonde, zette ik heel de stad op stelten 
hè.[…] In [plaats 2] als ik beschut wonen deed, was er sociale 
controle. Ik woonde samen met patiënten, daar had ik niet meer de 
mogelijkheid om nachten door te doen. Dus ja, het is zo dubbel hè, 
het is dubbel. Langs de ene kant denk ik van… eigenlijk stond ik op 

mijn vrijheid, maar als ik mijn vrijheid had gekregen, wat was er dan 
gebeurd? Dan was het niet goed afgelopen, vrees ik. Dus ja, ze 
hebben boven mijn hoofd beslist, maar uiteindelijk was dat een goede 
beslissing. Hoe moeilijk het ook was.]. Het is dubbel hé. Het is 
dubbel.”(Person H living with a bipolar disorder) 

Among MHP participants reporting a legal forced hospitalisation, this 
hospitalisation occurred at the request of healthcare professionals, relatives 
or, for a few patients, the police. Reported reasons were consistent with the 
conditions of the Law of 1990: being a danger for themselves or the others, 
although, for some patients, at the time they had no perception of this 
dangerousness. These elements could support the idea that they were not 
capable at that moment although no formal assessment of their capacity was 
reported by the MHP participants in their interviews. MHP participants 
explained that, despite being forced, they valued this experience, especially 
when the rationale behind the forced admission was explained to them after 
the crisis.  

“Et puis donc, il y a eu une dernière hospitalisation il y a un an et demi 
de ça, vraiment contre mon gré parce que je considérais que je 
n'avais aucun problème et que j'avais rien à faire là. C'est par après 
bien évidemment que je me suis rendu compte que même je délirais 
quand même beaucoup et donc les médicaments me faisaient du 
bien.” (Person living with paranoid psychosis and addiction to 
cannabis) 

MHP participants also regretted they had no or few possibilities to decide 
over the practical aspects of the hospitalisations such as the menus, being 
alone in their room or the planning of the activities. For them, not 
participating to such decisions was an example of not being able to exert 
their decisional capacity. It implies that, for participants, there are no “small” 
or “big” decisions: what matters is that the persons are heard in their 
preferences and needs as way as to involve them. We could also 
hypothesize that, for such persons whose decisional capacity is often 
questioned, being able to exert their decisional capacity on practical things 
and daily activities is comforting and contribute to their self-esteem. 
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“[…] il y a une fois, j'en avais marre d'être à deux. Pendant quatre 
mois, il y avait deux personnes dans ma chambre, j'avais jamais 
vraiment de moments de solitude. J'ai demandé pour qu'ils [les 
soignants] me mettent à l'isolement une nuit ou deux, ils ont pas voulu 
quoi, alors que ça m'aurait fait du bien. Pfff,  ça pourrait s'améliorer, 
franchement il y a des trucs sur lesquels on peut s'améliorer pour 
prendre la meilleure décision pour le patient.”(Person living with 
paranoid psychosis and addiction to cannabis) 

“Bij mij gaat dat dan vooral over de zin en de onzin van verschillende 
therapieën waar dat ge zogezegd bijna verplicht aan moet deelnemen 
om zogezegd een goede patiënt te zijn. Daar kan ik wel moeilijk over 
doen. Eh ik herinner mij bij mijn laatste opname dat ik bijvoorbeeld. 
Ze noemen dat dan creatieve therapie. We moesten daar puzzeltjes 
ineensteken of wij moesten daar iets met kralen doen. Wat mij echt 
totaal niet interesseert. […] Allee, dat waren zo therapieën dat mij 
totaal niet lagen. Sommige wel. Bijvoorbeeld muziektherapie, dat 
vond ik dan wel leuk. Of die relaxatie. En daar ging ik met veel plezier 
naartoe. Maar ge werd echt zo bijna verplicht om naar therapieën te 
gaan waar dat ge zelf van weet dit heeft voor mij totaal geen nut. En 
ge zit daar dan tegen uw goesting. […] Want dat geeft ook stress hè 
en dan, ja, dan wordt ge slecht gezind hè als ze een hele dag zitten 
te zagen van ge moet naar die therapie gaan en ge hebt geen 
goesting. Allee, ge zijt al slechtgezind als ge gaat slapen, van: ah, 
morgen dat weer. […] Omdat ik echt wist van: ah, vandaag heb ik die 
therapie [een leuke therapie]. Yes, dat doe ik graag. En zijt ge veel 
meer gemotiveerd in uw traject, in uw behandeling omdat ge dingen 
kunt doen dat ge echt graag doet.” (Person C living with a bipolar 
disorder) 

Physical and chemical constraints and isolation: an example of 
imposed decision by the healthcare professionals 
Across the interviews, it emerged that MHP participants experienced 
physical and/or chemical constraints because of the magnitude of their crisis 
or the refusal of collaboration to the treatment. In some situations, 
participants declared they were put in isolation. Both constraints and 

isolations were reported as difficult or even traumatic because of the 
conditions in which it was done. Participants experiencing isolation said they 
could not contact their family or keep their clothes on.  

“Allee, ik herinner mij in '96 bonden ze mij vast op bed omdat ik te 
onrustig was. Maar ja, de onrust, dat was een symptoom van mijn 
psychose. Maar ja, dat was dan te lastig op de afdeling. Te weinig 
volk om met mij te babbelen, want ik wou babbelen heel de nacht, 
dus ik viel medepatiënten lastig om te babbelen. Nou ja, het was na 
11 uur, dus ik moest slapen. Ik kon dan niet slapen. Dus vonden ze 
er niet beter op dan mij aan het bed vast te binden. Maar ik moest 
dringend plassen besefte ik eigenlijk. Maar ik riep naar de verpleging, 
maar die kwamen niet, dus ik heb heel de nacht mijn plas 
opgehouden. Dat doet dus heel veel pijn. Ik wist niet hoeveel pijn dat 
dat kon doen. Omdat ik niet wou die vernedering van in mijn broek te 
doen. En dan hoorde ik de shift 's ochtends van nieuwe verplegers. Ik 
hoorde dat, ik zeg oké, nu gaan ze mij losmaken, maar heeft nog tot 
10 uur 's ochtends geduurd voor iemand mij kwam losmaken. Dus 
mijn stem was hees geschreeuwd. Een mens, vastgebonden op een 
bed die schreeuwt, daar wordt niet naar gekeken hè, want dat is toch 
maar een schreeuwend beest of zo. Ja, voor mij is dat de kern van 
het probleem eigenlijk, dat de zorg zo georganiseerd is dat we 
onmenselijk worden naar elkaar toe. (Person G living with a bipolar 
disorder) 

For MHP persons, this had several consequences: their crisis was amplified, 
they changed of professionals and/or lost trust in the professionals. 
According to the participants, receiving explanations afterwards was 
exceptional and they reported not being informed about why the isolation or 
the constraint was necessary. MHP participants expressed they would 
appreciate receiving some feedback when constraints or isolation are 
imposed. 

“[…] une fois on m'a attaché alors que j'étais calme et ça, je, c'était 
pas le docteur [nom du praticien de référence ] qui a pris cette 
décision, j'avais été accueilli dans un autre pavillon en crise, il avait 
pas de place à l'isolement à [nom de l’institution] et, bon, j'étais en 
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train de délirer et ils sont venus autour de moi et je parlais de Dieu et 
tout ça au médecin et je sais pas, je leur ai dit quelque chose et ils 
ont vu que j'étais vraiment pas dans la réalité et "ah ben ok, on 
l'attache". Mais attends, je me suis même pas, j'ai même pas, j'ai pas 
frappé [nom de la personne], j'ai pas été agressif et quoi on m'a 
attaché comme ça. […] j'ai essayé d'avoir contact avec [nom du 
praticien], ouais, moi j'ai cherché à trouver ce médecin-là et 
demander "pourquoi tu m'as attaché […]". Après je sais pas, il a 
donné une explication brève ou quoi, mais c'est moi qu'ai été la 
chercher.[…]” (Person living with a paranoid schizophrenia) 

Key points on decisional capacity and decisions about health care 

Definition of decisional capacity  

• Decisional capacity is fluctuant as it may evolve over-time and 
from one decision to another. 

• We observed from the interviews that the decisional capacity of 
the patients appears longer if there is a person living with them: 
this could be considered as a form of “co-capacity”. 

• In absence of elements proving the opposite, the patients 
should always be considered as capable of making decisions. A 
challenge for these patients consists of identifying “triggers’” 
that may alert them that they may be less able to decide about 
their health and well-being.  

• For the participants, being involved in the decision making 
should be preserved as much as possible. 

• MHP patients associated the notion of decisional capacity with 
their health status at a particular moment.  

• For the PwD patients, decisional incapacity appears linked to 
cognitive decline and to loss of decisional autonomy. 

 

Factors influencing capacity related to health care 

• Decisional capacity is influenced by the patient’s social network 
(including their partners, children and other relatives), its 
educational level, the health literacy and the degree of self-
management of the disease. 

• Psychoeducation, health literacy, informed and supportive 
social network, having a trust person, being supported by a 
patient association, a psychologist or an expert by experience 
positively influences the decisional capacity of the patients.  

• Isolated persons need particular attention: the more a patient (or 
a person) has a “good” social network, that is a social network 
made of supportive and empathic persons, the more the 
decision will be respected by the healthcare professionals 
because, even when the patients (or the person) could no longer 
express themselves, there will be someone aware of the needs 
and preferences of the patient or the person. 

• Having a regular, stable, supportive and transparent threapeutic 
relation with a referent healthcare professional positively 
influences the decisional capacity of the patient by creating a 
supportive environment in which a dialogue could occur. 

• The quality of the communication and the coordination between 
the different healthcare professionals contributes to the 
decisional capacity of the patients by ensuring the continuity of 
care and the coherence of the follow-up. 

Patient reporting experience of exercing their decisional capacity 

• Patients want to be involved as long as possible to the decisions 
about their health and wellbeing and always be informed about 
the decisions about their health and wellbeing. 

• Patients have various experiences of exerting their decisional 
capacity: from absence of participation to the decision to a 
perceived total control of the final decision. 
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• For patients, there are no « small » or « big » decisions: what 
matters is that the persons are heard in their preferences and 
needs as way as to involve them.  

• For persons whose decisional capacity is often questioned, 
being able to exert their decisional capacity on practical things 
and daily activities is comforting and contribute to their self-
esteem. 

8.5 Part 2 - Evaluation of the (in)capacity 
In the interviews, we observed that participants experienced difficulties when 
asked the question about how assessing their incapacity. Across the 
interviews, none of the participants reported having been formally assessed 
in their capacities to decide for their health. However, some assessment was 
maybe done, but none formal: we could then hypothesise that often patients 
are not aware that they are assessed. 

For the participants to the interviews, independently of the method, trusting 
the healthcare professionals in charge of the assessment is likely to facilitate 
the assessment. This trust in the healthcare professionals is majored by the 
training of the professionals to conduct such assessment and the time the 
professionals take to explain the rationale beyond the assessment.  

8.5.1 Methods to assess the capacity of the patients 

A dialogue 
Throughout the interviews, MHP participants and PwD participants, 
independently of their diagnosis, estimated that the evaluation of their 
capacity needs to be based on a regular dialogue between them and the 
professional(s). The dialogue could take either place between the patient 
and a (referent) professional alone, either during multipartite dialogues 
between the patient, its family, the healthcare professionals (e.g. GP, 
psychologist, nurses, neurologist ...) or the experts by experience. For the 
MHP participants, this dialogue is conditioned by the length of the 
hospitalisation: the longer the person stays, the more efficient the dialogue 

is. Participants however stressed that this requires that they are able to 
express themselves correctly. They expressed, among others, difficulties to 
communicate about their emotions, to explain relationships between events, 
to find the appropriate words to describe the situations, to recall the 
situations (memory problems)…This implies that those making the 
assessment take into account the difficulties of the persons and adapt 
themselves to the patients to prevent bias in the assessment (e.g. a person 
with a low educational level has not the same fluency to describe what 
happens compared to persons with a university degree). A suggestion to 
counterbalance this difficulty was to use pictograms but, again, these 
pictograms should be adapted to the patient symbolic, cultural and social 
representations of the health and the disease.  

Participants reported also that the long-term relationship between them and 
their treating healthcare professional facilitated the assessment of changes 
in decisional capacity. The healthcare professional is more familiar with the 
beliefs, preferences and behaviour of the person and could more easily 
notice changes in behaviour or, on the contrary, a repetitive discourse 
without any “variations” that may mask a deeper problem.  Also a certain 
stability in behaviour over time, could convince the healthcare professional 
about the abilities of the person.  

“Dus ik kan mij inbeelden, iemand die bijvoorbeeld dement is hè, ik 
denk dat dat dikwijls is dat dat mensen zijn die eigenlijk nog wel 
inwendig goed weten van ah ja, maar het niet meer verteld krijgen, 
het niet meer uitgesproken krijgen wat ze willen zeggen. Dus die 
eigenlijk een beetje gevangen zitten en… Dus ja, op dat moment heb 
je iemand nodig die u ondersteund en die bijvoorbeeld dan zegt van 
dit, dit en dat en dat, wil je dat zeggen? En dan kan de persoon in 
kwestie ja of nee zeggen. Ja, het is een vergelijking die ik maak hè. 
Gewoon, het is belangrijk om beslissingsbekwaamheid zo veel als 
mogelijk mee te ondersteunen vanuit uw context, uw omgeving, uw 
vertrouwenspersoon. En de hulpverleners ook hè. Zij moeten er mede 
voor zorgen dat je als patiënt uiteindelijk wel een goede beslissing. 
Dat of dat er een goede beslissing kan genomen worden. […] En dat 
geldt ook voor beslissingsbekwaamheid. Je moet daarin ondersteund 
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worden, zoveel als mogelijk, zodanig dat je toch regie kunt houden, 
ja.” (Person living with a bipolar disorder) 

A tool 
Alongside the dialogue, in the interviews, participants discussed the utility of 
having a tool to assess the capacities of the patients. Opinions were 
divergent as the tool could be beneficial by bringing a form of objectivity and 
serve as a starting point for discussion with a (new) healthcare professional. 
However, participants were uncertain about which questions could be asked 
to someone to assess his/her decisional capacity and how this could be 
translated into “quantitative / objective” information. 

The PwD participants reported that the routine examens they undergo as 
part of their follow-up are such tools that may inform the professionals about 
their capacities. A MHP participant brought up personality tests. MHP 
participants also argued that those tests could prevent subjective 
interpretation from the healthcare professionals and could help to convince 
the patients to get help. This could be particularly the case when the test is 
a form of self-assessment, filled by the patient alone or with the support of a 
healthcare professional. The tests should however not be imposed to the 
patients and the dialogue should be favoured.  

“Ja, nee, ik begrijp het, het voordeel van zo’n ding wel. Allee, er zijn 
richtlijnen ja. Maar ik, pff, ja. Letterlijk de vragen stellen… Allee, ge 
kunt een leidraad hebben waar een psychiater kan volgen. Maar zo 
echt zo letterlijk puntje één, dat. Daar voldoet die aan, score één tot 
vijf of zo. Ja, dat werkt niet denk ik.” (Person A living with a bipolar 
disorder)  

“Waar ik mij een beetje voor behoed dat is om dat allemaal in 
procedures en protocollen gaan te steken. Daar behoed ik mij voor 
een beetje. Eh ik zou graag hebben dat er een grijze zone wordt 
toegelaten waarbij dat mensen, het logisch boerenverstand kan 
primeren en dat op maat kan gewerkt worden. Dus als het streven 
naar nu gaan we een keer onderzoeken of dat hij nog wilsbekwaam 
is en dat dat weer een lijst wordt van kan hij antwoord bieden op 
bepaalde vragen. Ja, pff dan weet ik niet of dat we de goeie weg op 

zijn eigenlijk. Dan vrees ik daar eigenlijk een beetje voor. (…) Ja, een 
aantal open vragen stellen en zien of dat een normaal antwoord op 
wordt geboden eigenlijk. Of dat iemand, ja, een logisch antwoord kan 
bieden op open vragen. Beter dan gesloten vragen van: zijt ge nu ja 
of nee dit of dat.” (Person D living with a bipolar disorder) 

8.5.2 When should the decisional capacity be assessed? 
For all the (MHP and PwD) participants, the decisional capacity of the patient 
should be assessed multiple times. For the participants, this reassessment 
could take place after major events in the patients’ life trajectory (e.g. 
separation, loss of a relative, moving to a new place), for decisions that are 
perceived as major by the patient or the professional. MHP patients 
suggested a systematic assessment when the patient is in crisis or after the 
crisis, when they are stabilised.  

“Je pense que l'évaluation de la capacité décisionnelle, elle doit se 
faire naturellement et elle doit se faire au moment où le patient est à 
nouveau capable de décider, donc dans une démarche positive de 
dire "vous voyez maintenant que vous avez repris vos esprits, que 
vous avez retrouvé un certain équilibre mental et psychologique, vous 
êtes capable de prendre des décisions", valoriser le moment où la 
personne est capable. Parce que quand on est vraiment mal, 
vraiment mal, on n'est pas en capacité de décider quoi, c'est vraiment, 
on est une loque. » (Person living with a bipolar disorder) 

Participants also pointed out that the (re-)assessment hampered by fluctuant 
pattern of the disease. Assessment on the “wrong time” could lead to a false 
declaration of decisional incapacity. This finding also supports the need for 
an assessment made by several actors to take account of the fluctuant 
aspect of the disease. 

“Spouse: Er is natuurlijk uh, het gaat heel traag en dat zijn periodes. 
Hè momenten, dat is, ik vergelijk nu niet met mijn echtgenoot en ik 
kijk nu naar zijn mama. Er zijn periodes dat die wel nog helder was, 
en dan waren er periodes dat die de weg kwijt was. En als ze natuurlijk 
op zo’n moment vragen van wat wilt ge? Ja. Dan krijgt ge geen eerlijk 
antwoord. Maar als ge dat een uur later of een dag later zou vragen, 
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dan zou je wel een antwoord krijgen. Dus het is natuurlijk heel moeilijk 
om te bepalen, wanneer zijt ge wilsonbekwaam, en is dat, dat is geen 
continuïteit, allez dat is niks dat… 

Participant: Ups and downs hè. 

Spouse: Dat is met ups and downs, ja ge moet dat vragen op ne 
moment dat hem dat nog wel kan, en ja, wie bepaalt dat?” (Couple in 
which the husband is recently diagnosed with Alzheimer disease) 

Participants trusted the healthcare professionals to decide themselves if and 
when the assessment is necessary.  

When it comes to criteria that could serve to prompt an assessment of the 
decisional capacity, participants had several suggestions. Participants 
insisted that these elements could not be taken as such to declare that the 
decisional capacity of the person is limited or inexistant but should be 
considered as “attention points” or “alarm signals” that there may be a need 
(or not) for this assessment.  

On the one hand, in the interviews, participants identified criteria that could 
serve as alarm signals that incapacity is at stake and there may be a need 
for assessing the decisional capacity. The participants cited: changing of 
habits, refusing doing daily activities, rejecting medication, interrupting a 
treatment or being aggressive. But, for the participants, these criteria should 
always be considered in the social context in which they occur (e.g. 
dynamics within a family). Moreover, the participants insisted that the 
professionals should explore the rationale and motivations to understand 
why the person has changed as it may be for reasons that are not related to 
the disease.  For the participants, this is even more important when the 
(decision for) assessment is based on indirect information, that is not 
collected on patient bedside such as after a call of the family or reading a 
patient letter found while searching the room. 

“Si on revient aux troubles bipolaires que je connais et la 
psychoéducation, on a le signal d'alarme, des signaux d'alarme qui 
peuvent être communiqués effectivement aux intervenants. Et on a 
même des choses qui viennent avant, […] des prodromes, enfin il y a 

des personnes qui se rendent compte qu’ils mettent leur jeans rouge 
chaque fois que ça part vers le haut, enfin un peu des habitudes. Moi, 
je sais que quand je commence peut-être à ne plus me cuisiner des 
trucs ou avoir difficile à aller faire mes courses, c'est pas un 
symptôme spécialement de dépression, enfin voilà et euh. Et quand 
ça va mieux, je me dis "ah tiens, je vais un peu regarder ce qu'il me 
reste dans le frigo, faire une soupe ou faire un cake ou des bêtises 
comme ça". Donc ça, c'est, voilà, tous ces éléments. Quand on 
connait la personne, ils sont importants. Y a les proches aussi hein, 
parce que tout à l'heure, j'avais ça en tête, voilà, des proches peuvent 
être très bien placés pour, qui sont bienveillants et, qui sont parfois, 
hyper vigilants aussi parce qu'ils sont, ils ont tellement peur de revivre 
des crises qu’ils interprètent la moindre chose comme inquiétante 
donc ça.”(Person living with a bipolar disorder) 

On the other hand, participants reported that when they were able to ask for 
help or accepting the treatment they were more likely to be considered 
capable by the healthcare professionals or the relatives. In these situations, 
this should be, for the participants, considered as signs that an assessment 
of the decisional capacity is less, even not, necessary. But, again, as 
reported by the participants, criteria such as asking for help, being compliant 
or discussing the treatment should be not be taken alone to decide that there 
is no need for an assessment of the decisional capacity. As said by MHP 
participants, the context of the forced hospitalisation could give a false 
impression of patient cooperation.  

“S'il faut toujours être derrière la personne pour qu'elle le fasse, le jour 
où […] on n'est pas derrière, elle le fera peut-être plus. Il y a beau 
dire, moi je pense qu'il y a beaucoup de gens qui prennent leurs 
médicaments quand ils sont hospitalisés mais quand ils sortent, ils ne 
les prennent plus à un moment donné ou l'autre. Et c'est la rechute. 
Donc si on doit toujours être derrière, c'est pas spécialement bon 
signe non plus.”(Person living with a schizoaffective disorder) 
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8.5.3 Actors of the evaluation 
In the interviews, two categories of actors could be distinguished: those 
who participate to the evaluation and those who should take the final 
decision about the result of the assessment, i.e. those endorsing the 
responsibility of declaring the incapacity of the patient. 

Who should participate to the evaluation? 
From the interviews, it emerged that PwD and MHP persons should always 
be involved in the evaluation in case the decisional capacity has to be 
assessed. Participants reported experience of evaluation conducted by 
medical specialists alone, without their presence or their substitute decision-
maker. Participants, especially PwD patients, reported a form of self-
assessment based on their experience of progressive decline in cognitive 
functioning (e.g. longer time for comprehension, problems with short term 
memory).  

Participants also reported that their family and relatives also play a role in 
the evaluation of the decisional capacity. For the participants, the 
involvement of their family should be subjected to their agreement and they 
have to be present when the family is consulted. Participants estimated that 
only the trust person should be consulted as they also acknowledged that 
the family could go against their will. From the interviews, it also emerged 
that family and relatives however are still under involved in the assessment 
of the decisional capacities of the patients which could have negative 
consequences on the accompaniment of the patients.  

“Et j'ai entendu beaucoup de témoignages de proches qui parlent de 
situations similaires où il y a des couacs, où il y a les proches parfois 
[qui] ne sont pas entendus alors qu'ils donnent des informations très 
importantes parce qu'ils vivent avec le patient ou avec la personne. 
Et ils sont pas, parfois pas écoutés. Et ça, après ça a des 
conséquences désastreuses parce qu'on les a pas écoutés au 
départ.”(Partner of a person living with a schizoaffective disorder, 
active in a patient association)  

Involving the different professionals active in the follow-up and the treatment 
was reported by MHP participants. They cited, among others, the GP, the 
psychiatric mobile team, their treating psychiatrist, or the nursing staff of the 
psychiatric ward as important to be associated to the assessment process. 
For the PwD participants, the neurologist was the most frequently cited 
professional and, to a lesser extent, the GP.  

“Ja, dat is toch wel een samenwerking van een multidisciplinair 
overleg met de psychologen daar hè, de psychiater en de verpleging 
eigenlijk, dus eh 't is eh niet, u beslist eh van door iemand alleen 
eigenlijk, is het wel, moet wel door samenspraak met verschillende 
organisaties zijn, vind ik persoonlijk. En ook dat de familie wel d'r bij 
betrokken wordt, dat vind ik wel heel belangrijk.” (Person F living with 
a bipolar disorder) 

MHP participants also reported that the experts by experience should be 
associated to the assessment as they could bring a different perspective and 
facilitated the dialogue between the patients and the professionals. 

“Mais moi je trouve que la discussion est importante et ce qui est 
important, c'est le pluridisciplinaire. C'est-à-dire que moi j'ai ma 
psychiatre, mais j'étais hospitalisée, c'était bien qu'elle parle avec les 
infirmières, qu'elle parle avec les différents métiers présents dans 
l'hôpital. Donc il y a le dialogue entre le professionnel et le patient et 
il y a aussi la communication entre les professionnels qui s'occupent 
du patient.”(Person living with a bipolar disorder) 

“En ik weet dat ze in Geestelijke Gezondheidszorg Centra doen ze zo 
intakegesprekken waar ook een ervaringswerker bij zit. En ja, vanuit 
mijn tunnelvisie als ervaringswerker zou dat misschien wel een 
meerwaarde kunnen zijn als daar iemand zit die ongeveer iets 
gelijkaardig heeft meegemaakt. […] Ja, awel ja, zoals ik werk. Ik heb 
zelf op de stoel van de patiënt gezeten en dat is toch een ander 
contact. […] Ik vergelijk dat altijd met als ge iemand verliest die ge 
doodgraag ziet. Uhm ge kunt daar gemakkelijk over praten met 
iemand die hetzelfde heeft meegemaakt. Ik zeg daarom niet dat dat 
beter is dan een gesprek met een psychiater, ik zeg gewoon dat dat 
anders is. Dat vind ik belangrijk. Allee, moest dat een psychiater met 
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een ervaringswerker zijn, ik zou dat wel [ideaal vinden]” (Person C 
living with a bipolar disorder) 

Who takes the final decision? 
In the interviews, participants endorsed their referent healthcare 
professional to take the final decision about their decision capacity, either 
the psychiatrist, either the neurologist. Participants declared that the family 
could take the final decision but should be entrusted to do it.  

8.5.4 Communication of the results of the evaluation  
Once the evaluation is done, an important step is to communicate the results 
to the patient but also to other actors who may be impacted by the result of 
the evaluation such as the GP. 

In the interviews, participants declared that the results should be 
communicated to the patient during a face-to-face meeting, even when the 
professionals estimate that the decisional capacity of the person has been 
declared limited or absent. The participants declared that the communication 
should be done by the professional who conducted the evaluation, 
eventually with the support of a third party entrusted by the patient (e.g. a 
psychologist, a member of the nursing staff, a member of the patient 
association or an expert by experience). A written trace of the evaluation 
should also be kept: participants suggested to keep it in their global medical 
record. 

“[…] Oui [il faut me communiquer les résultats de l’évaluation], parce 
que ça touche à tout. À partir du moment, s'il y a les confusions et 
l'incertitude qui est là, ça touche [tout]. Pour le moment je conduis ma 
voiture sans problème mais je crois que, comme je l'ai dit tantôt, c'est 
mon épouse qui va canaliser ça dans un premier temps et mes 
enfants qui me voient, on se voit quand même assez régulièrement. 
Mais le jour que je pourrai plus prendre de décision, ça veut dire que 
je n'aurai pas d'autre choix que d'accepter [que je ne pourrais plus 
tout faire].” (Person living with a Alzheimer disease, married with 
children and grandchildren) 

Participants also reported that they should have access to the results and 
that the communication of the results should be done upon the request of 
the patients themselves. For the participants, access to the results could be 
granted to the healthcare professionals currently caring for the patients, 
even if not belonging to the service who performed the evaluation (e.g. 
psychiatric mobile team, GP).  

Participants however declared they wished to decide who should / could 
have access to the assessment (e.g. among family members or other 
services).  

The timing of the communication was perceived as important for the 
participants: for the MHP patients, the results should already be 
communicated during the crisis or immediately after the crisis so that the 
patients better understand the next steps in their treatment.  

