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It may be hard going but sometimes it is well worth driving home the message. We have lost track by now of the
number of KCE reports in which we have advocated involving the patient in their healthcare choices! This participation
implies furnishing clear and balanced information, a challenge we have taken up by developing a series of messages
and a body of information to guide women faced with the choice of undergoing screening for breast cancer. These
messages are not a full-blown decision-making tool but they can be usefully used in conjunction with the tools
produced by other actors.

When you set off on this kind of adventure, you quickly realise how far removed the medical/technical language of our
manuals and guides to good practice is from the plain talking you need to ensure that a message is understood and
taken on board by lay persons. The adventure becomes particularly arduous when it comes to getting the message
across in an area such as screening for breast cancer, an area populated by "believers”, "non- believers" and an array
of "dissidents". It was therefore necessary to simplify the (far from perfect) results of the scientific studies and present

them in as objective and neutral a way as possible.

Mission Impossible? Of course not! Others have ventured there before us. We were therefore able to call on experts
not only in the field of screening or gynaecology, but also in the field of health promotion and communication. We
would like to take this opportunity to thank them wholeheartedly for this very informative cooperation!

We hope that this instrument will be effectively used in practice and, ultimately, help women make full use of the
healthcare possibilities open to them on the basis of an informed choice.”

Christian LEONARD Raf MERTENS
Deputy general director General director
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CONTEXT

This report follows on from the publication of a series of clinical guidelines
devoted to screening for breast cancer in women. After considering
screening in general, screening via mammography in women between the
ages of 40 and 49 and those over the age of 70 and the identification of
high-risk women, the KCE has set out on a quest to inform women about
breast cancer screening.

This type of information has indeed been considered a priority in the field
by a group of stakeholders comprised of representatives of the RBSR
(Royal Belgian Radiological Society), the SGAM (Scientific Society of
General Medicine), the GGOLF (Grouping of Belgium’s French-language
Gynaecologist-Obstetricians), the LUSS (League of Health Care Users),
CBO (Belgian Cancer Society), Domus, the VVOG (Flemish Association
for Obstetrics and Gynaecology), the VLK (Flemish League Against
Cancer), the BKO (Breast Cancer Screening), the CFWB (French
Community Wallonia-Brussels) and Brumammo.

There is a growing trend in today’s society toward informed decision-
making by patients, emphasising the importance of informed consent and
informed choice. Advising women in Belgium about the potential
consequences, even the side-effects, of breast cancer screening is an
integral part of the right to information stipulated in the law on the rights of
the patient. Setting out the bare bones of the matter can help women take
an informed decision with all the facts at hand, whether alone or in
consultation with a health care professional.

AIM

The aim of this report is to generate neutral messages and information for
use in communication tools related to breast cancer screening. This
information and these messages are earmarked at women aged 40 to 79
with no increased risk of breast cancer. These messages are not a full-
blown decision-making tool but they can be usefully used in conjunction
with the tools produced by other actors.

This report also updates the evidence that was already published for
women between the ages of 50 and 69.
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METHODS

The messages have been developed in using data from the scientific
literature, epidemiological data and the perceptions of Belgian women and
practitioners.

We based ourselves paritially on the 'content development' stage of the
methodology used by the Informed Medical Decision Foundation16 and
the IPDAS criteria (International Patient Decision Aid Standards) relevant
for the development of neutral messages. In practical terms, we conducted
a review of the international literature dealing with the effectiveness of
breast cancer screening in women aged 50-69, a review of the literature on
the perspectives of patients and clinicians, 6 focus groups with women,
two focus groups with general practitioners and gynaecologists and expert
consultation.

The questions related to research and the general scientific approach were
put to a group of stakeholders in the field of breast cancer screening:
representatives of the Belgian government (regional and federal), of the
administrative authorities, the National Institute for Health and Disability
Insurance (INAMI/RIZIV), scientific associations representing general
practitioners, gynaecologists and radiologists as well as representatives of
existing breast cancer screening programmes, health insurance funds,
patient organisations and medical journalists.

The messages were tested for their readability and comprehensibility
among an initial sample of 30 women. The adjusted messages were then
dressed up in a more comfortable and attractive presentation and re-
tested among a new sample of 30 women.
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RESULTS

We have developed messages about breast cancer, breast cancer
screening and about screening outcomes for women in the four age
groups concerned: 40-49 years, 50-59 years, 60-69 years and 70-79
years. These messages can be used in their entirety by those who wish to
communicate in a neutral way with women on screening for breast cancer,
for example within the framework of the development of decision-making
tools.

They are not sufficient in themselves to ensure comprehensive
communication on screening for breast cancer and are not designed to be
delivered as such to women. For example, these messages do not contain
any practical information or information about what breast cancer actually
is.

These messages also contain some useful concepts that shed light on