8.5.5 Consequences of the evaluation 
Once the evaluation is done, this may lead to several consequences for the 
patients, its relatives and the healthcare professionals: these consequences 
could be either negative or positive. Participants however did not report the 
consequences of such assessment as none of them reported having been 
formally assessed regarding their decisional capacity. What we could 
observe, is that the diagnosis in itself has more impact on the perception of 
decisional capacity by the patient or other persons surrounding the patient 
(family, colleagues, notary, …) than the actual evaluation of the decisional 
capacity. An dementia diagnosis usually led to numerous administrative 
procedures to anticipate the loss of decisional capacity (managing bank 
accounts, organising succession, etc). 
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Key points on the evaluation of the (in)capacity 

• Decisional capacity should first be assessed through a face-to-
face dialogue between the patient and a referent healthcare 
professional.  

• For each person, there should be personal “alarm signals” that 
should call for an evaluation of the decisional capacity. These 
alarm signals should always be considered in the context in 
which they occur. Elements that are not directly shared by the 
persons themselves should be validated with the persons.  

• All the professionals involved in the regular follow-up of the 
persons should be consulted. The long term relationship 
between the person and this treating care professional 
facilitated the assessment of changes in decisional capacity. 

• Families and relatives should also be consulted: the patients 
should be informed that their relatives are consulted and be 
present during the consultation as much as possible. 

• The assessment should be done at regular intervals, with 
different interlocutors. 

• The results of an assessment should always be communicated 
to the patients, even when the patient is considered as 
incapacitated. 

• The patients should be allowed to chose who receive the results 
of the evaluation, especially regarding their family members and 
relatives. 

• The results of the assessment should be kept in the patient 
health record. 

 
a  Advance care planning (ACP) can be described as a continuous process of 

consultation between healthcare providers, patients and their 
relatives/representatives about the goals and desired direction of the patient's 

8.6 Part 3 - Solutions to restore and maintain decisional 
capacity 

Various solutions emerged from the experiences of the participants and their 
relatives during the interviews. Some of the solutions may thus be already 
implemented but poorly disseminated or the participants are not aware of 
their existence as it was observed with the crisis cards for the MHP French-
speaking persons. Moreover, participants may refer to these existing 
solutions in their own words. None of the participants used the term 
“advance care planning” or “advance directives” although elements in their 
interviews could point to such solutions.  

8.6.1 At patient level 

Advance care planninga 
Crisis plans are part of the healthcare plan of a patient: it includes what to 
do when the MHP person has a mental health crisis. These crisis plans 
usually include warning signs, actions to prevent the escalade of crisis and 
actions to be done when the patient is in crisis. The crisis card accompanies 
the crisis plan in a more practical format (e.g. to be kept in a wallet) and 
contains basic information to care for the patient in crisis 100. 

Action plans have usually a broader spectrum than crisis cards. These 
action plans could also include advance directives, that is declarations by 
patients, made in advance of a situation in which they may be incompetent 
to decide about their own care, stating their treatment preferences or 
authorizing a third party to make decisions for them. (definition retrieved 
from the Bioethics Thesaurus of MedLine 101).  

It should be noted that none of the participants used the term “directives de 
soins anticipées” or “vroegtijdige zorgplanning” although elements in the 

(end-of-life) care in the event that the patient becomes incapacitated and is 
no longer able to decide for himself. For this report crisis planning is seen a 
part of advance care planning.  
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discourses of the participants correspond to the definition of the advanced 
care planning.  

A difference was found in the interviews regarding the action plans and/or 
crisis plans as solutions to maintain or restore their capacity. On the one 
hand, participants spontaneously proposed it. In these situations, the cards 
or plans were brought up to the patient by a referent healthcare professional, 
a patient association, a sickness funds or an expert by experience. On the 
other hand, participants were not aware of these crisis cards. When directly 
asked about by the interviewers, participants valued it and estimated that it 
could/should be a solution to be developed. Participants also said it could 
be better accepted if proposed by a third party. 

• Content 

Participants suggested a wide range of information that could (or should) be 
included in the crisis card / action plan: from practical information (current 
treatment, comorbidities, contact person, referent healthcare professionals, 
daily habits and routine) to patient preferences about healthcare 
professionals, services or treatments. PwD participants also discussed the 
action plan as a support for their decisions about end-of-life, euthanasia or 
therapeutic supports: these action plans could be then envisioned as 
advanced directives rather than a personalised healthcare plan. For MHP 
patients, the crisis card should contain the clinical pattern when in crisis and 
the triggers of the crisis as well as practical actions to be done (e.g. bringing 
their children to a preidentified person). The support of a close relative, of a 
healthcare professional or an expert by experience was valued by the 
participants to help them developing the plan or the card. 

“Ik heb wel een crisiskaart op zak en daar staat enkel wie mijn 
psychiater is, mijn psycholoog en mijn vertrouwenspersoon met de 
telefoonnummers erbij. En welke medicatie dat ik neem en in welk 
ziekenhuis ik behandeld word [of] wil worden. Dus dat zit in mijn 
agenda. Dat heb ik altijd op zak.”(Person H living with a bipolar 
disorder) 

• Use of the plan or the card 

As this document contains personal and somehow confidential information, 
participants estimated they should choose who should have access to it (and 
who should keep it), especially for MHP persons when considering their 
relations with the family.  

Participants reported that the (referent) healthcare professionals, the 
psychiatric mobile team, the home nurses, the GP…could access it and, 
under some circumstances, keep it for them. Including it in the patient health 
record was suggested by participants as way to make it more accessible. It 
was also suggested by MHP persons that the police should have access to 
the crisis card (e.g. via the ID card of the person) as they (or the ambulance 
services) often are in first line when it comes to managing the crisis in public 
space.  

“J'ai pas eu des bonnes expériences avec la police spécialement. 
C'est-à-dire que, quand j'étais dans ma crise paranoïaque, j'avais 
appelé la police […] quand j'arrivais pas à rejoindre l'hôpital parce que 
chaque fois que j'ai essayé de rejoindre l'hôpital, il y avait quelqu'un 
pour me barrer la route et pour risquer de me tuer, donc je m'éloignait 
de plus en plus de l'hôpital psychiatrique. Et, du coup, j'ai appelé la 
police pour qu'ils viennent me chercher où j'étais. Mais là, pendant le 
trajet, pour me conduire à l'hôpital, j'avais demandé s'ils pouvaient me 
conduire à l'hôpital psychiatrique, ils ont commencé à me faire peur, 
à me dire "oh on va t'emmener chez quelqu'un" et cetera. Non, moi 
j'ai commencé à me dire "ça y est, les fachos m'ont capturé". Donc 
j'ai commencé à paniquer. Et alors ils m'ont pas amené à l'hôpital 
psychiatrique comme j'avais demandé mais ils m'ont mis en prison. 
Et, là en prison, j'avais l'impression qu'on allait me tronçonner. […]. 
Au cachot, oui, oui. Il a fallu des heures avant qu'un médecin arrive 
sur place. Donc, pour moi, ces policiers-là étaient vraiment pas 
corrects du tout. Par contre, d'autres policiers étaient corrects. Donc 
si [la carte de crise] c'était donné à la police, peut-être qu'il y aurait un 
peu plus de, comment dire, de respect de leur part puisque il y aurait 
officiellement un papier qui spécifie que je suis psycho, schizo-affectif, 
que j'ai des problèmes psychiatriques et cetera et que je ne suis pas 
considéré comme une personne qui chercherait des noises. Donc je 
pense que c'est possible qu'à ce moment-là si la police l'avait en 



 

252  Decisional capacity KCE Report 349 

 

main, qu’il y aurait des attitudes un peu plus correctes, je 
pense”.(Patient living with a schizoaffective disorder) 

“Ik vind dat een heel goede tool, maar het moet dan ook eh jaarlijks 
herbekeken worden, dus allee, jaarlijks opnieuw herbekeken worden 
en het moet ook, er moet ook rekening mee gehouden worden. En in 
de praktijk, als er geen plaats is in [plaats], dan gaan ze mij niet naar 
[plaats] brengen, dus... En ik kan er wil inzetten: Ik wil niet in de 
isoleercel. Maar dat gaat niet veel uitmaken als zij vinden dat ik in de 
isoleercel moet zijn en zo. Dus, ja.”(Person G living with a bipolar 
disorder) 

• Facilitators 

To support the development and the respect of the plan / crisis card, the 
participants identified several facilitators. 

For the participants, especially for the PwD, they need to take time and 
reflections to develop the plan in order to ensure its quality and relevance in 
accordance to their needs and values. But it should be, for the participants, 
discussed as soon as the diagnosis is confirmed. They also need to update 
it regularly. It appears from the interviews that participants who already 
discussed what they call “action plans” or “crisis card”  (that could be 
understood as form of advance care planning) have somehow accepted 
their diagnosis and acknowledge they need help to cope with their disease. 
Before initiating such a solution, we could then hypothesize that the persons 
need to be clearly informed, even trained, about the disease, its 
consequences and how to manage it. 

The development of the plan/card could be helped by having a trust person 
who, for the participants, will be also responsible for enforcing it. Besides, 
the participants insisted that all the persons identified in the plan need to be 
informed about their role. Discussing the plan with the family or explaining it 
to the family once done were also identified in the interviews as facilitating 
the development and the respect of the plan.  

As some plans include major decisions, i.e. regarding euthanasia or end-of-
life, participants also suggested a legal registration of the plan.  

• Consequences 

From the interviews, it appeared that participants (and their relatives) 
perceived that having a plan is comforting. This comforting aspect is 
explained by the fact that the participants had an opportunity to formalise 
their needs and preferences and their relatives were duly informed about it, 
preventing them to make inappropriate decisions. For the participants, it was 
also a way to preserve their dignity and humanity, even at the moment that 
they will be incapacitated by explicitly expressing their values and 
preferences. For the participants, the plan could facilitate the self-monitoring 
and serve as a basis for the evaluation of their decisional capacity as a form 
of template or guidelines for the healthcare professionals. 

PwD patients however have different perspectives on the non-binding 
aspects of such an advance care planning. On the one hand, participants 
declared that when the professional (or the trust person) has to make a 
decision, they should take into account the expression of the patient in real 
time. On the other hand, participants also declared that at the moment of 
decisional incapacity the procedure as declared in the advance care 
planning should be executed.   

“Personnellement je choisirais l'avis de la personne au moment 
même […] Parce qu'en réalité c'est pour son bien […] Parce qu’elle a 
une maladie donc parfois avec la maladie d'Alzheimer, un jour c'est 
blanc, le lendemain c'est noir. “ (Person living with the Alzheimer 
disease, married, with children) 

“Ik zou wel willen dat de wilsbekwaamheid een keer dat je zegt van 
kijk, ik wil er niet meer zijn dat moment, als die dementerend wordt, 
dat er daar echt rekening gehouden mee wordt. Eh, zoals mijn 
kinderen heb ik al ingelicht van, kijk, als mama ooit dementerend 
wordt, dan wil ik een spuitje krijgen. Ik zei ook van dat is niet omdat ik 
dan een last voor jullie ben, dat niet, maar dat is gewoon voor mezelf, 
omdat ik niet meer alles wil meemaken van vroeger. Ik wil niet meer 
in dat leven stappen. Dus het, ik kan dat niet meer aan. Dus ik wil er 
niet meer zijn dan. En ik hoop dan echt dat ze mij laten inslapen en 
dat zij mij niet levend houden. Ik zou toch willen dat ze mijn papier 
volgen. […] En ik zou ook willen van dat, nog heden is dat zo van eh, 
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als ge dat opstelt dan duurt dat maar vier jaar en dan moet ge dan 
weer opnieuw vernieuwen. Dus ik zou willen eigenlijk dat er een wet 
komt van, als je dat opgemaakt hebt, dat dat blijvend is. En niet dat je 
dat iedere keer moet vernieuwen”. (Person F living with a bipolar 
disorder) 

For the MHP persons, the crisis plan could also prevent the inadequate 
management of the situations by the first line responders as the police 
officers. Contrary to the PwD participants, the MHP participants were 
therefore afraid that the plan will not be respected by the relatives or the 
healthcare professionals. Participants said that they had no guarantee that 
this will be the case. In our sample, those who already had a crisis plan had 
no experience of crisis and incapacity since the step up of their crisis card.  

“Ik heb regelmatig crisisplannen gemaakt, maar de crisissen uitten 
zich altijd een beetje anders. Of het is dan zo lang geleden dat het 
niet meer klopt wat erin staat bijvoorbeeld, of... […] Ik vind dat een 
heel goede tool, maar het moet dan ook  jaarlijks herbekeken worden, 
en er moet ook rekening mee gehouden worden. En in de praktijk, als 
er geen plaats is in [naam van het ziekenhuis 1], dan gaan ze mij niet 
naar [een andere ziekenhuis] brengen, dus. En ik kan er wil inzetten: 
Ik wil niet in de isoleercel. Maar dat gaat niet veel uitmaken als zij 
vinden dat ik in de isoleercel moet zijn en zo.”(Person G living with a 
bipolar disorder) 

According to the participants, making a plan helps to identify the support 
network and, when needed, to bring additional human and/or material 
resources into the accompaniment of the patients. As pointed out in the 
interviews of the MHP patients, isolated persons need to receive more 
attention as they have no relatives that could help, even protect them, in 
their mental health care trajectory. Efficacy of such a crisis plan, depends 
also on the actual implementation of the plan in the daily life of the patient, 
for example involvement of the social environment of the patient.  

“En ik moest dan verhuizen naar een nieuwe buurt omdat het ouderlijk 
huis, het huis wat dat wij samen deelden toegewezen werd aan mijn 
ex-echtgenote. In een totaal nieuwe omgeving ben ik dan met mijn 
dochter eerst langs geweest. Van: dit is mijn dochter, dit is mijn 

dochter, dit is mijn dochter. Ze was toen acht jaar. En dan ben ik 
achteraf nog een keer bij al de geburen langs geweest van: als zij 
komt zeggen van mijn papa doet een beetje raar dan moet ge dus dit 
nummer bellen en dat is dat van mijn broer. En dit nummer is het 
tweede nummer, dat is dat van mijn vertegenwoordiger. En die… 
Allee, dus ik ben overal gaan toegeven dat ik manisch depressief was 
eigenlijk in heel de buurt. Ja, ja. Ja, dat is gewoon een gevoel van 
veiligheid die ge creëert. We hebben die alarmbel nooit moeten 
gebruiken.” (Person D living with a bipolar disorder) 

Despite its potential positive effects on the preservation of their decisional 
capacity, for the participants, the drafting of a plan should not be imposed to 
the patients as it may not be adapted to the needs and preferences of the 
patients. Moreover, drafting such kind of plan or crisis card appears to 
require that the person accepts being in need for help, knows the alarm 
signals and is able to discuss it with those who will have to put the decisions 
into practice.  

“[le plan de crise] doit rester tout à fait volontaire. Il faut que les 
personnes prennent conscience aussi des risques de l'impact sur les 
proches.” (Person living with a bipolar trouble, formerly diagnosed as 
maniac depressive disorder) 

Informing and educating the patients and the families 
Participants would like to obtain more information about their diseases and 
the treatments for them but also for their relatives. For the participants, 
information about treatment and diseases is difficult to find and assessing 
its quality depends on the patient personal health literacy. They also need 
to be better informed about their rights as patients: we could observe that 
participants were not aware that they are allowed to consult their personal 
health record. For MHP persons, they were also in need to be helped in 
choosing their healthcare professionals, including criteria and questions 
they have to discuss with the professionals.  

“C'est vraiment d'aller chercher les différents critères sur [la] base 
desquels [on doit choisir son médecin]. Qu'est-ce que vous pourriez 
conseiller à une personne qui doit choisir un psychiatre ? Ou alors 
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quelles sont les questions auxquelles elle doit être attentive. […] 
Comment je le contacte en cas d'urgence ?[…] ” (Person living with a 
bipolar disorder) 

“Volgens mij moet er veel meer sensibilisering naar 
vertegenwoordigers gebeuren. Dat is één van de patiëntenrechten en 
constant wordt daar geen gebruik van gemaakt. Dus ik heb nu het 
verstand gehad van een vertegenwoordiger aan te stellen. Maar daar 
wordt, daar wordt gewoon geen gebruik van gemaakt. Dus de 
merendeel van de psychotische hebben geen vertegenwoordiger. En 
ja, ik vind dat echt een groot gemis eigenlijk. Eh omdat dat ook kan 
helpen in stabilisatie, in het zoeken naar eh… Allee, dat 
veiligheidsgevoel dat daar uit gecreëerd wordt gaat ook… Dat wordt 
dan een selffulfilling prophecy maar in omgekeerde zin eigenlijk 
hè.”(Person D living with a bipolar disorder) 

In their interviews, MHP participants pointed out the benefits of being able 
to recognize a crisis as a way to preserve their capacities. As experienced 
by MHP participants, this could be achieved through psychoeducation, that 
should be systematically organised for all MHP persons. According to 
participants, psychoeducation could also help MHP persons to better 
acknowledge their disease. MHP participants also suggested this training 
for their relatives, also to support their role in detecting the prodromes of the 
crisis. For MHP participants, the training should also take into account that 
the relatives could be minor children who play a role in the early detection 
of the problem.  

“Mijn dochter kreeg ook op acht jaar een gsm en zo. Dus eh 
tegenwoordig zijn ze daar allemaal heel rap bij. En dus die kreeg dan 
ook de nummer voorgeprogrammeerd. Eigenlijk plaatst ge daarmee 
een beetje eh verantwoordelijkheid maar als ge dat op een speelse 
manier doet denk ik dat dat eigenlijk wel het beste is eigenlijk bij een 
achtjarig kind hè. Dus eh, ja. Plus zij is niet opgeleid om te zien of dat 
papa gewoon een beetje zot doet of, of helemaal aan het doorjagen 
is hè. Dat eh dat is, daar is ze niet voor opgeleid natuurlijk hè.” 
(Person D living with a bipolar disorder) 

Peer-educators could also play a role in such training, e.g. by stimulating 
patients in crisis or by providing health education advices. The experts by 
experience were cited as a resource for improving patient health literacy and 
supporting patient advocacy. Although experts by experience are already 
used in some (mental) health services, their implementation is not uniform 
or constraining in the Belgian health care system 99. 

The outreach teams were also identified by MHP participants as likely to 
contribute to their information, education and support. The outreach team 
could provide information and education to both patients and their relatives, 
alongside their mission of prevention and management of the crisis. Indeed, 
the outreach team were cited by the participants as one of the solution to 
provide appropriate response when in crisis and to avoid further escalation 
of the situation.  

Organising practical aspects of their daily life 
In the interviews, participants also described the personal strategies they 
have developed to cope with the disease and its consequences. As cited by 
the participants, this could consist in establishing a planning, having a diary 
shared with the professionals, adapting the house (e.g. external unlocking 
of the door), reorganising the furniture, putting every “little stuff” in sight,… 

What we could observe is that there is no unique answer to their needs but 
a wide range of strategies that should be supported and known by the 
professionals as these strategies are perceived by the patients as 
contributing to preserve their decisional capacity. In that sense, the model 
of the personalized health care planning could serve as template for a better 
integration of the patient’s personal strategies. According to Coulter et al 
(2015), personalized care planning is “a collaborative process used in 
chronic condition management in which patients and clinicians identify and 
discuss problems caused by or related to the patient's condition, and 
develop a plan for tackling these. In essence it is a conversation, or series 
of conversations, in which they jointly agree goals and actions for managing 
the patient's condition” 102. A ‘nazorgcontract’ could be seen as a 
personalized health care planning, under the condition that it is well 
discussed with the patient and includes the patient’ preferences. 
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[zeggenschap in inhoud van nazorgcontract?] “Nee, dat werd gewoon 
beslist. Dat was gewoon te tekenen. Ik vond het altijd wel redelijk, 
maar dat was niet in onderhandeling, nee, nee. Daar stond gewoon 
in: je woont op dat adres, dat is uw dagactiviteit en dat is de medicatie 
die je neemt en je gaat naar de psycholoog en de psychiater. Dus ja. 
Maar ik vind dat geen slechte tool eigenlijk. Het is een houvast als 
patiënt, want hé, je gaat op ontslag, je hebt dat nazorgcontract en dan 
is dat zo van oké, als ik dat en dat allemaal doe, dan kan ik erin lukken 
om de procedure uiteindelijk te kunnen afronden hè. […]  en kan ik 
mijn leven weer voort zetten eigenlijk.” Dus ja, ik vind dat zo slecht 
nog niet.”(Person H living with a bipolar disorder) 

8.6.2 At institutional level 

Improving the interprofessional concertation 
Participants pointed out the need for a better concertation between 
healthcare professionals, especially between the hospital and the primary 
care. Professionals of the primary care are often more knowledgeable about 
the patients, their social network and context: for the participants, they need 
to be involved in the discussions about the incapacity (not only the GP but 
also psychologist, home care nurses…). 

Improving training of professionals 
Both PwD and MHP participants suggested improvement in the training of 
healthcare professionals about the different treatments and care options 
(not only medicines but also non-pharmaceutical therapies). They also 
pointed out that the healthcare professionals lack of information about the 
system of “administration provisoire / voorlopige bewindvoering” and its 
consequences on the patient health decisions. 

MHP participants reported the need to improve the training of the police 
as they were often confronted to them when in crisis. For the participants, 
the police officers should, at minimum, be informed about the psychiatric 
diseases and the psychiatric crises. Ideally, police officers should be able to 
cope with such patients until the persons are safely brought to the hospitals. 
This solution could appear distant from the issue of the decisional capacity. 

However, thorough the interviews, we could observe that, when the police 
officer is able to acknowledge that the person has a psychiatric problem, the 
police officer is more likely to take actions to orient the person to healthcare 
services, thus respecting the needs and preferences of the person, rather 
than taking safety measures. In other words, it appears “comforting" for the 
MHP persons to know that the police officers know they have a psychiatric 
problem and take it into consideration when taking actions. It could also help 
the police officers to mobilise appropriate resources to respond to the 
situations where psychiatric persons are involved instead of calling for a 
hospitalisation under constraint.  

For the PwD participants, the challenge of training concerned the familial 
assistants. According to the participants, they are insufficiently aware of the 
diseases but also of the constraints and needs of PwD (i.e. importance of 
the routine for an Alzheimer patient). PwD participants also wished a better 
follow-up of the work done by the familial assistants. 

Diversifying activities at the hospital 
MHP participants had experiences of hospitalisation in various settings: 
according to the patients, if some services were offering activities perceived 
as diversified and comprehensive, this was not always the case. For the 
MHP participants, having access to a diversified panel of activities needs to 
be the rule rather than the exception as, for them, it is part of their recovery. 
By being able to exert their preferences and needs, they felt this could be a 
way for them to exercise their decisional capacity in a timely manner, that is 
making decisions that have a direct consequence. They declared that having 
access to activities matching their preferences is also likely to help them to 
continue the activity once discharged. 
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8.6.3 At political level 

Redefining the framework of hospitalisation under constraint, 
contentions and isolation 
Hospitalisation under constraint, chemical and/or physical constraints and 
isolation were perceived by those having experienced it as negative, even 
traumatic experiences. For the MHP persons, these were illustrations of the 
“absolute power” of the healthcare professionals. MHP even reported what 
they perceived as abusive use of chemical constraint or isolation. This is 
why participants suggested a clearer definition of the rules and an 
improvement of the isolation conditions as well as a revision of the 
hospitalisation under constraint as defined by the Law of 1990. They 
suggested, i.e. a systematic feedback about the rationale of the isolation or 
the constraints or a presence of a healthcare professional in the isolation 
room to reassure patients. 

If MHP participants in our sample acknowledged they were not in capacity 
to decide when in crisis, they therefore wished to be better informed about 
the rationale beyond the isolation and the constraints so they can maintain 
their trust in the healthcare professionals. Participants trusting the 
healthcare professionals declared they were more likely to accept decisions 
imposed by healthcare professionals while in crisis, felt a greater support 
from the professionals and a better respect of their preferences and 
anticipated directives when existing. 

In brief, we could hypothesize that redefining the framework of 
hospitalisation under constraint, chemical and physical constraints and 
isolation aims at guarantying an objective framework to the MHP persons 
and maintaining the trust of the MHP persons towards healthcare 
professionals.  

“[…] je pense que là où, un truc qui pourrait être important pour le 
bien du patient, c'est de définir plus les moments où on peut mettre le 
patient à l'isolement. Parce qu’un truc qui m'avait choqué  dans ma 
dernière hospi, c'est que à un moment il y a une patiente qui a dit à 
une infirmière ou une éducatrice je sais plus "tu mens" alors qu'elle 
mentait pas je pense. Et l'infirmière a pris la décision de la mettre à 

l'isolement et pour moi ça c'était pas juste, juste parce que il y a une 
personne qui s'est exprimée et qu'elle s'est trompée. Ok […] c'est pas 
toujours plaisant d'entendre que quelqu'un nous accuse de mentir, 
mais [..] enfin là ça peut aller trop loin quoi, ça peut vite mener à des 
abus d'autorité, que quelqu'un puisse décider de mettre quelqu'un 
d'autre à l'isolement […] juste parce qu'elle l'a touché 
personnellement quoi.” (Person living with paranoid psychosis and 
addiction to cannabis) 

Systematically involving patient associations 
Systematically involving patient associations, or at least a regular 
concertation between the policymakers and the patient associations, was 
perceived by the participants as a way to ensure the respect of the patients' 
capacities . As the patient association could expose the current practices 
and challenges from the patient perspective, their contribution to political 
debate is of the utter most importance as reported by the participants.  

“Je trouve qu’il faudrait que les politiques accueillent plus souvent des 
représentant de patients. On a, par exemple, la [LUSS], la [LUSS] qui 
regroupe 80 associations actives dans les soins de santé. Mais je 
trouve que les politiques devraient davantage rencontrer ces 
représentants de patients pour prendre le pouls de la réalité de 
terrain.” (Person living with a bipolar disorder) 

Developing alternative residential solutions 
Alternative residential solutions were perceived by PwD participants as more 
supportive regarding the capacities of the patients. These facilities were 
described as collaborative, with an emphasis on the patient participation and 
the respect of the remaining capacities of the persons. The model of the 
“cantou”, a form of special care units for dementia individuals with 
behavioural problems, was cited by the participants. As defined by Barreto 
(2020), « le concept CANTOUS vise à la création d'un lieu de vie 
communautaire pour des personnes en perte d'autonomie, notamment des 
personnes atteintes de la maladie d’Alzheimer. Par la création d'un 
environnement protégé et sécurisant, ce modèle cherche à promouvoir une 
autonomie collective et individuelle. Ce sont des unités spécialisées de 10 
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ou 15 personnes maximum. Elles rassemblent des résidents ayant des 
profils aussi homogènes que possible. Chaque personne a sa chambre et 
la vie commune s'organise autour d’une salle de séjour, large et polyvalente, 
dans laquelle se déroule la plupart des activités sous l’encadrement du 
personnel soignant. »a (Repris de Barreto 2020, page 1103). 

Key points on solutions to restore and maintain decisional capacity 

• Crisis cards and advance care plannings are identified in the 
interviews as two solutions that could restore or maintain the 
decisional capacity of the patients. Crisis cards and advance 
care plannings should be discussed with the persons and those 
directly impacted by its content to ensure the respect of the 
decisions and preferences. The patients should decide who 
have access to it.  

• The binding character of such documents is unclear: 
participants however prefer considering it as guidelines and 
that the final decision should take into account the context, the 
evolution and any other relevant information.  

• Having a trust person is a way of ensuring the respect and the 
reinterpretation of the crisis card and the advance care 
planning. For isolated patients, this kind of solutions may 
require first the set-up of a efficient support network in which 
the patients have trust. This could be helped by drafting the 
patient social network. 

• Crisis cards and advance care plannings should be 
systematically discussed but should not be imposed to the 
persons. To be effective, the patients must first accept and 
acknowledge their diagnosis and the problems they may face in 

 
a  The CANTOUS concept aims to create a community living space for people 

with a loss of autonomy, in particular people with Alzheimer's disease. By 
creating a protected and secure environment, this model seeks to promote 
collective and individual autonomy. Specialised units are organized for 10 or 

the future. This requires a form of acceptance of the disease 
which could be supported by psychologists. 

• Informing and educating the patients and the families 
contributes to the restoration and the preservation of the 
decisional capacity: this could be achieved through 
psychoeducation, involving experts by experiences and/or 
patient associations, and improving the health literacy of the 
patients.  

• Organising practical aspects of their daily life is a key 
component of the preservation of the decisional capacity as it 
allows for “controlling” concrete and tangible activities, with a 
short term effect. Patient’s personal strategies should be known 
and respected by those caring for the persons: this could be 
achieved through personnalised healthcare planning.  

• Improving the training of police officers may support the respect 
of the patient preferences and needs when in crisis by better 
orienting the patients to healthcare services instead of taking 
safety-oriented measures such as putting persons in jail or 
calling for a forced hospitalisation.  

• MHP participants pleaded for a redefinition of the framework of 
hospitalisation under constraint, chemical or physical 
constraints and isolation, especially by systematically 
informing the patients about the rationale for such decisions. 
This solution was proposed as a way to reassure the patients 
that every decision of forced hospitalisation, chemical or 
physical constraints / isolation, is justified. For the participants, 
this is a guarantee that , while incapacitated, they will still be 
treated as humans.  

15 people maximum. They bring together residents with homogeneous 
profiles as possible. Each person has his or her own room and shared life is 
organised around a large, multi-purpose living room, where most activities 
take place under the supervision of healthcare staff. 



 

258  Decisional capacity KCE Report 349 

 

• The patient associations should be better involved in the 
policymaking process. For the participants, this one way of 
ensuring that the decisional capacities of the patients are not 
only discussed by professionals but also by those directly 
concerned by the issues.  

•  Developing alternative residential solutions and improving the 
training of familial assistants contribute to the preservation of 
the decisional capacity by helping the patients to stay in a 
“home-like” environment. For PwD persons, staying in a familiar 
environment with established routines is highly conforting and 
securing. Even when the persons could not longer decide, being 
in such environment and being accomapnied by trained 
personal offer the implicit guarantee they will be respected in 
their decisions. 

8.7 Limitations of the analysis and potential bias 
As voluntary recruitment through the patient association and the social 
media was not successful, healthcare professionals were solicited to support 
the recruitment: there may have been a selection bias as the patient 
associations and the healthcare professionals could have chosen patients 
perceived as more able to participate in such interviews (e.g. based on their 
educational level, their self-management of their perceived degree of 
decisional making). Recruitment of the patients did not follow the same pace 
between French speaking and Flemish participants. 

Due to Covid sanitary restrictions, all interviews were held online. Technical 
problems have impeded some interviews (unstable connexion, difficulties to 
use microphone or camera). Online interviews also limited the appreciation 
of the body language and face clues 104. However, Krouwel et al. (2019) 
found that online interviews and face-to-face interviews led to quite similar 
outcomes regarding the number of words and topics discussed although the 
face-to-face interviews led to a larger number of statements for the different 
topics 104. 

During the interviews, PwD persons were always accompanied by a family 
member (at the exception of one person accompanied by a member of the 
Ligue Alzheimer) while all MHP participants, but one, were alone during the 
interview. The presence of a family member may have influenced the 
discourse of the patients: they may have been uncomfortable to share 
intimate thoughts or criticise the role of their family in their decisional 
capacity. However, from the interviews, it appears that the presence of the 
family member supports the expression of the patients rather than censoring 
it. For PwD, participating in an interview on such a complex topic is a highly 
demanding cognitive task. In that sense, having a relative helping to fill the 
gaps in the patient stories and sharing its own experience was helpful for 
the researchers. Although also facing the complexity of the issue at stake 
and likely to also experience cognitive problems, MHP persons seemed to 
experience less problems in understanding the questions.  

Interviews with family members/relatives caring for the persons concerned 
would have had an added value, but this was unfortunately not possible in 
the context of this report. Yet, although we did not opt to interview relatives 
on their needs or the perceived needs of the persons they care for, they 
sometimes gave their opinion. Their reflections were integrated in the 
results, but no separate analysis was made as their interventions basically 
completed the statements of the respective patients. 

Interviews with PwD were overall shorter than those with MHP patients: PwD 
needed more rephrasing of the questions and were tired quicker than the 
MHP persons. However, the main themes emerging from the analysis of 
both types of interviews were mostly similar. As reported in the results, the 
main difference lies in the clinical pattern of the disease. MHP persons have 
already experimented incapacity during a crisis (psychotic outbreak, suicidal 
attempts). For the PwD, the decline is progressive and, at the time of the 
interview, they can only project their incapacity in the future. In these 
interviews, the discourse focuses on how to organise the daily life to 
preserve their decisional capacity as much as possible while, for MHP 
persons, the focus is how to be able to improve self-management of the 
disease.  

As the MHP persons had all an experience of being in crisis, they all 
experienced a temporary loss of decisional capacity, helping them to 
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develop strategies to cope with future crises. One may question how this 
could be achieved with patients who are not (yet) stabilised. Moreover, due 
to a potential selection bias, interviews were conducted with patients who 
were stabilised and are thus considered as in full possession of the 
decisional capacity. Two MHP persons were therefore perceived by the 
interviewer as less stabilised than the other participants (the treatment was 
not yet fixed) and it was observed they had more difficult to reflect backwards 
on their experiences. 

The whole sample included more MHP persons than PwD: this may result 
in an imbalance of the results towards the particular experiences and needs 
of MHP persons. However, triangulation of these interviews with the forum 
conducted with healthcare professionals counterbalances the relative 
weight of MHP patients. Moreover, numerous elements pointed out by MHP 
participants are likely to resonate with the needs of the PwD when facing 
situations of incapacity. In fact, elements supporting decisional capacity, i.e. 
those related to the quality of the relationship with the healthcare 
professionals, appeared to be not specific to MHP patient or PwD but also 
echoed needs of other patients such as chronic patients.  

Our sample included three experts by experience, that is patients who 
professionally share their experience with professionals in order to improve 
the quality of care. In the sample, both of them were salaried although this 
role could also be endorsed by volunteers. Consequently, these patients 
could be considered as “super patiënten”a as they have access to their 
personal experience but also to the experience of other patients due to their 
position in the institution. They also are likely to have a specific training and 
may be more aware of the institutional and political challenges when 
compared to “regular” patients. However, they were only 3 in a sample of 28 
patients, meaning that their discourse did not influence the final results but 
rather contribute to the diversity of experiences.  

Due to organisational constraints, the researcher in charge of the coding of 
the French speaking interviews was not the researcher who performed the 
interviews. As conducting the interview already contributes to the analysis 

 
a  “Super-patiënten” is a term used by patient associations.  

process, this may have complexified the coding of the interviews. However, 
the final results were reviewed by the interviewers to ensure consistency 
and adequacy. Flemish and French speaking interviews were coded by two 
separate researchers. To guarantee the quality of the coding, the coding 
book was discussed and agreed by the researchers. Regular meetings were 
held between the researchers in charge of the analysis, observers of the 
interviews and interviewers to ensure the clarity and the quality of the coding 
process. Memos were used thorough the analysis to keep tracks of the 
emerging hypotheses.  

The crisis card / advance care planning were suggested during the 
interviews as part of the topic guide: this may have influenced the place of 
these solutions in the recommendations. 
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9 DISCUSSION AND CONCLUSIONS 
This study tried to gain insight in the needs of professionals and persons 
with dementia and mental health problems related to the assessment, 
support and restoring of decisional capacity. The topic was assessed from 
different angles (literature, legal, patients’ and professionals’ point of view) 
and urged to open up the question to a global reflection on how decisional 
capacity and its consequences should be approached. In the following 
sections we give an overview of the main findings resulting from the different 
chapters of this study. Based on these results we formulate elements that 
can contribute to improvements in the policy related to assessing, supporting 
and repairing decisional capacity.   

9.1 No clarity in terminology and definition of decisional 
capacity 

A first difficulty we came across in our study is that different terminology is 
used in different domains (ethics, law, medicine,..) as well as within the 
respective domains to name the concept of decisional (in)capacity. These 
disciplines, internally and mutually, use different terms, which are in Dutch 
and French: wils(on)bekwaamheid / (in)capacité d’exprimer sa volonté, 
beslissings(on)bekwaamheid / (in)capacité décisionelle, (gebrek aan) 
beslissingsvaardigheid / (in)compétence décisionnelle, 
oordeels(on)bekwaamheid / (in)capacité de discernement, 
wils(on)geschiktheid / (in)aptitude à exprimer sa volonté, feitelijke 
(on)bekwaamheid / (in)capacité de fait, etc. In English, the terms like 
decisional capacity, decision-making capacity, mental capacity, mental 
competence, decision-making capability,…are used. This multiplicity of 
terms causes confusion, especially since there is often no clear definition of 
these concepts and the same term sometimes refers to a different content. 

 
a  T. GRISSO en P.S. APPELBAUM, ‘Comparison of Standards for Assessing 

Patients’ capacities to Make Treatment Decisions’, The American Journal of 
Psychiatry 1995, 1033; S. WELIE, Criteria for Assessment of patient 
competence. A conceptual analysis from the legal, psychological and ethical 

Although healthcare professionals in our study pleaded for the use of one 
single term, they did not agree on which term should be used. Yet, they 
agreed on the fact that the content of the term is more important than 
semantics. This report specifically covers the capacity (or lack thereof) of a 
care user to make a full-fledged decision about their care (setting) at a 
particular moment. Therefore we decided to use the term “decisional 
capacity” throughout the report.  

The Belgian patients’ rights law serves as the main law for regulations 
regarding decisional capacity related to healthcare.  The patients’ rights law 
refers (in one place) to decisional capacity (wilsbekwaamheid/capacité 
d'exprimer sa volonté (art. 14 § 1)) and in several other places, in the same 
context, to 'the ability to exercise one's rights' (art. 8 § 4 in fine and art. 14 § 
1 and 2). It can therefore be assumed that the legislator understands 
'decisional capacity' to mean 'the ability to exercise one's rights'. In contrast 
with some other countries, the Belgian Patients’ rights law does not define 
criteria for capacity or capacities/abilities a patient needs to have in order to 
be judged capable. In literature, however, there are various views as to how 
decisional capacity can be defined. There are different approaches 
going from an exclusively cognitive to an exclusively non-cognitive 
approach.  

In the cognitive approach, decisional capacity is assessed on rational 
grounds. Criteria that often recur here relate to the ability to understand, the 
ability to reason, to free will and to making and expressing a choice (see 
5.6.2.3)a. Although the four-factors cognitive approach does not explicitly 
consider the decision in relation to a person’s values, a possible 
interpretation of a person’s appreciation and reasoning could be that 
individuals take into account their underlying values and priorities and use 
these during the reasoning process to arrive at a decision. In this 

perspectives, Eijsden, 2008, 123, 
https://cris.maastrichtuniversity.nl/ws/portalfiles/portal/1463832/guid-
37200a8a-1393-4371-90ef-f57817fa02bf-ASSET1.0.pdf; F. SWENNEN, 
Geestesgestoorden in het burgerlijk recht, 701 e.v.; C. LEMMENS, 
Voorafgaande wilsverklaringen met betrekking tot het levenseinde, 163 e.v.   
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interpretation the cognitive approach implicitly includes persons’ values and 
priorities as well. 72 

In non-cognitive approaches, the cognitively assessable reasonableness 
of the patient is no longer regarded as the basis for decisional capacity, but 
what counts is the ability to steadfastly express a will and preferences, such 
as setting (life) goals, expressing the wish to live, avoiding pain, etc.a This 
will, and these preferences must be ascertained by all possible means of 
support (e.g. assistance by a person providing support). In this vision, the 
(legal) competence/capacity cannot be taken away solely because of a 
disabilityb. If individuals need help in exercising their legal capacityc, they 
must be given the support they required. This approach is put forward by the 
UN Committee on the Rights of Persons with Disabilities (see 6.8).  

 
a  M. BACH and L. KERZNER, A new paradigm for protecting autonomy and 

the Right to Legal Capacity, The Ontario Law Commission, Canada, 2010; M. 
SCHOLTEN and J. GATHER, “Adverse consequences of article 12 of the UN 
Convention on the Rights of Persons with Disabilities for persons with mental 
disabilities and and alternative way forward”, J. Med. Ethics 2018, 226-232; 
J.A. DAWSON, “A realistic approach to assessing mental health laws' 
compliance with the UNCRPD”, Int. J. Law Psychiatry, May-Jun 2015;40:70-
9; A. SMITH and D. SULLIVAN, “A new ball game: The United Nations 
Convention on the Rights of Persons with Disabilities and assumptions in care 
for people with dementia”, Journal of Law and Medicine 2012, 28-34. 

b  According to article 1 European Convention on Human Rights and the United 
Nations Convention on the Rights of People with Disabilities (CRPD) : 
“Persons with disabilities include those who have long- term physical, mental, 
intellectual or sensory impairments which in interaction with various barriers 
may hinder their full and effective participation in society on an equal basis 
with others.” Mental disabilities is understood as a broad concept that 
includes mental disorders, neurodevelopmental and neurodegenerative 
disorders, organic brain damage, learning disabilities and intellectual 
disability insofar as these conditions in conjunction with the actual social 
circumstances entail a substantial impairment in functioning”. 

Some authors do not abandon the cognitive approach but broaden it 
with the approaches based on emotions and values. In everyday life, 
people make many choices that are not purely motivated by reason, but are 
also strongly motivated by feelings and emotions. With the most important 
choices in life, such as choice of partner, profession or philosophy of life, it 
is clear that not only reasonable arguments, but also emotional motivations 
play a decisive role. Decisional capacity can therefore also be approached 
from the point of view of emotionse. People also make important choices in 
their lives based on their life story and identity, based on their values and 
goals. In the evaluation of decisional capacity, values therefore also play an 
important rolef. When assessing the patient's decisional capacity, it is not so 
much the result or the actual decision that is relevant, but the process of will 
formation or decision-makingg. Refusing a life-saving treatment does not 
automatically imply that the patient is incapacitated. After all, making a 

c  Decisional capacity differs from legal capacity. Legal capacity is the formal 
right to hold and to exercise rights and duties. It is automatically recognized 
for any adult (art. 488 Civil Code) and can only be reduced judicially. Legal 
capacity can apply to person-related rights (such as patient rights, the right to 
choose a home, …) as well as to goods or financial things (buying a house…). 
Decisional capacity refers to the decision-making skills and competencies of 
a person (in particular for healthcare related decisions). 

d  Art. 12 United Nations Convention on the Rights of Persons with Disabilities 
e  L.C. CHARLAND, “Is Mr. Spock mentally competent? Competence to consent 

and emotion”, Philos Psychiat Psychol 1998, 67-81. 
f  J. TAN, A. STEWART, R. FITZPATRICK,  RA HOPE, “Competence to make 

treatment decisions in anorexia nervosa: thinking processes and values”, 
Philos Psychiat Psychol 2006, 267-82; F. SWENNEN, Geestesgestoorden in 
het burgerlijk recht, 548 

g  T. VANSWEEVELT, F. SWENNEN, J. TER HEERDTe.a., “Het voorontwerp 
van wet ‘patiëntenrechten’: een kritische analyse”, T. Gez. 1997-98, 543;  F. 
SWENNEN, Geestesgestoorden in het burgerlijk recht, 110-111 en 553- 555; 
M.-N. VEYS, De Wet Patiëntenrechten in de psychiatrie, 36-38; A. 
HAEKENS, Beslissingsbekwaamheid in de gerontopsychiatrische context, 
Leuven, Leuven University Press, 1998, 39.   
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choice is a subjective mattera. Therefore, the emphasis should be on the 
manner in which the patient has arrived at that result or on the quality of the 
decision-making process (see also literature chapter)b. For healthcare 
providers, this is more difficult to assess objectively than in an exclusively 
cognitive approachc.  

The approach where decisional capacity is a combination of the presence 
of several rational elements and where the patient's values and emotions 
are also taken into account is common in literature (see 5.6.2.5) and was 
also the most supported by care providers and patients in our study. The 
patients’ rights law does not explicit which criteria need to be considered. 
However, the parliamentary preparatory documents for the law on patient’s 
rights implicitly refer to the cognitive criteria, from which we can conclude 
that the cognitive approach is supported in the patients’ rights law.  

9.2 Shift from substituted-decision making to supported-
decision making? 

The original research questions of this report addressed to the needs of 
persons with mental health problems or dementia and (health)care 
professionals (in the domain of dementia or mental health problems) in the 
assessment and support of decisional capacity. However, these initial 
questions opened up a global reflection on how decisional capacity and its 
consequences should be approached. 

Decisional capacity has traditionally been seen as a dichotomous or 
categorical construct. People either have capacity, and are therefore 
afforded autonomy (or the right to decide themselves), or they lack capacity, 

 
a  C. LEMMENS, Voorafgaande wilsverklaringen met betrekking tot het 

levenseinde, 166 
b  E. DELBEKE, Juridische aspecten van het levenseinde, nr. 1270 
c  A. LIÉGOIS, “Een relationeel ethisch model voor het evalueren van 

beslissingsbekwaamheid in de psychiatrie”, Tijdschrift voor Psychiatrie 2018, 
31 

and are therefore provided with a substituted decision-maker. Yet, we are 
moving away from a categorical and exclusionary notion towards a more 
dimensional and inclusionary concept of capacity. This shift has been 
encouraged by a number of human rights frameworks such as the European 
Convention on Human Rightsd and the United Nations Convention on the 
Rights of People with Disabilitiese. These conventions promote autonomy 
and the enjoyment of equal recognition before the law for people with 
disabilities. This implies the right of people with disabilities to enjoy legal 
capacity on an equal basis with other members of society. One of the 
fundamental ideas linked to this approach is that capacity 
assessments should not be undertaken to judge whether people are 
capable or not to decide “autonomously” but rather that it should be 
assessed what kind of support people with decision-making 
disabilities need in order to be involved in decision-making and thus 
to promote their autonomy. The UN Committee on the Rights of Persons 
with Disabilities (CRPD) - the body that monitors the implementation of the 
Convention by the States Parties and interprets the Convention (in a non-
binding way) - has made a rather radical interpretation of article 12 CRPD 
(“equal recognition before the law”), rendering it impossible to deny persons 
with mental health disabilities the right to make treatment decisions on the 
basis of impaired decisional capacity and demands the replacement by 
State Parties of all regimes of substitute decision-making (i.e. systems 
where (i) capacity is removed from a person, even if this is in respect of a 
single decision; (ii)a substitute decision-maker can be appointed by 
someone other than the person concerned against his or her will; and (iii) 
any decision made by a substitute decision-maker is based on what is 
believed to be in the objective ‘best interests’ of the person concerned, as 
opposed to being based on the person’s own will and preferences) by 

d  https://www.echr.coe.int/documents/convention_eng.pdf 
e  https://www.un.org/disabilities/documents/convention/convention_acce 

ssible_pdf.pdf 

https://www.un.org/disabilities/documents/convention/convention_acce
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supported decision-making (i.e. systems where a series of means of support 
– such as support persons, advance care planning, support tools,…- are 
used to assist an individual with reduced decisional capacity to make a 
decision based on their will and preferences). This obligation does not only 
relate to formal arrangements, such as guardianship, but also to informal 
representation, as long as the substituted decision-maker is designated by 
someone else than the person concerned. Yet, the obligation to abolish 
substituted decision-making does not require states to eliminate all decision-
making systems which involve the appointment of a person to take a 
decision for another person. For example, where a person chooses to 
delegate decision-making on a particular issue to a trusted person, whose 
role is to make the decision based on the appointer’s will and preferences. 
The abolishment of the possibility to deny persons with mental health 
disabilities the right to make treatment decisions on the basis of impaired 
decisional capacity also implies that all tests of mental (in)capacity contained 
in national legislations and which set out the cognitive prerequisites which, 
if not met, lead to the withdrawal of a person’s legal capacity (which is based 
on decisional capacity) must be abandoned.  

Where many authors and countries embrace the CRPD’s principle aims of 
promoting autonomy, ensuring equal treatment and counteracting 
discrimination of persons with disabilities, many of them contest the rather 
radical interpretation by the Committee. In literature, the abolition of 
substitute decision-making systems is most often perceived to be 
undesirable, as giving absolute precedence to personal autonomy, may 

 
a  SODIS, Legislative Decree No. 1384 that recognizes and regulates the legal 

capacity of persons with disabilities, www.sodisperu.org ; R. CONSTANTINO, 
“The Flag of Imagination: Peru’s New Reform on Legal Capacity for Persons 
with Intellectual and Psychosocial Disabilities and the Need for New 
Understandings in Private Law”, The Age of Human Rights Journal, 2020, 
155-180; General Assembly of the United Nations, Report of the Special 
Rapporteur on the rights of persons with disabilities, 

 A/HRC/37/56, 12 December 2017, §§ 39 et 49; United Nations Human Rights 
Office of the High Commissioner, « UN expert welcomes legal capacity reform 
in Colombia to end guardianship regime », www.ohchr.org, 29 August 2019. 

according to some end up in not sufficiently protecting or even hurting 
people in need of support. Moreover, it was argued that not substituting the 
person would be impossible in cases of severe conditions like coma, locked-
in syndrome or very advanced or last stages of dementia in which case 
communication between the person and the outside world is impossible.  
At the time of the writing of the report, only few countries revised their 
legislation according to general comment n° 1 of the Committee and 
abolished their substitute decision-making modelsa. Yet, many authors 
proposed mixed models and some countries have integrated elements of 
both the supported decision-making model and the substitute decision-
making model. Hereby, they often see the supported decision – making 
model as the main model and if support is no longer possible, substitute 
decision-making is a last resort. In the UK for instance the Mental Health 
Actb foresees that “A person is not to be treated as unable to make a 
decision unless all practicable steps to help him to do so have been taken 
without success”. If support is no(t) (longer) possible, capacity assessment 
which may result in substitute-decision making based on the patient’s best 
interests is the last step. Precedent to the step where all possible support is 
considered, there is a phase where it is demonstrated that the patient has 
an impairment or disturbance of mental functioning (such as an intellectual 
disability, dementia or other cognitive impairment, acquired brain injury or 
mental illness) and this impairment is sufficient to affect their capacity to 
make a particular decisionc.  

b  Mental Capacity Act 2005, section 1.(3): “A person is not to be treated as 
unable to make a decision unless all practicable steps to help him to do so 
have been taken without success”. 
https://www.legislation.gov.uk/ukpga/2005/9/section/1 

c  M. Church and S. Watts, “Assessment of mental capacity: a flow chart guide”, 
Psychiatric Bulletin 2007, 304-307, 
https://pdfs.semanticscholar.org/8760/57b8a4ba6728d09644af923f5dbd5e3
2a869.pdf?_ga=2.213323474.798654442.1635163116-
958865652.1616162021  

https://pdfs.semanticscholar.org/8760/57b8a4ba6728d09644af923f5dbd5e32a869.pdf?_ga=2.213323474.798654442.1635163116-958865652.1616162021
https://pdfs.semanticscholar.org/8760/57b8a4ba6728d09644af923f5dbd5e32a869.pdf?_ga=2.213323474.798654442.1635163116-958865652.1616162021
https://pdfs.semanticscholar.org/8760/57b8a4ba6728d09644af923f5dbd5e32a869.pdf?_ga=2.213323474.798654442.1635163116-958865652.1616162021
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9.3 Towards a more prominent role for supported decision-
making in Belgium? 

The Belgian approach in legislation related to decisional capacity is still 
largely based on a system where patients are represented by a substitute 
decision-maker (appointed by the patient, justice of peace or the law) once 
they are considered as incapacitated. This model is based on the idea of a 
binary category of capacitated or incapacitated persons for a particular 
healthcare decision. In practice, however, decisional capacity is often 
fluctuating, especially in persons with dementia or mental health problems. 
Hence, this binary all-or-nothing view ignores a reality in which a person's 
decisional capacity can possibly be restored with time or proper decision 
support and can be different according to the decision to be made.7, 11, 14, 23, 

35, 37, 45, 53, 57, 63, 72 

The law does not give a lot of attention to how persons with reduced 
decisional capacity need to be approached. The patients’ rights law 
provides in the possibility for patients to (on their initiative) be assisted by a 
trust person who can help the person (with reduced capacity) in decision-
making or the exercising of other patient’s rights such as the right to 
information or to have access to the patient file. Yet, for patients without an 
informal or social network who cannot make an appeal to a trust person (also 
called unbefriended), the law does not foresee in the option of formal 
support, e.g. an appointed person (by justice or by law), who can assist the 
person with reduced capacity in the decision-making to maintain capacity as 
long as possible.  

The wish to be involved in decision-making and to be supported was 
prominently present in the interviews with patients. Persons with 
dementia as well as persons with mental health problems indicated that the 
key to maintaining as long as possible decisional capacity is often the 
support of a trusted person. The role of this person can vary and merely 
includes clarifying information to the person, helping the patient in recalling 
information, helping the patient express his/her wishes or decisions,… 
Support can also come from a professional. In that scope patients in our 
study highlighted the role and the importance of a healthcare professional 
they trust and with whom they have a long term care relationship so that the 
respective professional is aware of the values, preferences and wishes of 

the patient. The role of psychologists was mentioned as helping the patients 
to prepare the discussions with a referent healthcare professional (e.g. GP, 
neurologist or psychiatrist). Patients as well as professionals value a shared 
decision-making process where both the patient and the practitioner 
recognize one another as partners and collaborate in every aspect of the 
decision-making process including setting goals, exploring health issues, 
discussing treatment options, and deciding on a course of action. Although 
in this scope professionals in the online forum stressed the importance of 
taking time to listen to the patient and understand the underlying reasons for 
their decisions, they also pointed that time is often lacking because of the 
multitude of other tasks. This lack of time of professionals was also 
experienced by patients when they stayed in a hospital setting. 

In literature several benefits of the supported decision-making pathway are 
mentioned (e.g. better treatment adherence, increase autonomy, lower 
decisional uncertainties, higher satisfaction or improvement in well-
being)(see 5.8). 

Despite the fact that supported decision-making is seen in literature 
and by participants of our study as the preferred model in case of 
reduced capacity, a substitute decision-making model (where a 
decision was made in the patient’s best interest) was seen as 
necessary in some situations of incapacity. Interviewed persons with 
mental healthcare problems recognised that in crisis situations (for instance 
acute psychosis) or in some phases of their disease (for instance a period 
of severe depression), they were not capable to decide on health 
interventions (e.g. administration of medicines, isolating them in case of 
hallucination or aggressive behaviour due to psychosis), even with all means 
of support and thus substitute decision-making (sometimes by healthcare 
professionals) was acceptable and even necessary. Yet, patients also stated 
that having a crisis plan or an advance care plan is favourable since it allows 
substitute-decision makers to align the decisions as much as to possible to 
the patient’s wishes and preferences.   

In the light of the autonomy concept in the CRPD and the idea that a person 
with a functional disorder participates fully in society, a number of changes 
have already been made to the Belgian law. Thus, the law abandoned the 
status approach, where legally incompetent persons or prolonged minors 
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are in any event regarded as incapacitated and must be represented for the 
exercise of patient’s rights. This is congruent with what is found in literature: 
several neurocognitive, psychotic or other disorders can have an impact on 
decisional capacity but diagnosis is not synonymous of incapacity. In the 
current system, the healthcare professional must assess each 
patient's decisional capacity for a particular decision (related to 
patient’s rights), even if the justice of the peace has given authority to 
the administrator to exercise the patient’s rights. Yet, a possible further 
translation of the idea of supported-decision making into Belgian law, 
requires further attention. In the following sections, we focus amongst 
others on the elements resulting from our study that could strengthen 
supported decision-making. Furthermore, we also present options for 
organizing the existing substitute decision-making in a more coherent 
way, elements to facilitate the assessment of decisional capacity and 
guarantees related to coercion and opposition of patients. 

9.4 Elements to strengthen supported decision – making 

9.4.1 Foresee more (types of) support  

Support persons 
Across the interviews with patients, the social network of the patients, 
including family and friends, emerged as playing a major role in supporting 
and influencing their capacity to make decisions. However, particular 
attention should be paid to socially isolated persons who have no 
relatives that could help or support them in their mental health care trajectory 
and in decision-making. Many individuals with mental illness and persons 
with cognitive disorders are socially isolated, and in some cases, the people 
they trust most may be their care providers which they wish to choose as 
substitute decision-maker. There may be a risk, however, that the care 
provider takes a rather paternalist stance and opts for the treatment with the 
best medical prognosis. This risk of conflict of interest may preclude a 
patient’s care provider from acting as the patient’s substitute decision-
maker.41  Yet, this can also be said of caregivers from the informal network. 
Relatives can be involved in the discussion and play a positive role as 
supporter, but there is a risk that the views of the family could dominate the 
discussion.15, 73 Some patients in our study reported that their family did not 
agree with their decisions, did not respect their preferences or even took 
decisions on the person’s behalf, even when the participants estimated they 
were still able to decide. For the participants with mental health problems, 
this lead to forced admission to psychiatric hospitals or to a lack of health 
care when the family did not understand the needs of the patient (e.g. not 
helping the person to go the psychologist or minimising the crisis). In line 
with the CRPD, safeguards should be foreseen to prevent abuse or pressure 
from support persons.  

From the interviews with patients, it emerged that being supported by other 
patients (experts by experience) plays a positive role in maintaining or 
restoring the decisional capacity. Experts by experience 
(ervaringdeskundige/expert du vécu) are peers who have experienced 
similar health problems and have a mediating role between patients and 
health care services.99 Their status varies according to the institutions: they 
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may be volunteers in a patient association or salaried in a health or social 
service. They usually followed a specific training to help to endorse their 
missions. In Flanders, a global plan for the integration of experts by 
experience within the sector of mental healthcarea was drafted by the 
Steunpunt Geestelijke Gezondheid. In Brussels,  experts by experience & 
peer support in mental health and other social sectors was formally 
mentioned in the Déclaration de politique générale commune au 
Gouvernement de la Région de Bruxelles-Capitale et au Collège réuni de la 
Commission communautaire communeb. Patients also referred to positive 
experiences with support groups, as the Alzheimer Cafés and mentioned 
the role of the patient associations in providing information, models for 
advance directives or crisis cards… 

The patients’ rights law provides in the possibility for patients to (on their 
initiative) be assisted by a trust person who can help the person (with 
reduced capacity) in decision-making or the exercising of other patient’s 
rights such as the right to information or to have access to the patient file. 
Yet, as mentioned, for patients without an informal or social network who 
cannot make an appeal to a trust person, the law does not foresee in the 
option of formal support, e.g. an appointed person (by justice or by 
law), who can assist the person with reduced capacity in the decision-
making to maintain capacity as long as possible. In Sweden for instance, 
legislation provides for the appointment of an assistant (godman).c The 
requirement for establishing godmanship is that the individual, as a 
consequence of a disease, a mental disorder, a weakened state of health or 
a comparable condition, needs help in managing their private and/or 
financial affairs and that these need cannot be met with a less restrictive 
measure, e.g. by appointing a trustee or likewise. The establishment of 
godmanship as such does not affect the individual’s capacity to represent 
themselves in any way; the godman is considered primarily to be an 
assistant decision-maker and not a substitute decision-maker. Hence the 
godman needs consent from the trustor in order to legally bind them, except 

 
a  http://www.herstelplatform.be/media/docs/Globaal%20Plan%20Erva 

ringsdeskundigheid_201909.pdf 
b  https://www.le-forum.org/uploads/Pair-aidance-web.pdf 

if the legal act concerns the upholding of the individuals household, such as 
payments of rent and/or mortgage and other monthly bills, buying food etc. 

There also exist guardianship programmes based on trained volunteers 
(“Wishard Volunteer Advocates Program”) for incapacitated individuals who 
lack surrogates to make medical decisions. These volunteers act as 
temporary or permanent guardian for addressing current and future 
decision-making needs for placement, health care, and/or financial matter. 
A reduced numbers of emergency department visits, hospitalizations, and 
transitions in care settings were found compared to pre-enrollment.30 

Optimise practical support/decision aids 
Several practical support modalities were identified to support and maintain 
decisional capacity as long as possible or to restore it.   

Providing information to support decision-making is recommended by 
NICE who emphasized “that practitioners should clearly determine at the 
start of the decision-making process what information they need to provide 
regarding the decision they are supporting the person to make. This will 
depend on the nature and complexity of the decision itself”. (rec 1.2.5) The 
content of the information should concern the process and principles of 
supported decision-making as well as the specific decision.4 All options 
have to be presented in a balanced and non-leading way.4 The information 
should be accessible and tailored to the person being supported.4, 55, 75 
Hereby needs may differ according to the pathology of the patient. Several 
authors also highlight that simplification and enhancement of the 
information provided to the patient can improve his/her capacity for 
decision-making both in hospital and in everyday life.4, 12, 33, 79 People living 
with dementia could be supported in everyday decision-making through 
reducing the length of discussions about decisions.4 For patients with 
several mental problems and disabilities, however, it was showed that 
limited choices make them feeling unhappy, uneasy and under pressure and 

c  https://www.kungsbacka.se/English/Care-support-and-help/The-Chief-
Guardian/ 

http://www.herstelplatform.be/media/docs/Globaal%20Plan%20Erva
https://www.le-forum.org/uploads/Pair-aidance-web.pdf


 

KCE Report 349 Decisional capacity 267 

 

 

that only a minority of participants discussed their preference for fewer 
options. 75 Providing clear information in different (familiar) formats, 
tailored to the needs of the individual is an approach reported as helpful 
in increasing an individual's understanding of the decision to be made and 
information sharing.38, 76 This can include providing visual information or 
PowerPoints, writing down information/reminders, reading and explaining to 
them and providing practical knowledge and advice76, using leaflets15, 
written key words or summaries 68, talking matsa4, 68, visual support as 
pictures68, decision-making tree4, 55, electronic decision support system4, 47 
and technological platforms such as mobile applications or social media25. 
Other elements that can enhance information provision are addressing 
general stress and anxiety present at the time the decision is being made, 
minimizing irrelevant stimuli, presenting closed questions, and providing 
encouragement and reassurance is suggested by some authors.55, 76, 79 
Providing information repeatedly is suggested by some authors to enhance 
decisional capacity and maintain long-term levels of capacity.12, 33, 64, 65, 79 
NICE recommended to give time and meet the patient for more than one 
session if needed (rec 1.2.12). 4 NICE also recommended to record the 
information that is given to the person during decision-making and to give 
the person an opportunity to review and comment on what is recorded and 
write down their views.4 

Family members need also appropriate information and 
communication. Some of them prefer more written information or the 
opportunity to have time to write things down themselves, so that they could 
pass the information over to the patient in a way that he/she could ‘take it all 
in’. 38 Speech and language therapists (i.e. registered health practitioners 
who support people with communication) can play a key role in this by 
maximising communicative effectiveness (e.g. by training the partner to 
translate the information) and this role extends to support in communication 

 
a  https://www.talkingmats.com/ 
b  https://www.rcslt.org/wp-content/uploads/media/Project/RCSLT/mental-

capacity.pdf  

 https://www.jr-press.co.uk/speech-language-therapists-mental-capacity.html 

during discussions between patients, substitute decision-maker and 
healthcare professionalsb.79 

Helpful emotional support for persons with mental health and/or intellectual 
disabilities is peer support, encouraging service users to be independent, 
providing reassurance on decisions, and having a wide support network.75 
This emotional support could be also provided by psychologists as reported 
by the patients in our study. 

Professionals in our study acknowledged the value of different kinds 
of support to the patient. They highlighted, however that there is no 
standardised way of using tools or other kinds of support; support needs to 
be patient-tailored (e.g. appropriate for the pathology, the personality of 
patient,…). Moreover they pointed out that an overview of the existing 
support tools/means is currently lacking. Websites like the Dutch website 
‘begin een goed gesprek’ where methods for having a good discussion with 
the patient and support tools are offered, may serve as a good example 
when adapted to the Belgian contextc.  Moreover guidelines on shared 
decision-making including recommendations on training, communicating 
risks, benefits and consequences, using decision aids, and how to embed 
shared-decision making in organisational culture and practices may be 
usefuld. 

9.4.2 Provide training for patients and support persons   
NICE quoted several studies showing an improvement of participants’ 
capacity to consent to treatment after group metacognitive training for 
patients with psychosis.4. It can facilitate improvement in understanding 
and reasoning and maximise decision making capacities of patients with 
severe mental disorders for decision-making both in hospital and in 
everyday life.12, 64  

c  https://begineengoedgesprek.nl/  
d  For an example see: the NICE guideline on Shared decision-making of June 

2021, https://www.nice.org.uk/guidance/ng197 

https://www.talkingmats.com/
https://www.rcslt.org/wp-content/uploads/media/Project/RCSLT/mental-capacity.pdf
https://www.rcslt.org/wp-content/uploads/media/Project/RCSLT/mental-capacity.pdf
https://www.jr-press.co.uk/speech-language-therapists-mental-capacity.html
https://begineengoedgesprek.nl/
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General patients training (in professional domains, for computer use…) 
can also help, given individuals confidence to advocate for themselves, 
insight into their own situation (appreciating that choices were available 
when taking decisions), additional skills and employment, according to a UK 
qualitative study among 41 persons with mental health and/or learning 
disabilities.76 

Participants with psychiatric disorders in our study also pointed out the 
benefits of being able to recognize a crisis as a way to preserve their 
decisional capacity. The more and the earlier they could identify an 
upcoming crisis, the more they could anticipate to it and inform third persons 
to intervene before getting in a crisis and to a large extent loosing decisional 
capacity. Participants suggested psychoeducation, that should be 
systematically organised for all persons with psychiatric disorders. 
Psychoeducation helps to recognise the crisis but also to develop self-
management strategies to cope daily with the disease. It has has been 
recommended for psychiatric patients but also for disabled persons, persons 
with dementia and relatives of those having such troubles.98, 105-108 Training 
for relatives was also suggested, a.o. to support their role in detecting the 
prodromes of the crisis.  

9.4.3 Provide training for professionals 
NICE and many other authors highlighted that effective HCPs training and 
support is essential for practitioners working with people who may lack 
capacity to make a decision.4, 18. However NICE mentioned also the need of 
more studies on this question given the lack of evidence on the effectiveness 
of this kind of training and support.4  

(Online) training material and training programs are available in other 
countries. For instance, the SHARE Approach is a 1-day training program 
developed by the Agency for Healthcare Research and Quality (AHRQ) to 

 
a  https://www.ahrq.gov/health-literacy/professional-training/shared-

decision/tool/resource-
8.html#:~:text=Shared%20decisionmaking%20occurs%20when%20a,the%2

help healthcare professionals work with patients to make the best possible 
health care decisionsa. It concerns a five-step process for shared decision-
making that includes exploring and comparing the benefits, harms, and risks 
of each option through meaningful dialogue about what matters most to the 
patient. 

9.4.4 Manage medical barriers for decisional capacity 
If reversible barriers to capacity have been identified, including mood 
swings, such as depression, and medical factors that would impair a 
patient’s cognitive abilities in the short term, these barriers should be 
addressed, leading to improved cognitive outcomes.14 Some authors 
mention medication and psychosocial interventions as a potential support.12, 

64 However, receiving higher doses or polymedication can adversely impact 
the decision-making process, for example by impacting cognition among 
psychiatric patients12 or by worsening confusion in patient with dementia.14 

This double role of medication was also acknowledged by professionals 
and patients in our study.  

For the persons with mental problems, finding the right balance in their 
medication was a real challenge, that needs to be carefully assessed and 
discussed by their healthcare professionals. This requires time and 
availability from professionals. 

0patient's%20values%20and%20preferences ;  
see for other examples: https://www.e-lfh.org.uk/programmes/shared-
decision-making/; https://bmjopen.bmj.com/content/10/10/e037575 

https://www.ahrq.gov/health-literacy/professional-training/shared-decision/tool/resource-8.html#:%7E:text=Shared%20decisionmaking%20occurs%20when%20a,the%20patient's%20values%20and%20preferences
https://www.ahrq.gov/health-literacy/professional-training/shared-decision/tool/resource-8.html#:%7E:text=Shared%20decisionmaking%20occurs%20when%20a,the%20patient's%20values%20and%20preferences
https://www.ahrq.gov/health-literacy/professional-training/shared-decision/tool/resource-8.html#:%7E:text=Shared%20decisionmaking%20occurs%20when%20a,the%20patient's%20values%20and%20preferences
https://www.ahrq.gov/health-literacy/professional-training/shared-decision/tool/resource-8.html#:%7E:text=Shared%20decisionmaking%20occurs%20when%20a,the%20patient's%20values%20and%20preferences
https://www.e-lfh.org.uk/programmes/shared-decision-making/
https://www.e-lfh.org.uk/programmes/shared-decision-making/
https://bmjopen.bmj.com/content/10/10/e037575
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9.4.5 Facilitate advance care planning 
Advance care planning (ACP) is a process that supports adults at any age 
or stage of health in understanding and sharing their personal values, life 
goals, and preferences regarding future medical care.109 Therefore, it can 
be seen as an important phase in a supported decision-making modela. The 
goal of ACP is to help ensure that people receive (medical) care that is 
consistent with their values, goals, and preferences. ACP requires 
communication between patients, their family or other trusted persons and 
their health care providers. While the most important benefit of advance 
decision is the increased consistency between the experienced care and the 
wish and preferences of the patients, other benefits are described in 
literature, such as enhancing patient autonomy and engagement, promoting 
adherence to treatment plans (i.e., patients taking prescribed drugs), 
improving clinical outcomes, reducing the use of healthcare resources, 
decreasing stress for patients and family and favouring communication and 
continuity of care (see 5.9.5). For the professionals involved in the online 
forum, advance care planning was perceived as an important, if not crucial 
step in the trajectory of persons with cognitive problems, that is even more 
important than the measuring of decisional capacity. The professionals said 
that it offers the opportunity to put the patient’s wishes and preferences on 
different issues on paper, but it is also an opportunity for professionals to 
better understand and to reflect on possible issues or problems the patient 
is struggling with. Moreover, according to the professionals, it also allows to 
inform the patient his/her rights, such as the right to be informed; to give 
informed consent, and to be involved in consenting even if he/she turned 
incapacitated to decide. Patients in our study acknowledged the benefits of 

 
a  Advance care planning also has a major added value in the substitute 

decision-making model if the substitute decision-maker was involved in the 
process and/or if it results in an advance directive from which the wishes and 
preferences of the patient clearly appear.   

b  https://www.dementie.be/themas/referentiekader/praktijktoepassingen/vr 
oegtijdige-zorgplanning/; https://palliatievezorgvlaanderen.be/wp-
content/uploads/2021/07/richtlijn_vroegtijdige_zorgplanning.pdf; 
https://palliatievezorgvlaanderen.be/wp-

ACP. Even for those not aware of ACP, this was perceived as helpful to 
open a dialogue with family, relatives and professionals about the needs, 
preferences and wishes.  

At the time of the writing of the report, Belgian guidelines on advance 
care planning existb and in October 2021, the Federal Public Service 
Public Health launched a campaign on ACP. The aim is to encourage and 
facilitate dialogue around everyone's wishes for how they want to live in their 
"old age". In that scope, various tools are proposed to enable citizens to 
express their wishes and to help relatives and carers find the right words to 
talk about it.c 

Although many efforts have already been made to integrate ACP in a care 
process, several barriers remain to effectively implement advance care 
planning .  

content/uploads/2021/07/richtlijn_VZP_bij_dementie.pdf; in the scope of 
mental health see: 
https://broedersvanliefde.be/sites/default/files/media/bijlagen/ethisch%20ad
vies%20Broeders%20van%20Liefde%20-
%20vroegtijdige%20zorgplanning.pdf; See also tools enabling advance care 
planning, for instance http://vlaamspatientenplatform.be/themas/doelzoeker 

c  https://mijnoudedag.be/; https://mesvieuxjours.be/ 

https://www.dementie.be/themas/referentiekader/praktijktoepassingen/vroegtijdige-zorgplanning/
https://www.dementie.be/themas/referentiekader/praktijktoepassingen/vroegtijdige-zorgplanning/
https://palliatievezorgvlaanderen.be/wp-content/uploads/2021/07/richtlijn_vroegtijdige_zorgplanning.pdf
https://palliatievezorgvlaanderen.be/wp-content/uploads/2021/07/richtlijn_vroegtijdige_zorgplanning.pdf
https://palliatievezorgvlaanderen.be/wp-content/uploads/2021/07/richtlijn_VZP_bij_dementie.pdf
https://palliatievezorgvlaanderen.be/wp-content/uploads/2021/07/richtlijn_VZP_bij_dementie.pdf
https://broedersvanliefde.be/sites/default/files/media/bijlagen/ethisch%20advies%20Broeders%20van%20Liefde%20-%20vroegtijdige%20zorgplanning.pdf
https://broedersvanliefde.be/sites/default/files/media/bijlagen/ethisch%20advies%20Broeders%20van%20Liefde%20-%20vroegtijdige%20zorgplanning.pdf
https://broedersvanliefde.be/sites/default/files/media/bijlagen/ethisch%20advies%20Broeders%20van%20Liefde%20-%20vroegtijdige%20zorgplanning.pdf
https://mijnoudedag.be/
https://mesvieuxjours.be/
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Legal barriers 
Although the importance of ACP and a legislative framework for persons 
with cognitive deficiency(ies) is being increasingly emphasised in the 
literature, international (legislative) texts and jurisprudence, the Belgian law 
does not explicitly provide for the "right to advance care planning".a 
Although residential care centres must already pursue a policy on ACP, 
palliative care and end-of-life careb, there is no overall right to advance care 
planning for all patients who might need it (for instance persons with 
dementia living at home, persons in need of crisis care,…). In literature, 
insufficient involvement of persons in advance decisions discussions and 
low uptake is universally highlighted due to several reasons.10, 17, 41, 42, 70, 77 
Patients in our study were in favour of systematically proposing advance 
care planning. Yet, they state that it should not be imposed to persons. 
Including a right to advance care planning in legislation could at least point 
the attention at (systematically) offering patients the opportunity to be 
involved in ACP and charge professionals and relevant healthcare settings 
with this role (which requires organisational and financial measures).  

The result of an ACP process can be recorded in an advance directive 
(AD), although this is not the primary intent of ACP discussions. At the time 
of the writing of the report, however, only the negative advance directive 
(i.e. a declaration of will in which the declarant refuses one or more 
treatments, e.g. resuscitation or artificial nutrition and hydration) is 

 
a  Advance care planning is part of the palliative care process (see Wet van 14 

juni 2002 betreffende de palliatieve zorg, B.S. 26 oktober 2002). For persons 
with dementia, ACP can be seen as part of the palliative care process.110   The 
World Health Organization (WHO) defines Palliative Care as “an approach 
that improves the quality of life of patients and their families facing the 
problems associated with life-threatening illness, through the prevention and 
relief of suffering by means of early identification and impeccable 
assessment and treatment of pain and other problems, physical, 
psychosocial and spiritual. As such palliative care can be started early in the 
process of the disease”.   

b  Art. 5, 26, 30, 34 bijlage 11 Besluit van de Vlaamse Regering van 28 juni 2019 
betreffende de programmatie, de erkenningsvoorwaarden en de 

legally regulated, albeit with a number of ambiguities regarding content and 
modalities.  No limited period of validity has been set for the negative 
advance directive (whereas this used to be the case for the euthanasia 
declaration, but this limited period of validity has meanwhile been 
abolished). For the negative advance directive to be valid, the patients’ rights 
law requires a well-defined intervention to be refused. A too general 
description of the refused treatment or a refusal of any action would 
therefore not meet this requirement. Nevertheless, in some cases it is not 
easy to interpret an advance directive. For example, in the case of advance 
directives of persons with dementia, it is regularly stated that 'certain 
instructions apply from the moment the declarant no longer recognizes 
his/her relatives'. It is extremely difficult to determine whether this is when 
the person no longer remembers the names, or when the person still 
recognizes some people and not others, etc. According to literature, the 
letter of the advance directive must therefore be a first aid, but the underlying 
idea is even more important. A general description in the advance directive 
can already give an idea of the patient's wishes concerning the treatment 
policy. Ideally, of course, an advance directive is the result of a process of 
advance care planning involving the patient, the (future) substitute decision-
maker, the referent physician and any next of kin, so that the patient's will is 
clear and well-informed. In contrast to the euthanasia declaration, there is 
no legal format for the negative advance directive. At the time of writing this 
report, however, a legislative proposal is pending which would introduce a 

subsidieregeling voor woonzorgvoorzieningen en verenigingen voor 
mantelzorgers en gebruikers, B.S. 2 augustus 2019; a reference framework 
for quality of care concerning early care planning, palliative care and end-of-
life care in a residential care centre has also been drawn up to clarify what is 
expected on this subject within the residential care decree from 1 January 
2020: https://www.zorg-en-
gezondheid.be/sites/default/files/atoms/files/Referentiekader%20vroegtijdig
e%20zorgplanning%2C%20palliatieve%20zorg%20en%20levenseindezorg
%20in%20een%20woonzorgcentrum.pdf; Chapitre 10 Arrêté du 16 mai 2019 
du Gouvernement wallon modifiant le Code réglementaire wallon de l'Action 
sociale et de la Santé en ce qui concerne des dispositions relatives aux aînés, 
M.B. 4 Novembre 2019 

https://www.zorg-en-gezondheid.be/sites/default/files/atoms/files/Referentiekader%20vroegtijdige%20zorgplanning%2C%20palliatieve%20zorg%20en%20levenseindezorg%20in%20een%20woonzorgcentrum.pdf
https://www.zorg-en-gezondheid.be/sites/default/files/atoms/files/Referentiekader%20vroegtijdige%20zorgplanning%2C%20palliatieve%20zorg%20en%20levenseindezorg%20in%20een%20woonzorgcentrum.pdf
https://www.zorg-en-gezondheid.be/sites/default/files/atoms/files/Referentiekader%20vroegtijdige%20zorgplanning%2C%20palliatieve%20zorg%20en%20levenseindezorg%20in%20een%20woonzorgcentrum.pdf
https://www.zorg-en-gezondheid.be/sites/default/files/atoms/files/Referentiekader%20vroegtijdige%20zorgplanning%2C%20palliatieve%20zorg%20en%20levenseindezorg%20in%20een%20woonzorgcentrum.pdf
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legally defined model for the "negative advance directive" and also provide 
for the possibility of registering it. As far as registration is concerned, 
according to the quality law (which has not entered into force yet at the time 
of writing the report), the health objectives and advance directives received 
from the patient should already be filed in the patient file, but there is no 
central database at the Federal Public Service of Public Health, Food Chain 
Safety and Environment that regroups all advance directives, as is the case 
for the euthanasia declarations. There is also a model "negative advance 
directive" issued in cooperation with LEIF, the FPS Public Health and the 
King Baudouin Foundation.a 

The patients’ rights law does not explicitly stipulate whether a negative 
advance directive can be deviated from in certain cases, e.g. when an 
incapacitated patient wants the opposite of what is stated in the advance 
directive. Although the drawing up of an advance directive as part of an 
advance care planning process where the possibility of opposite wishes is 
discussed, is still the ideal situation, the introduction of model statements 
with clauses taking this possibility into account seems a good way to go. 
Moreover, a generic formulation stating that deviation from a negative 
advance directive is possible for well-founded reasons should be included 
in the patients’ rights law.  

Positive advance directives (except for euthanasia), in which a patient 
expresses the preferred care he/she wants to receive once they get 
incapacitated, are not legally regulated and thus not binding. The reason 

 
a  https://leif.be/voorafgaande-zorgplanning/ 
b  Wetsvoorstel van 8 juli 2002 betreffende de rechten van de patiënt, Parl. St. 

Kamer 1642/012, p. 119; 
https://www.dekamer.be/FLWB/pdf/50/1642/50K1642012.pdf 

c  C. LEMMENS, “Medische beslissingen van een demente patiënt aan het 
einde van zijn leven en het juridisch statuut van advance care planning en 
voorafgaande wilsverklaringen”, T. Gez. 2010-22, p. 28; H. NYS en S. 
BLANCQUAERT, “Privaatrechtelijke waarborgen voor de autonomie van de 
wilsonbekwame patiënt bij het levenseinde”, TPR 2001, 2252; In the 
Netherlands, for example, it is stipulated that a physician may deviate from 

given for this is that a physician cannot be forced to carry out an act.b In 
practice, however, nothing prevents the physician from taking it into account, 
e.g. when various treatments are possible.c Since the advance directive is 
usually the only reference point, it was advocated giving it the strongest 
possible legal status and following both negative and positive advance 
directives unless there are well-founded reasons for not doing so (e.g. very 
outdated advance directive, so that the patient's wishes are not clear, new 
medical developments, etc.).d In our study, participants preferred 
considering advance directives as guidelines rather than binding 
documents. They felt that the final decision should take into account the 
context, the evolution, the opinion of the trust person and any other relevant 
information. Somehow, the COVID pandemic may have triggered this stance 
for some of the persons with dementia. A couple (of which one diagnosed 
with dementia) explained that seeing the mortality rates in nursing homes 
made them reconsider their decision of being oriented to such services when 
not able to care for themselves. Patients in our study stressed that having a 
trust person is a way of ensuring the respect or a possible reinterpretation 
of the advance directive. For patients with no or a small social network, this 
may require first the set-up of an efficient support network in which the 
patients have trust. This could be enhanced by mapping the patient’s social 
network. 

Advance care planning can also be used in the context of joint crisis 
planning for persons who have been diagnosed with a mental disorder and 
have an assessed risk of relapse or deterioration.e According to patients in 

an advance directive if he has valid reasons for doing so (e.g. difficulties in 
interpretation, new medical developments have occurred since the drafting of 
the advance directive and the patient's will is no longer certain) - see art. 7: 
450 paragraph 3 Dutch Civil Code. 

d  C. LEMMENS, “Medische beslissingen van een demente patiënt aan het 
einde van zijn leven en het juridisch statuut van advance care planning en 
voorafgaande wilsverklaring”, 26; ECHR Jehovas’ Witnesses of Moscow v. 
Russia, Appl. N° 302/02, 10 June 2010. 

e  Crisis plans have a particular added value for persons with dementia who 
regularly get away from the setting they live in. An identification file and 

https://leif.be/voorafgaande-zorgplanning/
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the study, crisis planning is a means to maintain capacity as long as 
possible, to control their situation and to gain insight in their pathology and 
its specificities. They also stated that this enables shared decision-making. 
Crisis planning can be formalised in a crisis card. Patients in our study 
suggested a wide range of information that could (or should) be included in 
the crisis card: the clinical pattern when in crisis and the triggers of the crisis 
as well as practical actions to be done (e.g. bringing their children to a 
preidentified person), practical information (current treatment, comorbidities, 
contact person, referent healthcare professionals, daily habits and routine) 
and/or patient preferences about healthcare professionals, services or 
treatments. The patients consulted in this study also suggested to link it with 
their ID to better inform first responders such as the police. Although a crisis 
card is already used in mental healthcare in practicea, its use and legal value 
have not been regulated by law. As mentioned above, positive advance 
directives are not binding. Nevertheless, the mental health sector has been 
advocating the general introduction of a crisis card for some time now.b The 
Nationale Raad voor Ziekenhuisvoorzieningen/– Conseil National des 
Etablissements Hospitaliers  (National Council for Hospital Facilities) 
already indicated in its advice of 2015 that Belgium could include a crisis 
chart via e-health.c It was inspired by the Netherlands, where the crisis plan 
is summarized in a crisis card, which the patient carries with them and is 
also included in the electronic patient file. Each responsible practitioner can 
then consult the information and adapt it where necessary. The crisis card 
was the result of prior consultation between healthcare professionals and 
patients. 

 
information on how to handle the person is valuable information for persons 
retrieving the respective person. Such documents have been drafted by the 
Alzheimer Liga https://alzheimer.be/ 

a  https://www.psychosenet.be/hulp-en-herstel/crisiskaart/; 
https://www.diletti.be/index.php?option=com_content&view=article&id=71&It
emid=230;  
https://www.netwerksara.be/wp-content/uploads/Crisiskaart-psychiatrische-
patienten-website-

Organisational barriers 
There are also several organisational barriers to the effective 
implementation of ACP. Although professionals in the forum discussion 
were convinced of the benefits of advance care planning as a support to 
maintain decisional capacity, they pointed out different barriers for an 
effective implementation of advance care planning such as time constraints 
(see also literature17, 65, 70), the difficulty to approach and talk about sensitive 
issues with their patients, the lack of necessary skills, such as a good 
understanding of legislation, empathy, knowledge of the actual medical 
situation of the patient,… Furthermore, a lack of incentives and funding 
schemes of the health care system is also mentioned by a review on ACP 
in patients with dementia.10  

An effective implementation of advance care planning requires thus 
adaptations to the respective legislation and an appropriate financial and 
organisational conditions for healthcare professionals.  

SaRA.pdf;http://www.reseausantenamur.be/images/pdf/outils/Plan_de_Cris
e_RSN_2016.pdf. 

b  https://www.selgent.be/een-crisiskaart-voor-psychiatrische-pati-nten 
c  Nationale Raad voor Ziekenhuisvoorzieningen, Advies inzake opmerkingen 

op de wet van 26 juni 1990 betreffende de bescherming van de persoon van 
de geesteszieke, 9 juli 2015, 12, 
http://overlegorganen.gezondheid.belgie.be/sites/default/files/documents/nat
ionale_raad_voor_ziekenhuisvoorzieningen/2015_07_09_-
_nrzv_d_psy_449-1_-_advies_gedwongen_opname.pdf 

https://www.psychosenet.be/hulp-en-herstel/crisiskaart/
https://www.diletti.be/index.php?option=com_content&view=article&id=71&Itemid=230
https://www.diletti.be/index.php?option=com_content&view=article&id=71&Itemid=230
https://www.netwerksara.be/wp-content/uploads/Crisiskaart-psychiatrische-patienten-website-SaRA.pdf;http:/www.reseausantenamur.be/images/pdf/outils/Plan_de_Crise_RSN_2016.pdf
https://www.netwerksara.be/wp-content/uploads/Crisiskaart-psychiatrische-patienten-website-SaRA.pdf;http:/www.reseausantenamur.be/images/pdf/outils/Plan_de_Crise_RSN_2016.pdf
https://www.netwerksara.be/wp-content/uploads/Crisiskaart-psychiatrische-patienten-website-SaRA.pdf;http:/www.reseausantenamur.be/images/pdf/outils/Plan_de_Crise_RSN_2016.pdf
https://www.netwerksara.be/wp-content/uploads/Crisiskaart-psychiatrische-patienten-website-SaRA.pdf;http:/www.reseausantenamur.be/images/pdf/outils/Plan_de_Crise_RSN_2016.pdf
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9.5 Elements to facilitate decisional capacity assessments  

9.5.1 Guidance on how to deal with decisional capacity 
(assessments) for healthcare professionals 

Whereas many persons with dementia or mental disorders have (temporally) 
reduced capacity and may be able to decide on healthcare with the support 
of a third person, there are situations where healthcare professionals are in 
doubt whether a patient can still exercise his/her patient’s rights or whether 
a substitute decision maker should decide. To be able to exercise patient’s 
rights decisional capacity is necessary. Under the patients’ rights law, 
decisional capacity is presumed until proven otherwise. It is therefore up 
to the healthcare professional who is confronted with the patient to 
decide when (timing as well as the motive)  to perform a(n) (explicit) 
capacity assessment and to prove that a person is (in)capacitated. In 
practice, capacity assessment often takes place implicitly (i.e. without 
confronting the patient with an assessment). An explicit/formal assessment 
of decisional capacity is only necessary if there is sufficient reason to 
formally examine decisional capacity and if the advantages of such an 
examination outweigh the disadvantages, for instance in the situation in 
which the patient takes a decision with serious consequences, such as 
refusing life-saving treatment.a The patients’ rights law does not require 
assessment by or consultation with a multidisciplinary team. However, if a 
healthcare professional has doubts about their ability to assess a person's 
decisional capacity, or if the situation is very difficult, a second opinion can 
be sought from another healthcare professional, or a referral could be made 
to another healthcare professional-specialist (e.g. a psychiatrist) for the 
assessment of the patient’s decisional capacity. Patients in our study 
underlined the importance of the involvement of professionals with whom 

 
a  E. DELBEKE, Juridische aspecten van zorgverlening aan het levenseinde,  

701, nr. 1271; for a list of possible reasons that should lead to an explicit 
assessment of decisional capacity, please see: Beginselen en vuistregels bij 
oudere cliënten met een complexe zorgvraagwilsonbekwaamheid, 
Handreiking bij de KNMG modelrichtlijn Van Wet naar Praktijk, Implementatie 
van de WGBO, deel 2 Informatie en toestemming bij een meerderjarige 

they have a close care relationship in the assessment procedure. Patients 
who have been hospitalised in psychiatric hospitals stated that the personnel 
charged with daily care (such as the nurses) often knew them better than 
the psychiatrist who needed to judge on their capacity. Patients also pointed 
at the relevance of involving trust persons in the assessment. Professionals 
in our forum were also in favour of what in literature is called a “trialogue” 
model, where the person seeking care, the relatives and the social network, 
and healthcare providers in their professional team discuss and decide 
together on a person’s decisional capacity.35 This shared-decision model 
with three parties related to the judgement on decisional capacity also 
implies shared responsibility.   

The patients’ rights law adheres to a functional approach for the 
assessment of decisional capacity. This means that a patient's decisional 
capacity is assessed on a case-by-case basis, depending on the 
specific decision to be made and the context. As a result, a mentally ill 
or demented patient is not automatically considered to have no decisional 
capacity. This functional approach is combined with a threshold model which 
implies that for a particular decision a patient is capacitated or not. Although 
this assessment has important consequences for the patient (in case of 
incapacity they will no longer be able to decide for themselves), the law does 
not define how (procedures, tests, in presence of whom, where,…)  to 
assess whether a patient is competent (enough) to exercise patient’s 
rights. Moreover, as stated before the law does not pay a lot of attention to 
the situation of persons with reduced capacity. Yet, case law of the Court of 
Human Rights generally emphasises the importance of a solid procedure 
that allows for a quality evaluation and decision on the person's decisional 
capacity and that links this to a proportionate measure, taking into account 
the concrete circumstances.b As far as healthcare is concerned, according 

wilsonbekwame cliënt, 8, https://www.verenso.nl/_asset/_public/Thema-en-
projecten/Dementie/Handreiking-WOB.pdf; I. HEIN, A. HONDIUS, C. 
VINKERS, “Klinische toepassing”, in I. HEIN en A. HONDIUS (eds.), 
Wilsbekwaamheid in de medische praktijk, Utrecht, De Tijdstroom, 2018, 158. 

b  See among others ECHR 29 March 2016 Kocherov and Sergeyeva/Russia; 
ECHR 23 March 2017, A.-M.V./Finland; ECHR 3 October 2019 

https://www.verenso.nl/_asset/_public/Thema-en-projecten/Dementie/Handreiking-WOB.pdf
https://www.verenso.nl/_asset/_public/Thema-en-projecten/Dementie/Handreiking-WOB.pdf
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to the Court, the legal framework must ensure that the evaluation of 
decisional capacity is properly conducted so that patients are protected 
against potentially serious consequences of a poor evaluation of their 
decisional capacity.a It remains to be seen whether Belgium meets this 
requirement, as there are no clear procedures or guidelines for professionals 
on how decisional capacity should be assessed. The forum discussions also 
show that professionals often leave the assessment to their intuition or 
experience, which creates a considerable risk of arbitrary judgement and 
adverse consequence for the patient. The existence of a procedure that 
allows for a quality evaluation also is to the advantage of the caregiver, since 
they can be held liable if their decision regarding a patient’s decisional 
(in)capacity is erroneous. 
Other countries such as the UKb or the Netherlandsc (recently) have a lot 
more attention in their legislation on how to define decisional capacity and 
how to deal with decisional capacity as a healthcare professional. It is clear 
that a legal approach leads to more certainty for patients as well as for 
professionals. Yet, it is not sure whether the topic of decisional capacity (and 
representation in case of incapacity) in a care relation between a patient and 
a professional (or a care institution) can and must entirely be captured and 
regulated by legislation.d The concept of decisional capacity is legally 
relevant to support a patient in its’ autonomy and right to self-determination. 

 
Nikolyan/Armenia, §§ 122-123. The cases are not (exclusively) related to the 
domain of healthcare.   

a  See for instance ECHR 5 December 2013, Arskaya/Ukraine, §§ 84 to 91. For 
an overview on possible violations of human rights in the context of decisional 
capacity see C. ROMMELAERE, Trouble mental et capacité : de l’évaluation 
médicale au soutien social, Pour un repositionnement du curseur entre 
autonomie et protection, 225 e.v. 

b  https://www.nice.org.uk/guidance/ng108 
c  Regels ten aanzien van zorg en dwang voor personen met een 

psychogeriatrische aandoening of een verstandelijke handicap (Wet zorg en 
dwang psychogeriatrische en verstandelijk gehandicapte cliënten) 
https://www.dwangindezorg.nl/documenten/publicaties/informatiepunt/docu
menten/1/wzd en Besluit zorg en dwang psychogeriatrische en verstandelijk 

As such legislation is useful when it comes to the definition and organisation 
of a sound procedure for representation when a patient has been judged 
incapacitatede. However, when it comes to the context of the 
assessment (e.g. when, where, in presence of whom,…) and the way 
how to assess decision making capacity (use of tools/instruments, 
ways to approach a particular patient groupf,…), there is no one fits all 
solution that can be integrated as a standard in legislation. 
Professionals in our study agree on this and point at the fact that 
standardised evaluation is impossible as decisional capacity is a complex 
and multidimensional notion, influenced by factors inherent to the patient 
(e.g. the pathology, cognitive capacities, values, experiences, emotions, 
personality of the patient…) and external factors (e.g. presence of third 
parties/social network, means of support,…). Patients were not in favour of 
such standardised evaluations either as they may not reflect their values and 
preferences. 

Yet, guidance documents and tools are seen as useful complements to 
counterbalance the fact that professionals inevitable have a subjective view 
about a patient’s decisional capacity, based on their own normative and 
professional view on the interest of the patient. Documents like the NICE 
guideline, that not only include a checklist but offer guiding principles 
on how to do an assessment are perceived as useful as they provide a 

gehandicapte patiënten: 
https://www.innovatiekringdementie.nl/files/downloads/BesluitZorgendwang
Staatsblad-2019-197.pdf 

d  See also on the relation between law and care ethics on the topic of freedom 
restricting measure, T. OPGENHAFFEN, Vrijheidsbeperkingen in de zorg, 55 
e.v. 

e  A. HONDIUS, I. HEIN, P. TROOST, “Tot slot” in in I. HEIN en A. HONDIUS 
(eds.), Wilsbekwaamheid in de medische praktijk, Utrecht, De Tijdstroom, 
2018, 204 

f  See for the differences the approach for different groups, chapters 8 – 12 in 
I. HEIN en A. HONDIUS (eds.), Wilsbekwaamheid in de medische praktijk, 
Utrecht, De Tijdstroom, 2018; 
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(systematic) methodology in the reflection on a patient’s capacity. A 
document with a similar approach as the NICE guideline, fitted to the Belgian 
context could have a great added value.  

9.5.2 Provide support in the assessment process 
The assessment of decisional capacity is a complex and delicate matter with 
possibly major consequences for the patient when wrongly being judged as 
capacitated or incapacitated. According to professionals in our forum, the 
assessment of decisional capacity requires special knowledge and skills 
such as communication skills, know-how about the assessment 
process itself, knowledge about legislation, etc. Patients in our study (in 
particular those suffering from dementia) expressed, among others, 
difficulties to communicate on their emotions, to explain relationships 
between events, to find the appropriate words to describe the situations, to 
recall the situations (memory problems)…This implies that healthcare 
professionals should be aware of and take into account the difficulties 
experienced by the persons to prevent bias in the assessment. For instance, 
a person with a communication disability may be at risk of being determined 
not to have capacity if healthcare professionals mistake their communication 
disability for a lack of capacitya.  

Identifying and supporting specific communication needs during the 
assessment process  and insufficient involvement is also highlighted in 
literature.23, 79 For example, for auditory processing difficulties, the role of 
speech-language pathologists (SLPs) is highlighted as well as some tips 
like repeating key information in different ways, and adding gestural and 
visual information (written key words, drawing, pictures…).79 . Globally, 
Zuscak79 suggested 4 strategies to increase the likelihood of successful 
assessment in patients with communication disorders: (i) familiarity with the 
person, the topic and the favoured modes of communication; (ii) attentive 
and active listening; (iii) a quiet environment and (iv) lack of time pressure 
to allow for repeated cheques of information provided. In addition to these 

 
a  https://www.rcslt.org/wp-content/uploads/media/Project/RCSLT/mental-

capacity.pdf 

general strategies, more specialised assistance can be offered by SLPs 
(such as low-tech communication boards or high-tech speech synthesizers). 
Additionally, a communication partner can be trained and included in the 
discussion as an health care interpreter.79  Preference to non-verbal 
cognitive tests is also suggested when impairments are suspected. 79 

9.5.3 Provide training, intervision and supervision for professionals 
Training of professionals is suggested by literature to counteract the 
lack of healthcare professionals’ knowledge and skills in decisional 
capacity assessment. NICE highlighted that effective HCPs training and 
support (specifically on the Mental Capacity Act 2005 and how to apply its 
principles in practice) is essential for practitioners working with people who 
may lack capacity to make a decision but mentioned also the need of more 
studies on this question given the lack of evidence on the effectiveness of 
this kind of training and support. 4  However, attention should also be paid 
to the work conditions of the healthcare professionals: as pointed by the 
patients, when there is a lack of staff, even well trained and supportive 
healthcare professionals cannot have a quality relationship with their 
patients. 

Training may include amongst others: 

• Tips to evaluate decisional capacity in challenging situations (e.g. 
treatment refusals by patients, lack of social resources and support)22  

• Involved discussions about clinical scenarios and practical aspects of 
assessment23; 

• Ways to understand and respect different values and needs of patients 
(including those from different cultural backgrounds)22 ; 

• Skills to improve ability to communicate information to lay persons in 
simple and understandable terms22 ; 
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• Legal standards for health care decision-making capacity47 ; 

• HCPs role in terms of favoring respect for autonomy which can be in 
conflict with physicians’ perception of responsibility for harm22 

Professionals in the online forum stressed the fact that intervision and 
supervision can have an added value. Intervisions in the domain of mental 
health are currently already organized by some mental healtha networks and 
non-profit organisationsb. Furthermore, ethical intervisions for professionals 
take place in psychiatric settingsc. The topic of decisional capacity 
assessments could be integrated in these intervisions. In the Netherlands, 
the Centrum voor Wilsbekwaamheidd provides support for professionals for 
all kinds of questions related to decisional capacity and the process of 
assessment. The centre also organizes training for professionals related to 
the knowledge and skills needed to properly deal with issues of decisional 
capacity. A similar solution could be envisaged for the Belgian context. This 
Center could also be involved in the elaboration of guidance for 
professionals, elaboration and/or centralizing support aids for patients, their 
support persons and professionals and training for patients and their support 
persons. 

Patients with mental health troubles in our study suggested to improve the 
training of the police as they are often the first responders in case of crisis. 
Person with dementia insisted on the need for a better training of familial 
aids to ensure the quality of the services provided at home. 

 
a  https://eerstelijnszone.be/begeleide-intersectorale-intervisie-geestelijke-

gezondheidszorg-advies-coaching-ads 
b  https://smes.be/fr/intervisions/ 
c  A. LIEGOIS, Ethische reflectie en moreel beraad, 

https://theo.kuleuven.be/nl/onderzoek/onderzoekseenheden/oe_pastoraal/w
aarden-in-dialoog/wid-ethische-reflectie-moreel-beraad.pdf , A. VELLINGA, 
E.A.H. VAN MELLE-BAAIJENS, “Moreel beraad: tijd voor ethische reflectie 
in de dagelijkse praktijk van de ggz”, Tijdschrift voor psychiatrie 2016, 207-

9.6 Organising substitute decision-making of patients in a 
coherent way  

An important consequence of decisional incapacity is that a patient can no 
longer make decisions independently and must therefore be substituted. 
However, there is a lack of coherence in the way substitute decision-
making is organised and at some points the law does not provide in 
the flexibility of substitute decision-making models that may be 
required by daily reality. It is for instance not possible for patients to 
appoint more than one substitute decision-maker at a time. Yet, patients 
may feel the need that a (substitute) decision on their health situation is the 
result of co-decision making between several substitute decision-makers. 
Moreover, the law does not involve the informal (non- family) network of the 
patient. If patients did not draft an advance directive in which a friend or 
another close relative (not belonging to the list in the law) was appointed as 
substitute decision-maker, the law does not foresee that these persons can 
act as substitute decision-makers in the cascade system. Rather than 
including this category of persons, the law grants the residual right to act in 
the interest of the patient (if no other substitute decision-makers are 
available) to the healthcare professional. On top of these shortcomings, 
there is a lack of coherence in the organisation of substitute decision-
making. The substitute decision-maker of a patient or healthcare user may 
differ per act (e.g. patient rights ><medical experiments) or per sector (e.g. 
admission to a residential care centre ><admission to a psychiatric hospital). 
For some acts (e.g. day-to-day acts), the law does not even provide for the 
possibility of substitute decision-making, which may compromise the 

214, https://www.tijdschriftvoorpsychiatrie.nl/assets/articles/58-2016-3-
artikel-vellinga.pdf; 
https://www.zorgvoorbeter.nl/zorgvoorbeter/media/documents/thema/welbev
inden-levensvragen/overzicht-instrumenten-ethisch-dilemma.pdf, Broeders 
van Liefde, Ethisch Advies: systematisch reflecteren over zorg: ‘Evidence-
based practice’ op basis van kennis, beleving en waarden: 
https://broedersvanliefde.be/artikel/ethisch-advies-systematisch-reflecteren-
over-zorg-evidence-based-practice-op-basis-van 

d  https://wilsbekwaamheid.nl/ 

https://theo.kuleuven.be/nl/onderzoek/onderzoekseenheden/oe_pastoraal/waarden-in-dialoog/wid-ethische-reflectie-moreel-beraad.pdf
https://theo.kuleuven.be/nl/onderzoek/onderzoekseenheden/oe_pastoraal/waarden-in-dialoog/wid-ethische-reflectie-moreel-beraad.pdf
https://www.tijdschriftvoorpsychiatrie.nl/assets/articles/58-2016-3-artikel-vellinga.pdf
https://www.tijdschriftvoorpsychiatrie.nl/assets/articles/58-2016-3-artikel-vellinga.pdf
https://www.zorgvoorbeter.nl/zorgvoorbeter/media/documents/thema/welbevinden-levensvragen/overzicht-instrumenten-ethisch-dilemma.pdf
https://www.zorgvoorbeter.nl/zorgvoorbeter/media/documents/thema/welbevinden-levensvragen/overzicht-instrumenten-ethisch-dilemma.pdf
https://broedersvanliefde.be/artikel/ethisch-advies-systematisch-reflecteren-over-zorg-evidence-based-practice-op-basis-van
https://broedersvanliefde.be/artikel/ethisch-advies-systematisch-reflecteren-over-zorg-evidence-based-practice-op-basis-van
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protection of the patient/care user. The amalgam of regulations can be 
confusing for healthcare providers who must (or should) at all times be 
aware of who is authorised to make decisions on behalf of the patient/care 
user and for which decision. In addition, the arrangements for substitute 
decision-making are in practice often disrupted by the informal network of 
family members or informal caregivers. It is therefore not always the 'legally' 
authorised substitute decision-maker who ultimately makes the decision. 
However, the law does not need to aim to exclude or sanction every informal 
'interference', as long as the patient/care user is protected against 
interference in bad faith that is completely contrary to the patient's/care 
user's wishes. The facilities in which the patient/care user resides, certainly 
have a role to play here in integrating the topic of “decision-making by 
patients with reduced decisional capacity” in their policy. So do home care- 
and ambulatory services.  

9.7 Foresee guarantees related to coercion and opposition 
of patients 

In practice, it may happen that an incapacitated patient undertakes an action 
through which they seem to oppose the substitute decision-maker’s decision 
with respect to patient’s rights. For example, a patient suffering from 
dementia may repeatedly oppose tube feeding by disconnecting the feeding 
tube although the substitute decision-maker agrees to this treatment. 

 
a  For an overview of the assessment of the rules regarding isolation and 

fixation, T. OPGENHAFFEN, Vrijheidsbeperkingen in de zorg, 418, nrs. 332 
and following; T. PEETERS, K. DE CUYPER, T. OPGENHAFFEN, I. BUYCK, 
J. PUT, C. VAN AUDENHOVE; Steunpunt Welzijn, Volksgezondheid en 
Gezin, De ontwikkeling van een multidisciplinaire richtlijn voor de preventie 
en toepassing van afzondering en fixatie in de residentiële geestelijke 
gezondheidszorg, 2019, 102 https://steunpuntwvg.be/images/swvg-3-
rapporten/ef21-mdr-afzondering-en-fixatie-eindrapport 

b  The law on medical experiments on human persons does stipulate that the 
explicit will of the participant who can form an opinion and assess the 
information to not or no longer participate in a medical experiment is 
examined and respected by the researcher. 

Opposition may not only relate to care but also to the choice of care setting: 
admission to a residential care centre or other home replacement 
environment often happens against the wishes of the care user. A 
compulsory admission to a psychiatric care facility is also often connected 
with undergoing intervention(s) against the patient's will, such as forced 
medication, isolation, (chemical) fixationa, etc. and this applies to both 
capacitated and incapacitated patients. The compulsory treatment itself is 
not explicitly regulated by law, neither are the any safeguards in place to 
regulate the patient's oppositionb. In the Netherlands legislation has been 
drafted to prevent compulsory care for people with a mental disorder 
resulting in behavior that causes serious harm (danger) as much as possible 
and if really necessary, the least intrusive form must be used and the 
coercion must be phased out as soon as possiblec. Moreover, there is also 
legislation that builds in legal safeguards to make treatments that go against 
the will of a care user with a psychogeriatric condition (such as dementia) or 
an intellectual disability more foreseeable and verifiabled. This legislation 
could serve as an example to inspire legislative initiatives or the drafting of 
guidelines on this topic adapted to the Belgian context. 

c  Wet van 24 januari 2018, houdende regels voor het kunnen verlenen van 
verplichte zorg aan een persoon met een psychische stoornis (Wet verplichte 
geestelijke gezondheidszorg), 
https://wetten.overheid.nl/BWBR0040635/2021-07-01 

d  Wet van 24 januari 2018, houdende regels ten aanzien van zorg en dwang 
voor personen met een psychogeriatrische aandoening of een verstandelijke 
handicap (Wet zorg en dwang psychogeriatrische en verstandelijk 
gehandicapte cliënten) https://wetten.overheid.nl/BWBR0005700/2018-08-
01 en Besluit zorg en dwang psychogeriatrische en verstandelijk 
gehandicapte patiënten https://wetten.overheid.nl/BWBR0042266/2020-05-
01 
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9.8 Overall need for support measures embedded in an 
organizational and legal framework to optimize the 
process of assessing, supporting and restoring 
decisional capacity 

This study tried to gain insight in the needs of professionals and persons 
with dementia and mental health problems related to the assessment, 
support and restoring of decisional capacity. The topic was assessed from 
different angles (literature, legal, patients’ and professionals’ point of view) 
and urged to open up the question to a global reflection on how decisional 
capacity and its consequences should be approached. From literature as 
well as from the patients’ and professionals’ point of view it emerged that 
there is a preference for a model where supported decision-making prevails 
but where substitute decision-making is applied when necessary. In order to 
optimize supported decision- making, a series of support measures for 
patients and their support persons, as well as for professionals confronted 
with patients struggling with reduced decisional capacity are primordial. Yet, 
support measures can only be successfully implemented if they go together 
with organizational enablers (such as for instance a system where 
professionals are granted with sufficient time and rewarding to allow 
supported decision-making). Eventually, supported-decision making should 
be embedded in a coherent legislative framework, guaranteeing legal 
certainty for patients as well as for professionals.  
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 APPENDICES 
APPENDIX 1. LITERATURE SEARCH STRATEGIES 
Appendix 1.1. Search strategy 

INITIAL SEARCH 
JULY 2018 

Database Search string 
 

Number of 
hits 

PUBMED "Mental Competency"[Mesh] OR “mental capacity” OR “mental incapacity” OR “decision-making capacity” OR 
“mental competency” OR “decision-making competency” 
 
Limited to ‘reviews’ and 2008-2018 

397 

PSYCHINFO mental capacity.mp. or mental competence.mp. or ("Mental Competency" or "mental capacity" or "mental 
incapacity" or "decision making capacity" or "decision making competency").ab,ti. 
 
Limited to 2008-2018 

908 

EMBASE ('mental capacity'/mj OR 'mental capacity':ti,ab,kw OR 'mental incapacity':ti,ab,kw OR 'mental 
competency':ti,ab,kw OR 'decision making capacity' OR 'decision making competency') AND [2008-2018]/py AND 
[review]/lim AND [embase]/lim NOT [medline]/lim 

102 

CINAHL "mental capacity" OR "mental competency" OR "mental incapacity" OR "decision making capacity" OR "mental 
competency" OR "decision making competency" 
 
Limiters - Abstract Available; Published Date: 20080101-20181231; Exclude MEDLINE records 

306 

SOCIOLOGICAL 
ABSTRACTS 

MAINSUBJECT.EXACT("Medical Decision Making") OR subject("Mental competency") OR subject("Mental 
capacity") OR "mental capacity" OR "mental competency" OR "mental incapacity" OR "decision making capacity" 
OR "mental competency" OR "decision making competency" 
 
Limits:  

• Scholarly Journals OR Dissertations & Theses 
• 2013-01-01 - 2018-12-31 
• Article OR Dissertation/Thesis OR Review OR Report OR Literature Review 

946 
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UPDATE SEARCH 
MARCH 2021 

PUBMED ("Mental Competency"[MeSH Terms] OR "mental capacity"[All Fields] OR "mental incapacity"[All Fields] OR 
"decision-making capacity"[All Fields] OR "Mental Competency"[All Fields] OR "decision-making competency"[All 
Fields]) AND ((meta-analysis[Filter] OR review[Filter] OR systematicreview[Filter]) AND 
(2018/7/26:3000/12/12[pdat])) 

131 

PSYCHINFO (mental capacity or mental competence).mp. or ("Mental Competency" or "mental capacity" or "mental incapacity" 
or "decision making capacity" or "decision making competency").ab,ti. 
 
Limit 2018-current:  
limited to "reviews (best balance of sensitivity and specificity)" 

68 

EMBASE ('mental capacity'/mj OR 'mental capacity':ti,ab,kw OR 'mental incapacity':ti,ab,kw OR 'mental 
competency':ti,ab,kw OR 'decision making capacity' OR 'decision making competency') AND [review]/lim AND 
[embase]/lim NOT [medline]/lim AND [30-6-2018]/sd NOT [2-4-2021]/sd AND [2018-2021]/py 

25 

CINAHL "mental capacity" OR "mental competency" OR "mental incapacity" OR "decision making capacity" OR "mental 
competency" OR "decision making competency" 
 
Limiters - Abstract Available; Published Date: 20180701-20210731; Exclude MEDLINE records; Publication Type: 
Meta Analysis, Review, Systematic Review; Language: Dutch/Flemish, English, French 

23 

SOCIOLOGICAL 
ABSTRACTS 

MAINSUBJECT.EXACT("Medical Decision Making") OR subject("Mental competency") OR subject("Mental 
capacity") OR "mental capacity" OR "mental competency" OR "mental incapacity" OR "decision making capacity" 
OR "mental competency" OR "decision making competency" 
 
Limits:  

• Scholarly Journals OR Dissertations & Theses 
• 2018-07-26 - 2021-12-31 
• Article OR Dissertation/Thesis OR Review OR Report OR Literature Review 

334 
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Appendix 1.2. Reasons of exclusion of 13 articles 

Ref Design Population Domain Reason for exclusion 
Abellard  
2017 
US 

Narrative review 
No method described 

Dementia Assessment of capacity to consent to sexual 
activity 

Exclude for topic 
Sexual expression 

Armontrout 
2016 
US 

A vignette based study All  Opinion of psychiatrists, forensic 
psychiatrists, psychiatry trainees & health 
care lawyers in decision making cases 

Excluded for topic 
Agreement between assessors 

De Hert 
2018 
Belgium 

Narrative review 
No method described 

All Juridische asoecten van bekwamheid Juridische topic, for legal part 

Duxbury 
2018 
UK 

Qualitative study 
10 HCPs 

Not specified 
 

Decision of HCP to administer 
electroconvulsive therapy 

DM process from the HCP view for one 
particular therapy. Not really on DC of patients 

Hauschildt 
2020 
US 

Analysis of ethic consultation 
records 

Large tertiary care 
hospital 

Content of ethic consultation Too focusing on specific ethic consultation 

Hinsliff-
Smith 
2017 
UK 

Systematic review Frail older people 
 

MCA implementation Too focusing on MCA, poorly generalisable 

Jayes  
2017 
UK 

Focus group HCP Acute hospital and 
intermediate setting 

Assessment Included in the SR Jayes 2019 

Lichtenberg 
2016 
US 

Narrative review Older, Alzheimer’s 
disease 

Financial exploitation Topic. 

Morris 
2017 
UK 

National survey (in 2011-2012) 
650 trainees & consultant 
psychiatrists in England and 
Wales 

Psychiatrist, bipolar 
disorder 

MCA, training on AD  to refuse treatment Included in Jenkins 
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Ref Design Population Domain Reason for exclusion 
Murrel 
2016 
UK 

Qualitative study 
Semi-structured interview 
5 social workers & 1 fieldwork 
assessor 

Dementia Assessment Included in NICE 2018 

Parker 
2016 
Australia 

Discussion on CRPD Intellectual disabilities CRPD critics Intellectual disabilities 

Romdhani 
2018 
France 

Prospective study 
Drom-test validity 

Older, 
Hospital setting 

Assessment ; 
Return to home 

Validation of one test 
 

Suleman 
2018 
Canada 

Qualitative study 
Semi-structured interviews of   15 
SLPs 

Aphasia SLPs perspective of DC assessment Too focusing on SLPS in aphasia 
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Appendix 1.3. Succinct description of the 76 included articles 

Ref Design Population Domain 

Ayre 
2017 
UK 

Narrative review 
No method described 

Borderline disorder Assessment 

Bally 
2019 
Switzerland 

Narrative review 
No method described 

Dementia, 
General practice (GP) 

ACP 

Barry 
2018 
UK 

Narrative review 
No method described 

Not defined Assessment 
DoLS 

Birchley 
2016 
UK 

Scoping review 
Medline, PsychINFO, CINAHL, Cochrane database of systematic review, 
Assia, Ageinfo, 1945-2015 + websites 
No QA 
49 studies included 

Frail older, dementia and/or 
traumatic brain injury 

End-of-life decision 

Bosco 
2018 
UK 

Systematic review 
Search date: 15 February 2018 
5 databases: IBSS, MedLine, PsychINFO, EMBASE, and CINAHL 
QA: CASP checklist 
20 studies 

Dementia Decision-making 
Expressed by PwD and promoted by 
carers 

Bosisio  
2018 
Switzerland 

Narrative review 
No method described 

Dementia ACP 

Bremault 
2016 
Canada 

Qualitative study: survey & focus group Continuum care Assessment 
DMCA model 

Calcedo-Barbra  Metareview  Psychiatric (schizo, bipolar) Assessment 
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Ref Design Population Domain 
2020 
Spain 

Search date: 31/01/2020 
4 databases: PubMed, Scopus, CINAHL, PsychINFO 
AMSTAR II 
11 reviews included 

Clerk 
2018 
UK 

Qualitative study: Delphi survey HCPs  Mental capacity, understanding 

Clionsky 
2016 
US 

Narrative review & one illustrative case Older, hospital discharge  Assessment 

Cowdrey 
2018 
UK 

Qualitative study (HCP & SU interviews in psychosis service) Psychosis  Early intervention 

Craigie 
2019 
UK 

Panel event All mental incapacity (without 
precision) 

Legal capacity 
 

Dowling 
2020 
Ireland 

Review 
After 2010 
5 databases: CINAHL, Medline, Pubmed, Embase, PsychINFO 
No QA 
16 studies included 

All: Dementia, older, palliative 
care, mental health, 
neurological disease, 
intellectual disability 

Advance directive (implementation; 
HCP experience) 

Fisher 
2017 
Australia 

Qualitative study: semi-structured interview  
20 HCPs (psychiatrists, GPs, clinical psychologists) 

Bipolar disorder II, 
Various settings 

Patients involvement & Shared DM, HCPs 
perception 

Fletcher 
2019 
UK 

3 qualitative studies 
S1: Semi-structured interviews of 7 PwD outpatients 
S2: Observation & diiscussion : 15 PwD, 17 staff, 8 family members 
S3: Assessment or not in 38 PwD home resident 

Dementia MCA, Assessment of Consent to research 
participation 
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Ref Design Population Domain 
S1: subjectivity of assessment, S2: 
difficulty negotiating gatekeeper 
interpretation of capacity,  
S3: hard to reconcile legal requirements 
with ethical and sensitivity considerations. 

Hermann 
2017 
Swizerland 

Narrative review and reflection 
No method described 

All Intuitive vs deliberative decision making 

Hermann 2 
2016 
Switzerland 

Narrative review and reflection 
No method described 

All Emotions and values in decision making 

Iseli  
2018 
Switzerland 

Qualitative study 
Semi-structured interviews 24 HCP (nurses, physicians, 1 psychologist) 

All Assessment 

Jayes  
2019 
UK 

Systematic review 
Date search: April 2007- March 2018 
9 Databases: ASSIA, Campbell Library, CINAHL, Cochrane Library, Embase, 
Medline, PsychINFO, Social Service Abstract, Web of Science + Grey litt 
QA by several tools 
20 studies 

HCP from England and 
Wales 

Assessment 

Jenkins 
2020 
UK 

Narrative review 
Search date: December 2019 
17 databases: CINAHL, Social Care Online, Socia services Abstracts, 
PubMed, Social Policy and Practice, Discover, MEDLINE, Science Direct, 
Academic Search Premier, Web of Science, British nursing index, ASSIA, 
Ovid, 0of Science, British Nursing Index, DH-Data and King's Fund Library 
Catalogue 
QA: Hawker checklist 
16 papers 

 MCA training 

Jeste  Overview of legal & medical literature Serious mental illness Supported DM 
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Ref Design Population Domain 
2018 
US 

John 
2019 
Australia 

Systematic review 
Search date: January 2006-April 2019 
3 databases: Medline, Embase, PsychINFO 
No QA 
33 studies (from 7 countries) 

Older, 
Hospital settings 

Assessment 

Kane 
2017 
UK 

Narrative review 
No method described 

Bipolar affective disorders Self-Binding advance directives 

Keeling 
2016 
UK 

Discussion, legal aspects Dementia Supported DM, 
MCA, CRPD 

Kim 
2021 
Korea 

Systematic review 
Search date: November 2019 
7 databases: PubMed, Web of Science, EMBASE, PsycArticles, the 
Cumulative Index to Nursing and Allied Health Literture (CINAHL) & Scopus 
11 studies (10 interventions) 
QA: 2 tools 

Dementia ACP 

Kim 
2018 
US 

Integrative review 
Search dates: no date - July 2017 
6 databases: PubMed, CINAHL, Web of Science, Scopus, EMBASE & 
PsycINFO 
10 articles selected,  
No QA 

Unbefriended Surrogate 

Kumar 
2018 
US 

Systematic/narrative review 
Search dates: September 2017-February 2018 

Older (80 +), 
preoperative 

Assessment 
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Ref Design Population Domain 
5 databases: PubMed, Cochrane Database of Systematic Review, National 
Guideline Clearinghouse, Institute for Clinical Systems Improvement & the US 
Preventive Service Task Force.  
No QA 
No info about the number of studies included 

Lamont 
2017 
Australia 

Cross-sectional survey 
62 HCPs (50 whole questionnaire): mainly nurses 
 

Psychiatric, delirium, 
Tertiary referral hospital 

Assessment & obtaining consent for 
treatment 
HCP knowledge and practice 

Larkin 
2017 
UK 

Systematic review & meta-analysis 
Search date: 1947- October 2015 
3 databases: Embase (Classic), Medline & PsychINFO 
QA: several tools and GRADE 
23 studies 

Non affective Psychotic 
disorder 

Assessment Support for treatment DM 
Legal context 

Lhermite 
2018 
France 

Qualitative study (scenario test of HCP & laypeople) Older, Dementia, Depression Perception of decisional capacity 

Liegeois 
2018 
Belgium 

Narrative review & ethical reflection Psychiatry Assessment 

MacDonald 
2017 
US 

Interventional study 
Decision support toolkit 
12 months learning collaborative 
52 CMHC 

Community mental health 
centers (CMHC) 

Supported DM 
3 Outcomes (Confidence in ability to 
access info, Involvement in decision & 
Competence of the staff)  

Marron 
2020 
US 

Narrative review 
No method described 

Neurological cancer, 
dementia, depression…) 
Cancer 

Decisional capacity 

McWilliams 
2020 

Qualitative study; semi-structured interviews  
10 patients and 9 family carers 

Dementia & Cancer 
Family carers 

Decisional capacity (experience) 
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Ref Design Population Domain 
UK 

Miller 
2018 
US 

Qualitative study: Survey in patients and family caregivers 
42 dyads 

Older (65 +) 
Dementia, Hospital setting 

Patients involvement in Decision 

Moran-Sanchez 
2016 
Spain 

Interventional study 
Computer-based approaches to communication (PPT) 
Interviews (Das 1 & 51) 
139 patients 

Psychotic, mood and anxiety 
disorders 
Outpatients 

Consent to research participation 

Murray 
2019 
US 

Discussion Mental health  Psychiatric advance directives 

Nikumaa 
2020 
Finland 

3 qualitative studies 
S1 160 prof,  
S2 160 prof + 6 PwD 
S3 98 prof & PwD & carers (25 groups) + 16 PwD 

Dementia Legal security by social & health care prof 
counselling 

NICE 
2018 
UK 

Guideline/Systematic review 
Search date: since 2005, between September and October 2016. 
An additional search on planning in advance was undertaken in May 2017 
Included: 35; 9; 18; 9  

All Assessment, support, best interest 

Novosel  
2018 
Switzerland & 
Croatia 

Cross sectional Survey 
Same questionnaire as Hermann 
180 HCP (118 GPs & 62 psychiatrists) 

GP & psychiatrists, whole 
Croatia 

Assessment, knowledge, attitudes, 
practices 

Nowland 
2019 
UK 

Systematic review 
Search date: April 2016-July 2018 
6 databases: Embase, Medline, PsychINFO, Social Policy and Practice, 
CINAHL & Medline + Westlaw 
QA by 5 criteria 

Suicidal behavior Advance directive 
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Ref Design Population Domain 
15 studies included 

Ostemayer 
2016 
US 

Narrative review 
PubMed back to 1970 
No method described 

Depression Impact on DC; 
Assessment 

O’Sullivan 
2020 
UK 
 

Narrative review & judicial interpretation (Case law 
Courts’ consideration of incapable person’s values, wishes and belief) 

Incapable adults MCA, 
Best-interest in the context of medical 
treatment 

Palmer 
2016 
US 

Narrative review 
No method described 

All,  
Neuro- & clinical, 
psychologists view 

Assessment 

Parmigiani 
2021 
Italy 

Systematic review/meta-analysis  
Search date: October 2019 
5 databases: Medline/PubMed, CINAHL, PsychINFO, Web of Science & 
Scopus 
QA (NOS for observational studies) 
7 studies included 

Mild Cognitive Impairment Decisional capacity 

Paudel 
2018 
US 

Qualitative study 
Satisfaction and utility of a SDM model  
14 patients 

Severe and persistent mental 
illnesses, non academic 
community mental health 
center 

Shared-DM 

Read 
2018 
Australia 

Integrative review 
Search date: 1/12/2005-31/01/2016 
8 databases: Medline, Cinahl, Pubmed, Informit, Proquest, Science Direct, 
Web of Science and Scopus 
QA: Critical Appraisal Skills Programme (CASP)  and Mixed Mixed Methods 
Appraisal Tool 
7 articles included 

Dementia Advance directives; participation in 
decision 



 

290  Decisional capacity KCE Report 349 

 

Ref Design Population Domain 

Regan 
2016 
UK 

Discussion 
MCA critics 
Nurses training 

All vulnerable people 
(dementia ++) 
Nurses 

MCA  
Assessment 
Best-interest 

Robins-Browne 
2018 
Australia 

Qualitative study 
Semi-structured interviews 
19 older people 

Older (65 year & +) ACP 

Rodgers 
2018 
US 

Narrative review & 
1 Case analysis 

Dementia, 
Surgery 

Assessment 

Rogers 
2019 
UK  

Qualitative study: Survey with 4 case study vignettes 
Three categories of professionals 
• 11 Best interest assessors (social workers, nurses, occupational 

therapists) 
• 3 Mental health assessors (medical prof, psychiatrists) 
• 2 DOLS signatories (employed in local authorities) 

Brain injuries, dementia, 
personality disorders 
(alcohol, self-harms), 
learning disability - autism 

Assessment ; deprivation of liberty 
safeguards (DOLS) 

Satkoske 
2019 
US 

Narrative review 
No method described 

Autism Advance directives 

Scholten 
2021 
Germany 

Discussion 
No method described 

Mental disorders Competence to consent & discrimination 

Scholten 
2019 
Germany 

Discussion/Essay 
No method described 

Mental disorders 6 consequences of CRPD, New combined 
model and supported 

Scott 
2020 
UK 

Systematic review 
Search date: November 2019, updated Mach 2020 
4 databases: PSYCHINFO, EMBASE, CINAHL and EMCARE 
QA: critical appraisal skills programme (CASP) 

Health & social care 
practitioners 

MCA 
Experiences and knowledge 
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Ref Design Population Domain 
9 studies included (with Jayes 2017) 

Shepherd 
2018 
UK 

Systematic Review 
Search date: 1986- February 2017 
7 databases: Ovid MEDLINE, Ovid EMBASE, Ovid CINAHL, Ovid PsycInfo, 
ISI Web of Science, EUROETHICS and Scopus. 
QA: several tools 
34 papers 

All incapacity (but results 
mainly on dementia) 

Consent to research 

Southall 
2021 
UK 

2 qualitative studies : semi-structured interviews of 20 social workers (study1) 
& 8 social workers (study 2) + key recommendations 

Social work practitioners 
Older 

Assessment & best-interest (study1) 
Safeguarding (study2) 
 

Stephan 
2018 
US 

3 Cases analysis + some guidances Other than mental illness 
(delirium, heorien) 
Hospital discharge 

Assessment  

Stephenson 
2020 
UK 

Systematic Review (2017, Update 2019) 
7 databases : Scopus, CINAHL, Cochrane, EMBASE, Medline, PubMed &  
PsychINFO 
Mixed Methods Appraisal Tool 
11 studies included (13 articles) 

Bipolar Advance directives 

Stuart 
2017 
US 

Narrative review 
No method described 

End-of-life Assessment; protocol 

Sugawara 
2019 
Japan 

Narrative review 
No method described 

Schizophrenia Competence to consent  

Sutherland 
2019 
Canada 

Qualitative study 
Semi-structured interviews 
4 registred nurses, 8 RPNs & 9 PSWs 

Dementia, 
LTC home resident 

End-of-life, 
Advance directive for palliative care 

Szmukler  Discussion All mental disorders CRPD, supported or substituted support 
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Ref Design Population Domain 
2019 
UK 

No method described 

Thalen 
2019 
Sweden 

Thesis Older, with and without 
dementia 

Assessment & facilitation 

Thalen 
2017 
Sweden 

Prospective study 
24 subjects; adapted vignettes 

Dementia Improvement of DC 
Consent to participate to a trial 

Tunzi 
2016 
US 

Case commentaries, ref to the California Hospital Association and California 
Medical Association policy 

All, unrepresented DM support 

Valentine 
2021 
Australia 
 

Qualitative study, Semi-structured interviews 
12 patients, 11 clinicians &12 carers 

Psychosis (first episode) 
Young (at least 18y) 
Early psychosis prevention 
and interventions service 

Advance directives 

Van 
Duinkerken 
2018 
Brazil, The 
Netherlands, 
UK 

Systematic review (01/01/2018) 
3 databases: PubMed, PsychINFO & Web of Science. 
No QA 
22 articles 

Dementia (Alzheimer 
disease) 

Medical & research consent 

Wade 
2019 
UK 

Clinical guidance based on a narrative review 
No method described 

All people Assessment 

Wade & 
Kitzinger 
2019 
UK 

Clinical guidance based on a narrative review 
No method described 

All people Best interests 



 

KCE Report 349 Decisional capacity 293 

 

 

Ref Design Population Domain 

Wasserman 
2018 
US 

Discussion All Capacity for preferences (between 
several options) 

Webb  
2020 
UK 

Literature review & Northern Ireland research: 
the data from a larger project (semi-structured interviews) which examined the 
experiences, approaches and preferences of people making decisions with 
support (Webb et al., 2020) was re-analysed through the four main 
components of the capacity test. 
41 people  

All mental health and/or 
learning disabilities 

Assessment and support DM 
 

Webb (5016) 
2020 
UK 

Qualitative, participatory research  
41 patients 

All mental health and/or 
intellectual disabilities  

Support DM 
Service users’ experience 

Wendrich-van 
Dael 
2020 
Belgium 

Systematic review 
Date search: July 2018, additional search September 2018 (no year limited) 
5 databases: PubMed, CINAHL Plus, SCOPUS, Social Care Online & 
Cochrane Library No year limit applied 
QA: Amstar-2 & Joanna Briggs 
19 reviews & 11 primary studies included 

Dementia ACP 

Wilkins 
2018 
US 

Case presentation and ethical analysis Dementia Surrogate DM, Narrative interest standard 

Zuscak 
2016 
Australia 

Narrative review 
No method described 

Acquired communication 
disorders of neurological 
origin 

Assessment, role of speech and language 
pathologists (SLPs) 
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Appendix 1.4. Instruments for decision-making assessment 
Non exhaustive list 

Table 10 – Examples of instruments used in the context of decisional capacity assessment 
Measure  InstrumentsName Content Comments Ref 

DC to consent 
treatment 

MacCAT-T Semi-structured interview 

Subscales investigate the understanding information 
about the disorder and the treatment’s main features, 
as well as presumed associated risks and benefits 
(rated 0–6); appreciation, i.e. the patient’s ability to 
appreciate his/her own diagnosis and treatment (rated 
0–4); the patient’s reasoning ability, including 
consequential and comparative thinking, and logical 
consistency (rated 0–8); and the ability to clearly 
express a choice (rated 0–2).  

Can be based on a hypothetical situation or vignettes  

MacCAT is not clearly designed to provide a total score 
for the assessment of decision-making capacity. 
Furthermore, the abilities assessed in the MacCAT do 
not necessarily equate to the abilities relevant to the 
assessment of decision-making capacity in many 
jurisdictions. 

John; 
Parmigiani;  

 

 

The MacCAT does not have a specific cut-off to 
dichotomize competence vs. incompetence. This may 
obscure the associations between cognitive functions 
and decisional capacities (38). Finally, the MacCAT, 
which is based on not only medical literature but also 
existing case law and statutes, does not assess the 
emotional aspect of decisional capacities 

Sugawara 

The competence evaluation by MacCAT-T was found to 
differ from the evaluations of nurses (p = 0.010), 
physicians (p = 0.0043) and relatives (p = 0.022) and 
more than half the patients evaluated by MacCAT-T as 
incompetent were partially or fully competent. 

NICE 

DC to consent to 
research 

MacCAT-CR Semi-structured interview,  

which relies on the same MacCAT-T multidimensional 
capacity model but comprises 21-items assessing four 
abilities underlining competence to consent to clinical 
research: understanding of the research project’s 
purpose, risks, potential benefits, and procedures 
(range 0–26); appreciation of the effect of research 
participation on one’s own condition (range 0–6); 
reasoning about the consequences of participation 

 Parmigiani 
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Measure  InstrumentsName Content Comments Ref 
(range 0–8); and expression of a choice in a consistent 
way (range 0–2).  

Capacity to 
provide informed 
consent to a 
research protocol 

UBACC 10-item scale, 

investigates the understanding of the research 
project’s purpose, risks, benefits, and nature (research 
or treatment) (range 0–8); appreciation of the effect of 
research participation on one’s own condition (range 
0–10); and reason about the motive to participate 
(range 0–2).  

developed as a screening instrument and employs just 
one item to assess reasoning;  

a brief (less than 5 minute) instrument to assess capacity 
to consent to research, the UCSD Brief Assessment of 
Consent Capacity (UBACC; Jeste et al., 2007), which 
has been subsequently modified and used in two studies 
of capacity to consent to treatment. the UBACC items 
primarily related to Understanding and Appreciation 
(Jeste et al., 2007). The extent to which the UBACC or 
UBACC-T adequately measures the Reasoning 
component of health care decision-making is uncertain. 
Nonetheless, the UBACC-T may have some utility in 
identifying those patients warranting more 
comprehensive assessment. 

Parmigiani;  

 

Palmer 

 

DC to consent 
treatment 

CCTI vignette-based assessment 

consists of two clinical vignettes that each present a 
hypothetical medical problem (A: neoplasm, B: 
cardiovascular disease) and symptoms, and two 
treatment alternatives with associated risks and 
benefits.  

 

structured on 5 consent standards: expressing a 
treatment choice (S1; range: 0–4), making a 
reasonable treatment choice (S2; %), appreciating the 
consequences of a treatment choice (S3; range: 0–8), 
providing rational reasons for a treatment choice (S4; 
range: 0–12), and understanding the treatment choices 
(S5; range: 0–78). 

the capacity of making a reasonable treatment choice 
(S2) is not a clinically accepted consent standard 
because of concerns about the arbitrariness of the 
operative term reasonable 

 

 

 

the Capacity to Consent to Treatment Instrument (CCTI; 
Marson, Ingram, Cody, & Harrell, 1995) appears to be 
the most well validated and widely used. The CCTI 
requires about 20–25 minutes to administer and consists 
of two vignettes, involving brain tumor and heart 
blockage. The CCTI vignettes are presented in oral and 
written format, and the person is asked to imagine he/she 
has the condition specified in the scenario. After the 
presentation of each vignette, the written consent is 
removed and patients are asked a series of questions 

Parmigiani 

 

 

 

 

 

 

 

 

 

Palmer 
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Measure  InstrumentsName Content Comments Ref 
assessing their consent abilities. the only available 
instrument with normative data. 

Medical DC LIMD Swedish Linguistic Instrument for Medical Decision-
making (LIMD) was constructed with the aim to score 
MDC using objective, linguistic measures. LIMD 
consists of three parts: three vignettes (each 
containing participant information for different 
hypothetical clinical trials including ethical dilemmas), 
a standardized interview (with eight questions for every 
vignette) and a scoring protocol. The scoring protocol 
defines which linguistic aspects that should be present 
in order to give 0–3 points (0.5 steps counted) for every 
measured aspect of MDC; (1) comprehension; (2) 
evaluation and (3) intelligibility. The vignettes have a 
maximum of 9 points each. Aspect 1, comprehension, 
and aspect 3, intelligibility, are the same as previously 
described capacities regarding MDC (Appelbaum & 
Grisso 1988). The criteria evaluation is the result of a 
fusion from the previously separated criteria 
“appreciation the situation” and “manipulating 
information” (Appelbaum & Grisso 1988). 

 Thalen 

DC under 
ambiguity 

Iowa Gambling Task Participants will receive virtual money when choosing 
a card from one of the 4 decks, but occasionally will 
lose some money 

Not generalized to other fields as medical or research 
consent 

Van 
Duinkerke 

Four elements 
Grisso & 
Appelbaum (1) 
understanding of 
the proposed 
treatment, (2) 
understanding of 
the risks, benefits, 
and alternative 
options, (3) ability 
to make a choice, 

Aid to Capacity 
Evaluation (ACE) 

 

 

 Can be performed in less than 30 minutes 

Available free online (http:// 
www.jcb.utoronto.ca/tools/documents/ace.pdf). 

 

 

Kumar 

failing ACE does not adequately determine that a patient 
lacks decision-making capacity 

NICE 
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Measure  InstrumentsName Content Comments Ref 
and (4) ability to 
communicate the 
choice to the 
physicians. 

Four decision-
making abilities: 
understanding, 
appreciation, 
reasoning and 
expressing a 
choice. 

ACED Assessing capacity to make every day decisions  

 
Reliable measure for assessing capacity in people with 
very mild to moderate cognitive impairment both in how 
to manage their IADLs and to make financial decisions 

John 

Reliable (see Cronbach alpha values for internal 
consistency for understanding, appreciation, and 
reasoning) and valid  

NICE 

Cognitive 
dysfunction 
(dementia, 
delirium or other 
neurological & 
psychiatric 
illnesses) 

MMSE Semi-structured interview 

 

Clinician assessment of 11 cognitive domains 
spanning aspects of orientation, working memory, 
language, delayed recall, attention, and 
comprehension. The scale range is 0–30, with higher 
scores indicating higher cognitive function 

Found unreliable and erroneous if used alone in primary 
setting 

John 

 

  It is used widely in research and has good reliability 
(test–retest r = .89) and validity (predictive and 
concurrent validity) among PWDs 

Miller 

 

Several studies investigated the association of 
competence to consent and cognitive measures such as 
the Mini-Mental State Examination (MMSE) and the 
RBANS 

Sugawara 

 

A good quality UK study found that MMSE score was 
the only variable that significantly predicted capacity 
(odds ratio = 1.6, 95% CI = 1.3–2.0) and MMSE scores 
also correctly classified 83.8% of patients (Gregory et 
al. 2007 ++). 

NICE 

Decisional 
capacity for safe 

MED-SAIL  A good quality US study concluded that MED-SAIL can 
accurately distinguish between people with and without 

NICE 
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Measure  InstrumentsName Content Comments Ref 
and independent 
living 

capacity to make decisions for safe and independent 
living. An older adult with a MED-SAIL score less than 5 
has a 79% probability of having no capacity (Mills et al. 
2014 ++).  

Autonomy as a 
value 

Autonomy subscale 
of the Care Values 
scale 

7 items that describe care values around autonomy 
(e.g., do things for him/herself). The items were rated 
according to the importance of each value to the PWD 
on a 3-point scale.  

The total score was averaged for a scale range of 1–3, 
with higher scores indicating that the family caregiver 
perceived the PWD to place more importance on their 
autonomy. 

Developed specifically for caregiving dyads in which the 
care recipient is a person with cognitive impairment 

 

This difference is critical since dementia continually 
threatens autonomy, but may not diminish how important 
autonomy is to a PWD. 

Miller 

Capacity CACE  CACE tool was more accurate in determining capacity 
than the less accessible CMAD (NICE). 

NICE 

Verbal cognitive 
functionning 

WAIS-R  Showed a relationship between understanding 
subscales and verbal cognitive functioning 

 

Appreciation and reasoning subscales are associated 
with verbal comprehension composed of vocabulary, 
similarities, and information subtests from the WAIS–
Third Edition (WAIS-III). Although previous studies 
indicated that verbal abilities may predict competence to 
consent, the relationship between specific dimensions of 
decisional capacity and individual verbal ability areas is 
still obscure. 

Sugawara 

Memory RBANS  RBANS memory index had significant relationships to 
understanding, appreciation and reasoning subscales 

Sugawara 

Memory WMS  association of understanding subscales with immediate 
and delayed logical memory from the WMS 

Sugawara 
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Measure  InstrumentsName Content Comments Ref 

Older ability to 
make a decision 

Weschler Adult 
Intelligence Scale-
Revised, the 
MiniMental State 
Exam, the Cognitive 
Competency Test 
and Community 
Competence Scales 
Hopkins 
Competency 
Assessment Test  

 These psychometric tools have, however, been criticized 
on the grounds that they do not account for heterogeneity 
among older people (Anastasi & Urbina, 1997) or that 
they lack accuracy because of the ill-defined nature of 
the concept of decision-making ability (Skelton, Kunik, 
Regev, & Naik, 2010). For practical reasons, older 
people’s decision-making ability is, most of the time, 
assessed clinically (Moye & Marson, 2007) 

 

Lhermite 

Cognition 
dementia 

Mini-Cog screening  

If positive, follow-up 
by Montreal 
Cognitive 
Assessment 

  Kumar 

Autonomy Psychological 
Autonomy Inventory  

  Bosisio et 
al. 2018 

Depression Patient Health 
Questionnaire-2  

or Geriatric 
Depression Scale 
Capacity Aid to 
Capacity Evaluation 
tool 

 https:// www.aafp. org/afp/2016/1015/p635.html  

(http:// www.jcb.utoronto.ca/tools/  

documents/ace.pdf)  

See related article on evaluating medical decision-
making capacity at 
https://www.aafp.org/afp/2018/0701/p40.html 

Kumar 

Delirium Confusion 
Assessment Method 

 Can be used by trained physicians and nursing staff at 
admission and during hospitalisation 

Kumar 
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APPENDIX 2. STATEMENTS AND CASES OF THE PROFESSIONAL FORUM 
Partie 1: Terminologie et concept de l'évaluation de la capacité décisionnelle Deel 1 Terminologie en context van beoordeling van beslissingsbekwaamheid 
Termes associés Verwante termen. 

Constat:  
Dans la législation et dans la littérature, plusieurs termes sont utilisés pour faire 
référence à la capacité décisionnelle 
Proposition:  
Les termes ‘Capacité décisionnelle’, ‘Capacité d’exprimer ses volontés’, ‘Capacité de 
jugement’, ‘Capacité de compréhension’ ont finalement la même signification et 
peuvent donc être utilisés de façon interchangeable. 

Bevinding:  
In de wetgeving en in de literatuur worden naast de term “beslissingsbekwaamheid” 
verschillende andere verwante termen gebruikt. 
Stelling:  
De termen beslissingsbekwaamheid, wilsbekwaamheid, oordeelsbekwaamheid 
betekenen in se hetzelfde en kunnen dus door mekaar worden gebruikt. 

Evaluer la capacité décisionnelle uniquement en cas de refus de traitement Beslissingsbekwaamheidsoordeel enkel bij weigering behandeling? 

Un fils raconte :  
" En effet, papa a toujours été une personne compliante qui a toujours eu une grande 
confiance en son propre médecin généraliste. Lorsqu'il a été admis à l'hôpital, il a été 
tellement impressionné qu'il a refusé tout traitement. Purement par peur et parce qu'il 
ne faisait pas confiance aux médecins de l'hôpital. Les médecins (qui le prenaient en 
charge) m'ont alors pris à part et ont souligné que papa avait vraiment besoin du 
traitement en question. Ils ont ajouté qu'ils doutaient que papa soit encore capable de 
prendre des décisions ; après tout, il a refusé le traitement que les médecins 
considéraient comme nécessaire. Bien que je pense que papa savait toujours très 
bien ce qu'il faisait..." 
Proposition:  
La capacité décisionnelle est particulièrement importante dans les cas où le patient, 
après des tentatives persistantes du soignant pour le faire changer d'avis, continue 
de refuser une intervention qui est nécessaire pour lui éviter un préjudice grave et qui, 
selon toutes les autres parties concernées (membres de la famille ou représentants), 
devrait néanmoins avoir lieu malgré ce refus 

Een mantelzorger vertelt:  
“Vader was eigenlijk altijd al een meegaand persoon met veel vertrouwen in zijn eigen 
‘huisdokter’. Toen hij opgenomen werd in het ziekenhuis was hij zo onder de indruk 
dat hij elke behandeling weigerde. Puur uit schrik en omdat hij de dokter van het 
ziekenhuis niet vertrouwde. De behandelende artsen hebben mij toen apart genomen 
en benadrukt dat vader die betreffende behandeling echt nodig had. Ze voegden er 
aan toe dat ze twijfelden of hij nog wel beslissingsbekwaam was; hij weigerde immers 
de volgens hen noodzakelijke behandeling. Terwijl hij toen volgens mij nog heel goed 
wist wat hij deed…” 
Stelling:  
Beslissingsbekwaamheid heeft vooral een doorslaggevende betekenis wanneer de 
patiënt na aanhoudende pogingen van de hulpverlener om hem op andere gedachten 
te brengen een interventie blijft weigeren die noodzakelijk is om ernstig nadeel voor 
hem te voorkomen, en die volgens alle overige betrokkenen (zowel hulpverleners als 
familieleden/vertegenwoordigers) ondanks de weigering toch zou moeten 
plaatsvinden. 

Exprimer librement sa volonté dans une relation de pouvoir “Vrije” Wil(sbekwaamheid) – machtsverhouding? 

Un patient atteint d'une maladie mentale raconte :  
« Lorsque vous refusez de prendre vos médicaments, on trouve toujours bien un 
moyen pour que vous les preniez. Ils disent par exemple : vous ne vous en sortirez 
pas si vous ne prenez pas vos médicaments. Alors à la fin tout le monde prend ses 
médicaments qu’on le veuille ou non. Sinon vous ne sortez pas. » 
 

Een patiënt met een psyschische aandoening vertelt:  
“Als je de pillen weigert, vindt men wel een manier om ervoor te zorgen dat je ze wel 
neemt. Ze zeggen bijvoorbeeld: je geraakt hier niet buiten, tenzij je je medicatie neemt. 
Dus uiteindelijk neemt iedereen zijn medicatie, of je nu wil of niet. Anders geraak je 
niet buiten.” 
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Proposition:  
Un patient qui refuse un traitement, une intervention ou un soin est souvent 
erronément considéré comme incapable de prendre des décisions tandis qu’un patient 
qui accepte facilement un traitement, une intervention ou un soin est parfois considéré 
erronément comme capable de prendre des décisions. 

Stelling:  
Een patiënt die een behandeling, een interventie of zorg weigert, wordt vaak 
onterechte beschouwd als beslissingsonbekwaam; een patiënt die instemt met een 
behandeling, een interventie of zorg wordt soms onterecht beschouwd als 
beslissingsbekwaam 

Evaluer la capacité décisionnelle particulièrement lorsqu’il y a des conséquences 
graves pour la santé du patient 

Een expliciet beslissingsbekwaamheidsoordeel is vooral nodig als er ernstige 
gevolgen zijn voor de gezondheid van de patiënt. 

Exemple: 
« Si un patient, en bonne santé physique et atteint de démence, refuse de manger 
plusieurs fois parce qu'il ne trouve pas le repas très bon, aucune évaluation de sa 
capacité de prise de décision n'est nécessaire, car cela ne pose pas immédiatement 
un risque grave pour sa santé. Cette évaluation serait nécessaire si un patient 
souffrant d'anorexie refuse toute nourriture et que sa santé est gravement mise en 
danger. Si un patient est jugé incapable de prendre des décisions, des mesures 
coercitives peuvent être prises pour protéger sa santé. » 
Proposition:  
L’évaluation explicite (c’est-à-dire évaluation formelle et documentée) de la capacité 
décisionnelle d’un patient n'est nécessaire que lorsque la décision ou le comportement 
du patient a des conséquences graves pour sa santé. 

Casus:  
“Niet eten kan een middel zijn om de gezondheid ernstig te ondermijnen. Indien een 
dementerende patiënt enkele malen weigert te eten omdat hij het niet lekker vindt, 
vereist dit geen expliciete beoordeling van de beslissingsbekwaamheid. Dit is wel het 
geval indien een opgenomen anorexiapatiënt alle voedsel weigert en de gezondheid 
hierdoor ernstig in het gedrang komt.” 
Stelling:  
Er is enkel een expliciete beoordeling (d.w.z. een gedocumenteerde, formele 
beoordeling) van beslissingsbekwaamheid nodig wanneer de beslissing of het gedrag 
van de patiënt ernstige gevolgen heeft. 
 

Juger la capacité à prendre une décision ou juger la capacité à se conformer à une 
décision 

Oordeel over “beslissingsbekwaamheid” en/of “bekwaamheid om een beslissing na te 
leven” 

Un médecin dit :  
"Généralement, je relie le jugement de la capacité ou de l’incapacité décisionnelle d’un 
patient aux conséquences de sa décision sur son traitement. Un patient atteint de 
démence peut préférer un traitement médicamenteux à une intervention chirurgicale 
mineure, mais si je sais que cet homme ne suit pas le traitement et qu'il est incapable 
de se rappeler quelles pilules ont été prises et quand, je juge alors que ce patient est 
incapable de prendre des décisions pour son propre bien-être. » 
Proposition:  
Une personne qui n'est pas en mesure d'appliquer correctement une décision prise 
est incapable de choisir un traitement. 

Een arts vertelt: 
 “Ik laat het oordeel of een patiënt beslissingsbekwaam is of niet vaak samenvallen 
met de gevolgen van de beslissing voor een therapie. Een patiënt met dementie kan 
misschien wel liever een medicamenteuze behandeling hebben dan een kleine 
chirurgische ingreep maar als ik weet dat die man niet therapietrouw is en niet in staat 
is zich te herinneren welke pillen wanneer genomen zijn, dan beoordeel ik die patiënt 
als beslissingsonbekwaam voor zijn eigen welzijn." 
Stelling:  
Iemand die niet in staat is een genomen beslissing op een juiste manier uit te voeren, 
is onbekwaam om die optie te kiezen.  
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Evaluer la capacité décisionnelle pour les actes de la vie quotidienne Beslissingsbekwaamheid en dagdagelijkse handelingen 

Cas:  
“Un patient atteint de démence a récemment été admis en MRS et refuse de prendre 
une douche depuis plusieurs jours. L'infirmière doute que le patient comprenne encore 
pourquoi il est important de se laver. Cependant, après une conversation avec le 
patient, il apparaît que celui-ci a peur de tomber sur le sol glissant de la douche. À la 
maison, le patient se lavait toujours au lavabo.” 
Proposition:  
Pour des petites actions du quotidien comme ‘se laver’, il n’est pas utile d’évaluer la 
capacité de décision. 

Casus 
“Een dementerend patiënt is recent opgenomen in een woonzorgcentrum en weigert 
al dagen zich te douchen. De verpleegkundige twijfelt er aan of de patiënt nog wel 
beseft waarom het belangrijk is zich te wassen. Na een gesprek met de patiënt blijkt 
echter dat de patiënt bang is om te vallen omdat de douchevloer glad is. Thuis waste 
de patiënt zich steeds aan de gootsteen.” 
Stelling:  
Voor kleine, dagdagelijkse handelingen zoals “zich wassen” is geen beoordeling van 
beslissingsbekwaamheid nodig. 

Evaluer la capacité décisionnelle à un moment précis ou selon un processus continu Beoordeling van beslissingsbekwaamheid op 1 moment of continu proces? 
Cas d’un patient dément :  
‘Un patient dément résident dans une MRS refuse de temps en temps de prendre son 
repas. Comme cela n'a aucun effet sur son état de santé général, il n'appartient pas 
aux soignants du patient d'évaluer sa capacité de décision. Quelques mois plus tard, 
la situation se dégrade sérieusement. Le patient refuse tout aliment solide. Une 
alimentation administrée par sonde est donc envisagée. Le patient est tout à fait 
contre, après tout, il a le droit de décider de "s’éteindre" doucement en ne s’alimentant 
pas. Les soignants se demandent si le patient est capable de refuser consciemment 
cette intervention.’ 
Proposition:  
La capacité de décider chez les patients déments ou atteint d'une maladie mentale 
devrait être réévaluée régulièrement (par ex. sur base de l’outil d’évaluation des 
compétences MacArthur pour le traitement), peu importe s’ils doivent ou non prendre 
une décision à ce moment-là. L'évaluation de la capacité décisionnelle est complétée 
d’un suivi et d’un accompagnement permanent du patient dans la prise de décisions 
(futures). 

Casus patiënt met dementie: 
“Een patiënt met dementie verblijft in een woonzorgcentrum en weigert nu en dan haar 
maaltijd op te eten. Aangezien dit geen effect heeft op haar algemene 
gezondheidstoestand, komt het bij niemand van de zorgverleners op om de 
beslissingsbekwaamheid te beoordelen. Enkele maanden later gaat de situatie ernstig 
achteruit. De patiënt weigert alle vaste voeding en men stelt voor om sondevoeding 
toe te dienen. De patiënt gaat hier echter niet mee akkoord; zij heeft immers besloten 
stilletjes ‘uit te doven’ door niet te eten. De zorgverleners vragen zich af of de patiënte 
wel in staat is om weloverwogen deze interventie te weigeren.” 
Stelling:  
De beoordeling van beslissingsbekwaamheid bij patiënten met dementie of een 
psychische aandoening zou regelmatig moeten gebeuren (bijvoorbeeld aan de hand 
van de MacArthur Competence Assessment Tool for Treatment), ongeacht of ze een 
medische beslissing moeten nemen. De beoordeling van beslissingsbekwaamheid 
wordt dan eerder een permanente opvolging en coaching van de patiënt bij het nemen 
van (toekomstige) beslissingen. 

Partie 2 : Evaluation de la capacité décisionnelle d'un patient Deel 2 : Hoe beslissingsbekwaamheid beoordelen 

Utilisation de critères Gebruik van criteria. 

Un soignant raconte :  
" La loi considère la capacité décisionnelle comme binaire (blanc ou noir). Des critères 
soutiennent la prise de décision, mais ils ne sont pas suffisants. Si la capacité 
décisionnelle d'un même patient est évaluée sur la base des critères identiques par 
des collègues différents, la même décision ne sera pas nécessairement prise." 
 

Een zorgverlener vertelt 
“De wetgeving ziet beslissingsbekwaamheid als een zwart-wit oordeel. Criteria helpen 
om de afweging te maken maar zijn echter niet zaligmakend. Als je dezelfde patiënt 
door verschillende collega’s laat beoordelen aan de hand van dezelfde criteria, zal je 
niet noodzakelijk hetzelfde besluit bekomen.” 
 

http://unmfm.pbworks.com/f/1%20Capacity%20Assessment%20Toolkit%20Overview.pdf
http://unmfm.pbworks.com/f/1%20Capacity%20Assessment%20Toolkit%20Overview.pdf
http://unmfm.pbworks.com/f/1%20Capacity%20Assessment%20Toolkit%20Overview.pdf
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Proposition :  
L'utilisation de critères ou d'un instrument de mesure pour évaluer la capacité 
décisionnelle d'une personne n'est pas suffisante pour déterminer de manière neutre 
et objective si cette dernière est capable ou non de prendre des décisions relatives à 
sa santé. 

Stelling:  
Het gebruik van criteria/een instrument om beslissingsbekwaamheid te beoordelen is 
niet voldoende om op neutrale, objectieve wijze vast te stellen of iemand al dan niet 
beslissingsbekwaam is. 

Valeurs, expériences, émotions, histoire de vie et points de vue Waarden, ervaringen, emoties, levensgeschiedenis en opvattingen. 
Un patient souffrant de troubles bipolaires raconte :  
“Depuis que je prends du Zyprexa, j’ai pris 20 kilos. Cela m'a complètement déprimé. 
A contrario, l’arrêt de la prise des cachets m'a rendu encore plus déprimé. Malgré tout, 
je ne veux absolument plus ces pilules. Lorsque j'en parle à mon médecin, il me répond 
que la prise des cachets est absolument  nécessaire et que je ne suis pas en mesure 
de décider ce qui est le mieux pour moi.» 
Proposition:  
Lors de l’évaluation de la capacité décisionnelle, un professionnel de santé a la 
responsabilité de tenir compte des caractéristiques du patient (valeurs, 
expériences, point de vue, etc.). 

Een patiënt met een bipolaire stoornis vertelt:  
“Sinds ik Zyprexa neem, ben ik 20 kilo aangekomen. Ik word daar helemaal depressief 
van. Anderzijds werd ik door de pillen niet te nemen nog depressiever. Toch wil ik 
absoluut deze pillen niet meer. Als ik dit vertel aan mijn arts, krijg ik het antwoord dat 
de pillen absoluut nodig zijn en ik niet in staat ben te beslissen wat het beste voor mij 
is” 
Stelling:  
Een hulpverlener heeft de verantwoordelijkheid om rekening te houden met de 
waarden, ervaringen, opvattingen etc. van de patiënt bij de beoordeling van de 
beslissingsbekwaamheid. 

La place de la pathologie sous-jacente lors de l'évaluation de la capacité décisionnelle Het oordeel over beslissingsbekwaamheid mag niet los gezien worden van de 
onderliggende ziekte maar er ook niet onlosmakelijk aan vast zitten. 

Un prestataire de soins raconte :  
"Les motivations émotionnelles du patient sont difficiles à évaluer. Il est parfois très 
difficile de déterminer si ce que le patient veut est dicté par sa pathologie ou non. Une 
patiente anorexique a déclaré que le contrôle et l'autodétermination sur son propre 
corps sont l'essence même de l'être humain pour elle. Cependant la volonté de 
contrôle est également une caractéristique de son trouble. Quel aspect prime ?"   
Proposition :  
Une décision relative à la capacité décisionnelle ne peut pas être uniquement dictée 
par la pathologie de la personne, mais doit aussi prendre en compte les composantes 
"saines" de la personne. 

Een zorgverlener vertelt:  
“Emotionele motieven van de patiënt zijn moeilijk te beoordelen. Het is soms zeer 
lastig om uit te maken of hetgeen de patiënt wil, ingegeven is door zijn aandoening of 
niet. Een patiënte met anorexia stelde dat controle en zelfbeschikking over haar eigen 
lichaam voor haar de essentie is van het mens-zijn. Maar laat nu juist ook die 
controledrang een kenmerk zijn van de aandoening. Wat laat je dan primeren?”  
Stelling:  
Een beslissing over beslissingsbekwaamheid mag niet alleen bepaald zijn door het 
‘zieke’ deel van de persoon, maar ook door het ‘gezonde’ deel van de persoon.  
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Modifications de personnalité et de valeurs au cours du temps Rol van veranderde identiteit en waarden 

Cas:  
“Une patiente de 75 ans a été diagnostiquée Alzheimer. Au moment du diagnostic, 
elle prend la décision de ne pas être dépendante et de ne pas être un fardeau 
émotionnel ou financier si elle 'perdait complètement la tête' (c'est-à-dire lorsque ces 
fonctions intellectuelles auront disparus et que sa dépendance aux soins sera totale). 
Elle a rédigé une directive en ce sens stipulant que si elle était complètement démente, 
elle souhaitait mourir dans la dignité en n’étant plus alimentée ni hydratée. Cependant, 
une fois qu'elle est devenue complètement démente, elle ne se souvient plus d'avoir 
fait cette demande et n’arrive pas à retenir les raisons qui l’ont poussée à prendre 
cette décision. Elle demande à plusieurs reprises à ses soignants de boire et de 
manger et n’a pas le sentiment d’être un "poids" pour les autres.” 
Proposition:  
Le processus de décision d’un patient dément ou atteint d'une maladie mentale doit 
être évalué à la lumière de sa personnalité, de ses valeurs et des expériences 
actuelles (et de son évolution). 

Een casus:  
“Een 75 jarige patiënte werd gediagnosticeerd met Alzheimer. Ze besliste op dat 
moment dat indien zij 'volledig' dement (= alle intellectuele functies verloren en volledig 
zorgafhankelijk) zou worden, zij niemand meer fysiek, emotioneel en financieel tot last 
wilde zijn. Daarom stelde ze een wilsverklaring op dat indien zij ‘volledig’ dement zou 
zijn, zij waardig wilde sterven door geen voedsel en drank meer tot zich te nemen. 
Echter, op het moment dat zij ‘volledig’ dement geworden is, herinnert ze zich niet 
meer deze verklaring te hebben opgesteld en kan ze zich ook de redenen van het 
opstellen ervan niet meer herinneren. Ze vraagt haar zorgverleners herhaaldelijk om 
drank en eten en lijkt zich niet als “last” van anderen te voelen.” 
Stelling:  
Het beslissingsproces van een patiënt met dementie/psychische aandoening moet 
worden beoordeeld in het licht van de geëvolueerde (en evoluerende) identiteit, 
waarden en ervaringen. 

Environnement, contexte et présence d’un tiers Belang van de omgeving, de context of de aanwezigheid van derden 

Un médecin de la maison de repos raconte:  
“Après un moment, j'ai remarqué que Jos, atteint de démence, était différent lors des 
consultations dans sa chambre par rapport aux consultations dans mon cabinet en 
présence de son fils. Il était beaucoup plus calme dans sa chambre et posait des 
questions, tandis que dans mon cabinet, c’était principalement son fils qui parlait et 
qui voulait influencer les décisions. C'est seulement dans sa chambre que son point 
de vue sur le traitement, très différent de celui de son fils, a pu s’exprimer.” 
Proposition:  
Un prestataire de soins doit tenir compte du contexte (comme le lieu, l'heure, la 
présence de membres de la famille, etc.) de manière à ce que le patient puisse être 
impliqué dans la prise de décision en tout quiétude sans l’influence d’un tiers. 

Een arts in een woonzorgcentrum vertelt:  
“Na een poos merkte ik dat de dementerende Jos anders was wanneer ik met hem 
overlegde in zijn kamer in plaats van in mijn kantoor met zijn zoon erbij. In zijn kamer 
was hij veel rustiger en stelde vragen, terwijl in mijn kantoor vooral de zoon aan het 
woord was. Toen pas bleek dat hij wel degelijk een mening had en dat zijn opvattingen 
over de behandeling er heel anders uitzagen dan die van zijn zoon.” 
Stelling:  
Een hulpverlener moet rekening houden met de context (zoals plaats, tijdstip, 
aanwezigheid van derden, enz.) zodat de patiënt in alle rust en zonder de beïnvloeding 
van een derde kan betrokken worden bij beslissingen. 

Techniques d’aide à la décision Beslissingsondersteuning 

La fille d’un patient raconte:  
« A ce moment-là, maman n’entendait plus très bien. En plus, son attention 
commençait à s'estomper, plus particulièrement quand elle était fatiguée. Déjà après 
quelques phrases d'explication, elle fermait les yeux comme si cela ne l’intéressait pas 
finalement. Alors elle disait ‘Je ne comprends pas’. Récemment, ma mère a eu une 
sorte de jeu avec des images où elle peut indiquer en vert ou en rouge ce qu'elle veut 
ou ce qu’elle ne veut pas. » 

Een dochter vertelt:  
“Moeder hoorde op dat moment niet zo goed meer. Bovendien begon, vooral als ze 
moe werd, haar aandacht ook te slabakken. Al na een paar zinnen uitleg sloot ze dan 
haar ogen alsof het haar eigenlijk niet interesseerde. ‘Ik versta het niet’, zei ze dan. 
Sinds kort krijgt moeder een soort van spel met prentjes waar ze zelf kan aangeven 
met groen of rood wat ze wel en niet wil.” 
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Proposition:  
Un prestataire de soins ne peut conclure à l’incapacité décisionnelle qu'après s'être 
assuré que le patient ait reçu autant d'aide à la décision que possible (par écrit, 
pictogrammes, orthophonie, soutien psychologique et psychosocial, etc.) pour prendre 
une décision en autonomie 

Stelling:  
Een hulpverlener kan pas concluderen tot beslissingsonbekwaamheid nadat is 
gewaarborgd dat de patiënt zoveel mogelijk beslissingshulp (zoals schriftelijk, 
pictogrammen, spraak- en taaltherapie, psychologische en psychosociale 
ondersteuning, enz.) heeft gekregen bij de pogingen zelf een beslissing te nemen. 

Evaluation de la capacité décisionnelle AVEC la personne et d’autres acteurs Van een oordeel over iemand naar een oordeel samen met iemand en anderen. 
Un prestataire de soins raconte :  
" Bien sûr, je ne suis pas toujours objectif envers un patient. Si le patient s’exprime et 
raisonne de manière convaincante, il est très difficile de décider que cette personne 
est incapable de prendre des décisions. Parfois, il y a des zones grises. Il est donc 
précieux et rassurant d'avoir l'avis de la famille ou d'autres prestataires de soins et 
d'en discuter ensemble." 
Proposition:  
L'évaluation de la capacité décisionnelle doit toujours se faire dans le cadre 
d'une concertation avec, par exemple, les différents prestataires de soins qui traitent 
le patient, ses proches et le patient lui-même ". Grâce à la concertation entre différents 
acteurs, plusieurs points de vue sont confrontés et permettent d’établir un " tableau " 
complet du patient. Ce tableau permet de documenter la décision finale du prestataire 
de soins ou du médecin. 

Een zorgverlener vertelt:  
“Natuurlijk sta ik niet altijd objectief tegenover een patiënt. Als een patiënt verbaal sterk 
is en goed kan redeneren, is het heel moeilijk te beslissen dat iemand toch 
beslissingsonbekwaam is. Soms zijn er ook blinde vlekken. Het is dan waardevol en 
ook geruststellend om de input te hebben van de familie of andere zorgverleners en 
samen te overleggen.” 
Stelling:  
Het oordeel over beslissingsbekwaamheid zou steeds in overleg moeten gebeuren 
met bijvoorbeeld verschillende behandelende zorgverleners, de naasten van de 
patiënt en de patiënt zelf. Door overleg tussen verschillende personen komen 
meerdere standpunten aan bod hetgeen helpt het ‘plaatje’ rond de patiënt volledig te 
maken. Voor de zorgverlener of arts die de uiteindelijke beslissing maakt betekent dit 
ook een ondersteuning. 

Consigner la décision concernant la capacité décisionnelle dans le dossier du patient 
et en discuter avec lui 

Verslag van de beslissing over beslissingsbekwaamheid in het patiëntendossier en 
nabespreking met de patiënt. 

Un patient souffrant de vulnérabilité psychologique raconte:  
"Je me sentais très humilié et impuissant de devoir défendre mes choix pour que 
finalement les décisions soient prises derrière mon dos. Rétrospectivement, je me 
rends compte que je n’aurais peut-être pas été en mesure de prendre mes propres 
décisions. Dans un second temps, j’aurais aimé connaitre les raisons pour lesquelles 
j’ai été jugée inapte. Je n'ai vu aucun rapport quel qu’il soit ... " 
Proposition:  
Un rapport dans le dossier du patient indiquant les raisons pour lesquelles un patient 
est incapable de prendre des décisions pour une intervention donnée et une 
discussion de suivi des décisions prises lorsque le patient était incapable de le faire 
devraient faire partie de la pratique courante. 

Een patiënt met een psychische fragiliteit vertelt:  
“Het voelde heel vernederend en machteloos dat ik al mijn keuzes moest verdedigen 
en dat er uiteindelijk toch boven mijn hoofd werd beslist. Achteraf gezien kon ik 
misschien niet zelf beslissen maar ik had toch graag gewild dat ik achteraf de redenen 
had geweten waarom ik toen wilsonbekwaam werd geacht. Ik heb daar nergens een 
verslag van gezien…” 
Stelling:  
Een verslag in het patiëntendossier van de redenen om een patiënt voor een bepaalde 
interventie beslissingonbekwaam te beschouwen en een nabespreking over de 
beslissingen die zijn genomen toen de patiënt daar zelf niet toe in staat was zouden 
tot de goede praktijkvoering moeten behoren. 
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Guide de pratiques relatif à l’évaluation et au soutien de la capacité 
décisionnelle 

Guidance rond beoordelen/ondersteunen van beslissingsbekwaamheid. 

Un jeune prestataire de soins raconte :  
‘Lors de la formation, peu d’attention est portée sur les méthodes d’évaluation de la 
capacité décisionnelle. Souvent, c'est intuitif. Il serait utile d’avoir un guide de bonne 
pratique pour les prestataires de soins’. 
Proposition:  
L’évaluation de la capacité décisionnelle est complexe. Le processus d’évaluation est 
également exigeant. La législation belge actuelle n’indique pas clairement comment 
la capacité décisionnelle doit être évaluée. Un guide de bonne pratique devrait soutenir 
les professionnels comme c’est le cas au Royaume-Uni (voir le guide de NICE). 

Een jonge zorgverlener vertelt:  
“In de opleiding werd er slechts weinig aandacht besteed aan hoe je de 
beslissingsbekwaamheid moet beoordelen. Vaak is dat intuïtief. Het zou handig zijn 
om een leidraad voor zorgverleners te hebben.” 
Stelling:  
De beoordeling van beslissingsbekwaamheid is een moeilijk en veeleisend 
beoordelingsproces voor de zorgverlener. De huidige Belgische wetgeving geeft geen 
duidelijke invulling van hoe beslissingsbekwaamheid moet worden beoordeeld. Er 
zouden richtlijnen moeten komen die toelichting geven voor de zorgverlener, zoals 
dat gebeurt in bijvoorbeeld het Verenigd Koninkrijk. 

Partie 3 : Planification anticipée des soins et plan de crises Deel 3 : Voorafgaande zorgplanning en crisisplanning 

Planification anticipée des soins Voorafgaande zorgplanning. 

Un prestataire de soins raconte :  
"Pour certains patients, la planification des soins est une bonne option pour donner le 
sentiment d’avoir une emprise sur le futur. Par contre, pour d’autres, il est très 
angoissant et pénible de penser à la détérioration de leur état de santé. L’avenir du 
patient et ses souhaits par rapport à celui-ci doivent être abordés de façon répétée et 
informelle. Ces conversations ne doivent pas seulement faire l’objet d’un moment 
dédié." 
Proposition :  
Les personnes courant un risque de perdre leur capacité décisionnelle (par ex. à cause 
d’une maladie dégénérative progressive comme la démence) et les personnes dont la 
capacité décisionnelle est fluctuante (par ex. à cause d’un trouble 
psychique) devraient être en mesure de déterminer leurs souhaits et leurs attentes 
concernant les soins et le soutien souhaités en concertation avec le médecin traitant 
ou les prestataires de soins du patient. Cela devrait être répété régulièrement et pas 
seulement à un seul moment. 

Een zorgverlener vertelt:  
“Planning van zorg is voor sommige mensen een goede optie om het gevoel te krijgen 
dat ze grip hebben op de toekomst; voor anderen boezemt het enorm veel angst in en 
is het pijnlijk om te moeten nadenken over hun degenererende toestand. Het kan 
helpen om herhaaldelijk en terloops met mensen over de toekomst en hun wensen te 
praten en niet enkel op 1 “officieel” moment.” 
Stelling:  
Mensen die het risico lopen beslissingsbekwaamheid te verliezen (bijvoorbeeld door 
een progressieve, degeneratieve ziekte zoals dementie) en mensen die een 
fluctuerende beslissingsbekwaamheid hebben (bijvoorbeeld door een psychische 
aandoening) zouden hun wensen en verwachtingen omtrent de gewenste zorg en 
ondersteuning in overleg met een behandelend zorgverlener/huisarts moeten kunnen 
bepalen. Dit zou geregeld moeten herhaald worden en niet enkel op 1 moment. 

Plan de crise Crisisplanning 

Un patient raconte:  
“Je me sens en sécurité avec ma carte de crise dans mon sac. Cette carte reprend 
mes médicaments, les noms des thérapeutes et mes coordonnées. Il est également 
fait mention de la manière dont je veux être soigné si je fais une crise en rue et quels 
médicaments je ne veux absolument pas recevoir.” 

Een patiënt vertelt:  
“Ik voel mij veilig met de crisiskaart op zak. Op de kaart staan mijn medicijnen, de 
namen van mijn hulpverleners en mijn contactgegevens. Ook staat op die kaart hoe ik 
wil worden behandeld als ik op straat in een crisis beland en welke medicijnen ik 
absoluut niet wil.” 

https://www.nice.org.uk/guidance/ng108/chapter/Recommendations#assessment-of-mental-capacity
https://www.nice.org.uk/guidance/ng108
https://www.nice.org.uk/guidance/ng108/chapter/Recommendations#assessment-of-mental-capacity
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Proposition:  
Les patients avec un problème de santé mentale devraient pouvoir communiquer 
grâce à la carte de crise reprenant les informations pertinentes sur (le déroulement d’) 
une crise et sur les décisions concernant la manière d’agir et de gérer ces crises. 

Stelling:  
Patiënten met geestelijke gezondheidsproblemen zouden, via een crisiskaart, de 
relevante informatie over (de aanloop naar) een crisis en de afspraken over hoe die te 
(be)handelen, moeten kunnen bepalen. 

http://www.reseausantenamur.be/images/pdf/outils/Plan_de_Crise_RSN_2016.pdf
http://www.reseausantenamur.be/images/pdf/outils/Plan_de_Crise_RSN_2016.pdf
http://www.diletti.be/images/Crisiskaart_Diletti.pdf
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APPENDIX 3. INTERVIEW GUIDE 
Appendix 3.1. INTRODUCTION 
• Introduce KCE 

• Introduce ourselves  

• Introduce the project :  

a. The topic,  

b. The overall methodology,  

c. The specific method for the participants’ interviews, and explain why the participation is important for the project, 

d. Explain the role of interviewer, observer and interviewee. If any, explain the role of trusted person 

e. The output and how to get the final report.  

• Read and explain the informed consent: at the start of the interview the interviewer will explain the informed consent form to the participant. It is explained 
that the interview is audio recorded and that a transcript of the interview will be made. Participants are guaranteed that the recording of the interview will 
be deleted when the transcript is made. In addition, the participant is guaranteed that the transcripts will not contain data that could disclose the identity of 
the participant, the cited professionals or institutions. The transcription will be done by an external firm with a confidentiality contract with the KCE. The 
verbatim transcription is only read by the researchers. Also the analysis and reporting will be done in a way guaranteeing anonymity of the individuals. 
Participants are asked to sign electronically the consent form which is also signed by the interviewer and the observer. The participant is informed that 
(s)he can stop participation to the study at any time without any disadvantages. Finally, the purpose of the interview is explained to the participant. The 
interview does not aim to collect potential claims against care providers or institutions. It is preferred that no name of care providers or institutions was 
mentioned. It case of name reporting, it will be deleted from the transcription.      

• Explain how the interview will unfold (including that break can be asked when needed) 

Remarks:  

• The questions may be slightly adapted in function of the participant suffer from dementia or not. 

• The questionnaire will be piloted with patient associations and with 2 persons meeting our inclusion criteria (1 French speaking and 1 Dutch speaking). 
The purpose of this test was to adapt the wording of the questions to the specificity of our target population. 
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Appendix 3.2. Questionnaire in French 
Note: Compared to the first version of the document, the questionnaire is translated in French and in Dutch. The English version was deleted. Track changes 
were not used to facilitate the reading. 

Questions Questions de suivi Sujet  Objectif 

PARTIE I: Question brise glace 

Nous sommes ici aujourd’hui pour discuter 
de la capacité décisionnelle relative aux 
soins de santé.  

1. Qu’avez-vous pensé quand vous avez 
entendu parler de ce sujet de 
recherche?  

 
 
 

Qu’est-ce que la capacité décisionnelle signifie pour 
vous? 

Pouvez-vous donner un exemple (que vous avez 
vécu ou non) dans lequel le soignant a eu des 
doutes par rapport à vos décisions pour votre santé 
ou votre traitement ou celles de la personne de 
l’exemple ? 

A ce moment-là, qu’avez-vous ressenti par rapport à 
ce doute? Pensez-vous que vous étiez capable de 
prendre des décisions pour votre santé et pour vos 
soins ? 

Intérêt et compréhension du 
sujet 

 

Evaluer la compréhension du 
sujet par le participant 

 

PARTIE II: Définition de la capacité décisionnelle  

2. Lorsque nous parlons de la capacité 
d’une personne à prendre des 
décisions pour sa santé, qu’est-ce 
que cela signifie pour vous?  

(Note pour l’interviewer: expliquer notre 
définition (c’est-à-dire nous ne considérons 
que les décisions relatives à la santé telles 
que les traitements ou les médications mais 
pas les questions relatives à d’autres 

Selon vous, quand une personne est-elle capable ou 
incapable de prendre une décider concernant ses 
médicaments ou ses interventions de santé ?  
 
Selon vous, qu’est-ce qu’une personne incapable ne 
peut plus faire ou comprendre ? 
 
(Note pour l’interviewer: identifier les éléments qui 
définissent la capacité, par exemple comprendre la 
sévérité d’une intervention) 

Définition générale de la 
capacité décisionnelle 

Identification des éléments de 
définition et de la vision du 
participant de la capacité 
décisionnelle 
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domaines comme l’achat d’une maison par 
exemple))  

Lorsque quelqu’un est capable ou incapable, l’est-il 
pour toutes les interventions de santé ou pensez que 
cette personne peut être capable pour certains 
décisions et pas pour d’autres ? Avez-vous le 
sentiment que les professionnels font cette 
distinction ? Pourriez-vous nous donner un 
exemple ?  

PARTIE III: Evaluation de la capacité décisionnelle  

3. Selon vous, quand la capacité 
décisionnelle d’une personne devrait 
être évaluée ?  

Selon vous, quand devrait-on évaluer la capacité 
décisionnelle d’une personne ? 
 
Dans la littérature scientifique, certaines personnes 
disent que les professionnels commencent à douter 
de la capacité décisionnelle d’une personne 
lorsqu’elle refuse une intervention considérée comme 
nécessaire par le professionnel. Qu’en pensez-vous ? 

Identification de la perception 
du participant du moment où 
une évaluation est nécessaire 
dans le processus de soins 

 

Comprendre la perception du 
participant par rapport à la 
notion de refus de soins et de 
l’impact des décisions sur l’état 
de santé 

 

4. Comment devrait être évaluée la 
capacité décisionnelle d’une 
personne pour les questions de soins 
de santé?   

Comment cette évaluation devrait être organisée?  
Si vous pouviez décider de comment l’évaluation se 
déroulerait, comment se passerait une évaluation de 
la capacité décisionnelle ? 
Qu’est-ce qui est important pour vous durant cette 
évaluation? 
(Note pour l’interviewer: identifier le Quand? Où ? Avec 
qui ? La fréquence ? Le type d’intervention?) 

Certains professionnels utilisent un outil (ou un 
support à la décision) pour évaluer si quelqu’un est 
capable ou non ? Qu’en pensez-vous ?  
(Note pour l’interviewer: montrer l’exemple ci-dessous) 

Identification de la perception 
des participants de 
l’organisation de l’évaluation 

Comprendre quels éléments 
peuvent aider la personne 
durant l’évaluation 
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5. Quelles sont les critères qui doivent 
être pris en compte durant 
l’évaluation de la capacité 
décisionnelle d’une personne pour 
les questions relatives à ses soins de 
santé? 

Des critères médicaux et/ou des critères personnels 
(comme les valeurs, les préférences, l’histoire 
personnel) ?  
 
Comment pensez-vous que les professionnels de 
santé prennent en compte vos valeurs et préférences 
lorsque vous devez prendre une décision par rapport 
à votre santé ?  

Identification de la perception 
du participant concernant les 
méthodes d’évaluation de la 
capacité décisionnelle 

 

Comprendre les critères 
importants du point de vue du 
participant pendant l’évaluation 
de la capacité décisionnelle 
concernant les questions de 
santé 

6. Au moment où vous devez prendre 
une décision, pensez-vous que cela 
serait plus facile pour vous avec un 
soutien? Si oui, de quel type de 
soutien auriez-vous besoin?  

Existe-t-il quelque chose qui vous aiderait à prendre 
des décisions dans une période difficile?  
 
Pensez-vous que vous pourriez utiliser un tel support 
pendant une période difficile ?  
(Note pour l’interviewer: un exemple d’outil qui peut être 
donné est la carte de crise (voir ci-dessous). Expliquer 
que celle-ci est utilisée lorsque le patient ne peut plus 
d’exprimer lui-même) 

Identification de la perception 
du participant des moyens de 
soutien de la capacité de prise 
de décision 

Comprendre comment le 
participant souhaite être 
soutenu lorsqu'il doit prendre 
une décision. 

7. Le résultat de l’évaluation de la 
capacité décisionnelle doit-il être 
communiqué à la personne qui a fait 
l’objet de l’évaluation ?  
 

Si non, pourquoi ?  
Si oui, quand et comment ? 
 
 
Les résultats de l’évaluation devraient-ils être 
discutés a posteriori entre le soignant et la personne 
évaluée ?  
 
Les résultats de l’évaluation devrait-il être consignés 
dans le rapport médical de la personne évaluée?  
 
 

Identification de la perception 
du participant de la 
communication des résultats de 
l’évaluation de la capacité 
décisionnelle. 

 

Sur base de la perception du 
participant, comprendre 
l’importance d’être informé des 
décisions prises par rapport à 
sa capacité décisionnelle 
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 PARTIE IV: Maintien de la capacité décisionnelle 

8. Avez-vous déjà pensé à des 
directives anticipées ou à une carte 
de crise? 

(Note pour l’interviewer: si le participant ne 
sait pas ce que sont les directives 
anticipées ou la carte de crise, montrez un 
exemple de carte de crise et définissez les 
directives anticipées. Le plan de directives 
anticipées est un processus entre le patient, 
un proche et un soignant pour définir une 
orientation commune pour les soins et 
traitements à mettre ou ne pas mettre en 
place. Cette approche, proactive et 
anticipée, facilite la prise de décision dans 
les situations d’urgence ou lorsque le 
patient n’est plus capable d’exprimer 
clairement ses souhaits) 

Pensez-vous que cela soit utile ?  

Qu’est-ce qui pourrait vous aider d’avantage? 

Selon vous, tout le monde devrait-il avoir l’occasion 
de compléter un document de directives anticipées ou 
une carte de crise ? Pourquoi ? 

Au moment d’appliquer les mesures rapportées dans 
les directives anticipées, que devrait faire un 
professionnel de santé si la personne a changé 
d’avis ? 

 

Identification de la perception 
des participants des outils de 
soutien à la capacité 
décisionnelle 

Comprendre la connaissance 
des outils et leur apport 
potentiel au maintien de la 
capacité décisionnelle. 

 

Documents servant d’exemple lors de l’interview 
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Appendix 3.3. Topic guide in Dutch 

Vragen Follow-up vragen Onderwerp Doel 

Eerste deel: inleidende vraag 

We zullen het vandaag hebben over 
beslissingsbekwaamheid voor interventies 
in de zorg.  

1. Wat was uw eerste reactie toen u 
over ons onderzoeksonderwerp 
hoorde?  

 
 

Wat verstaat u onder dit onderwerp?  

Kan u een voorbeeld geven (al dan niet uit eigen 
ervaring) van een situatie waar de zorgverlener 
twijfels had over uw (of een ander persoon haar/zijn) 
beslissing betreffende uw (haar/zijn) gezondheid of 
behandeling?  

Hoe voelde dat op dat moment? Voelde u zich op dat 
moment zelf bekwaam om te beslissen over uw 
gezondheid of de zorg die men u wou geven?  

Belang en goed begrip van het 
onderwerp 

Beoordelen of de deelnemer 
het onderwerp heeft begrepen. 

Tweede deel: definitie van beslissingsbekwaamheid 

2. Wanneer we het hebben over de 
bekwaamheid van een person om 
beslissingen te maken over 
gezondheidsinterventies, wat 
betekent dat dan voor u?  

(Nota aan de interviewer: leg onze definitie 
uit (i.e. we bedoelen enkel de bekwaamheid 
om te beslissen ivm interventies over 
gezondheid, zoals bijv. een behandeling of 
medicatie. Het gaat echter niet over de 
bekwaamheid om te beslissen over andere 
zaken buiten gezondheidszorg, zoals bijv. 
Een huis kopen.)  

Wanneer is iemand volgens u (on)bekwaam om 
beslissingen te nemen over een 
medische/zorginterventie?   
 
Welke zaken kunnen onbekwame personen niet langer 
doen/begrijpen volgens u?   
 
(Nota aan de interviewer: identificeer de elementen die 
bekwaamheid definiëren, bijv. het begrijpen van de ernst 
van de interventie)  

Is iemand die (on)bekwaam is, volgens u, (on)bekwaam 
om te beslissen over elke interventie of heeft u het 
gevoel dat iemand bekwaam kan zijn voor sommige 
beslissingen en voor andere niet? Heeft u het gevoel 
dat zorgverleners dit onderscheid maken? Kan u een 
voorbeeld geven?  

Algemene definitie van 
beslissingsbekwaamheid 

Elementen van 
beslissingsbekwaamheid 
identificeren en de visie van de 
deelnemer hierop achterhalen.  
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Derde deel: Het evalueren van beslissingsbekwaamheid 

3. Wanneer dient iemands 
beslissingsbekwaamheid te worden 
geëvalueerd?   

Wanneer moet volgens u iemands 
beslissingsbekwaamheid worden beoordeeld?    
 
In de wetenschappelijke literatuur zegt men soms dat 
zorgverleners beginnen twijfelen over iemands 
beslissingsbekwaamheid wanneer deze persoon 
weigert een interventie te accepteren die door de 
zorgverlener als noodzakelijk wordt beschouwd. 
Herkent u dit?   

De perceptie van de deelnemer 
over het moment in het 
zorgproces waarop een 
beoordeling nodig is. 

De perceptie van de deelnemer 
over het weigeren van zorg en 
de impact van een beslissing 
op de gezondheid achterhalen. 

4. Op welke manier zou bekwaamheid 
om te beslissen over zaken die te 
maken hebben met uw 
gezondheids(zorg) moeten worden 
beoordeeld?   

Hoe moet deze evaluatie worden georganiseerd?  
  
Indien u kon kiezen hoe dit zou gebeuren, hoe zou dat 
dan zijn? Welke zaken zijn belangrijk voor u tijdens een 
dergelijke beoordeling?   
(Nota voor de interviewer: identificeer wanneer? Waar? 
Met wie? Hoe vaak? Voor welk soort beslissing?) 

Sommige zorgverleners gebruiken een hulpmiddel (of 
een middel om de beslissingsbekwaamheid te 
ondersteunen) om te beoordelen of iemand 
beslissingsbekwaam is of niet. Wat vindt u hiervan?  
Nota aan de interviewer: toon onderstaand voorbeeld aan 
de deelnemer. 

 

De perceptie van de deelnemer 
over de organisatie van de 
beoordeling van 
beslissingsbekwaamheid 
achterhalen.   

Begrijpen welke elementen de 
persoon kunnen helpen tijdens 
de beoordeling.  

5. Welke criteria moeten worden 
gebruikt tijdens de evaluatie om te 
beoordelen of iemand kan beslissen 

Medische en/of persoonlijke criteria (zoals waarden, 
voorkeuren, persoonlijke geschiedenis)? 
 

De perceptie van de deelnemer 
achterhalen rond de methoden 
die worden gebruikt om 

Begrijpen van de criteria die de 
deelnemers als significant 
beoordeelt tijdens een 
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over zaken van zijn/haar 
gezondheid(szorg) ? 

Hoe denkt u dat zorgverleners rekening houden met 
uw waarden en voorkeuren wanneer u een beslissing 
moet maken die een invloed heeft op  uw gezondheid?   

beslissingsbekwaamheid te 
beoordelen.  

beoordeling van 
beslissingsbekwaamheid.  

6. Op het moment dat u een beslissing 
moet nemen, denkt u dat u dan 
gemakkelijker zou kunnen belissen 
als u daarbij ondersteund werd? 
Welk soort van hulp/ondersteuning 
zou dat moeten zijn? 

 
Zijn er dingen die u zouden kunnen helpen om een 
beslissing te maken in een moeilijke periode?  
 
Denkt u dat een dergelijk hulpmiddel zou  kunnen 
gebruiken tijdens een moeilijke periode?  
(Nota voor de interviewer: een voorbeeld of een tool kan 
ter beschikking worden gesteld zoals (crisis)kaarten die 
gebruikt worden als de patiënt zichzelf niet kan 
uitdrukken) 

De perceptie van de deelnemer 
achterhalen rond manieren om 
beslissingsbekwaamheid te 
ondersteunen. 

Achterhalen op welke manier 
de deelnemer ondersteund wil 
worden op het moment hij/zij 
een beslissing moet nemen.  

7. Zouden volgens u de resultaten van 
de beoordeling door de zorgverlener 
moeten worden besproken met de 
persoon?  
  

Indien niet, waarom?  
Indien wel, wanneer en hoe? 
 
 
Zouden de resultaten nadien moeten besproken 
worden tussen de zorgverlener en de persoon wiens 
beslissingsbekwaamheid is beoordeeld?   
 
Zouden de resultaten moeten worden opgenomen in 
het medisch dossier?  

Identificeren wat de deelnemer 
vindt over de communicatie van 
de resultaten van de 
beoordeling van 
beslissingsbekwaamheid.  

Begrijpen welk belang de 
deelnemer hecht aan het 
communiceren van de 
resultaten van de beoordeling 
van beslissingsbekwaamheid.  

Vierde deel: Behouden van beslissingsbekwaamheid 

8. Wat denkt u van vroegtijdige 
zorgplanning en crisis kaarten?  

(Nota voor de interviewer: indien de 
deelnemer niet weet wat vroegtijdige 
zorgplanning of een crisiskaart is, toon dan 
een voorbeeld van een crisiskaart en leg uit 
wat vroegtijdige zorgplanning is. 
Vroegtijdige zorgplanning is een overleg 
tussen de patiënt en de zorgverlener om 
vast te leggen welke zorg en/of 
behandeling de patiënt in de toekomst wil 
(of niet). De therapeutische doelstellingen 
zijn gebaseerd op de waarden en de 

Vindt u dat dit kan helpen?  

Wat zou u meer/beter kunnen helpen?  

Waarom zou iedereen volgens u de mogelijk moeten 
hebben om een crisiskaart te hebben of vroegtijdige 
zorgplanning te doen?   

Wat moet volgens u de zorgverlener doen indien de 
persoon op het moment van het toepassen van wat in 
de voorafgaande zorgplanning was bepaald niet meer 
akkoord is hiermee?   

 

Identificeren van de perceptie 
van de deelnemers rond 
hulpmiddelen om 
beslissingsbekwaamheid zo 
lang mogelijk te behouden. 

Achterhalen wat de kennis is 
van en de nood aan potentieel 
waardevolle tools die kunnen 
helpen om de 
beslissingsbekwaamheid van 
personen te behouden.  
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voorkeuren van de persoon. Deze 
proactieve en anticiperende benadering 
vergemakkelijkt de beslissingen in 
noodsituaties of op het moment dat de 
persoon niet langer in staat is duidelijk zijn 
wil duidelijk te maken). 

Crisisplan horend bij crisiskaart. 
DOOR MIDDEL VAN DIT CRISISPLAN GEEF IK TE KENNEN WAT MIJN WENSEN EN KEUZES ZIJN INDIEN IK IN EEN PSYCHISCHE CRISIS GERAAK. 

Crisisplan horend bij crisiskaart van: 

Naam: 
Adres: 

Postcode: 

Plaats: 

Telefoonnummer: 

Emailadres: 

Geboortedatum: 

Behandelaar 
Huisarts: 
Telefoonnummer: 

Psychiater: 
Telefoonnummer: 

Andere begeleiding: 
Telefoonnummer: 
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1. Hoe ben ik als ik me goed voel? 
Volgende kenmerken horen bij hoe ik ben als ik me goed voel en geen crisishulp nodig heb:  
-------------------------------------------------------------------------------------------------------------------------------------------
-------------------------------------------------------------------------------------------------------------------------------------- 

 

2. Hoe ziet een crisis er bij mij uit? 
Als ik verschillende van de volgende tekenen of symptomen, zoals vermeld bij ‘noodsignalen’, heb moeten 
mijn ondersteuners de verantwoordelijkheid voor mij overnemen en beslissingen nemen op basis van dit plan:  
 
 Mogelijke aanleidingen: 

--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
------------------------------------------------------------------------------------ 
 

 Eerste signalen: 
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
------------------------------------------------------------------------------------ 
 

 Noodsignalen:  
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
------------------------------------------------------------------------------------ 
 

3. Hoe te handelen bij een crisis: 
 
 Neem contact op met: 

--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------------------------------------------------------------- 

 Neem zeker geen contact op met of verstrek geen informatie aan: 
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------------------------------------------------------------- 
 

 Doe de volgende dingen om mijn symptomen te helpen verminderen, mij op mijn gemak te stellen en mijn veiligheid te bewaren: 
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
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--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
-------------------------------------------------------------------------------------------- 

 Graag NIET het onderstaande doen, het helpt niet maar maakt het alleen maar erger: 
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------------------------------------------------------------- 
 

 Gewenste crisismedicatie : 

Naam Dosering  Reden 

   

   

 
 Ongewenste crisismedicatie : 

 

Naam Dosering  Reden 

   

   
 

 Mijn huidig medicatieschema: 
 

Naam Dosering Reden  
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Mijn actuele medicatie is opvraagbaar bij… 
 

 Wanneer ik opgenomen moet worden geef ik de voorkeur aan volgende instellingen/afdelingen: 
 

Naam Contactpersoon telefoonnummer reden voorkeur 

    

    

    

    
 

 Opname in volgende instellingen/afdelingen vermijden: 

Naam Reden 

  

  
 

 Ik heb een hospitalisatieverzekering:   Ja  Nee 
Info:  
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
------------------------------------------ 

 Ik wens een éénpersoonskamer  Ja   Nee 
 

 Dit helpt als ik erg onrustig en/of agressief ben: 
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------- 

 Dit helpt niet: 
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------



 

322  Decisional capacity KCE Report 349 

 

-------- 
 

 Belangrijke lichamelijke gegevens: 
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
------------------------------------------------------------------------------------ 

 Dagelijks leven: 
ik woon samen met………………………………………………………………………………………………………….. 
Ik werk/volg les bij:…………………………………………………………………………………………………………… 

 Te contacteren personen eigen kring: 
 

Naam Telefoonnummer Opmerking 

   

   

   

   
 
 

 Ik wil graag dat genoemde personen de volgende taken doen: 
Naam persoon Taak Telefoonnummer Relatie/rol 
    
    
    
    
    

 
 Praktische aandachtspunten: 

Financiëel / administratief moet het volgende geregeld worden: 
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
-------- 
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 De volgende tekenen, afwezigheid van symptomen of gedrag geven aan dat mijn crisisplan niet meer gebruikt hoeft te worden: 
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
-------- 
 

 In geval van een opname wil ik dat voor ik naar huis ga eerst volgende dingen geregeld zijn: 
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
-------- 
 

Ik heb dit plan gemaakt op ………………………….(datum) samen met 
……………………………………………………………………………………………………………………………………….. (naam) 

Ieder persoonlijk crisisplan dat ik gemaakt heb op een latere datum dan de hier genoemde gaat boven dit crisisplan. 

Handtekening 
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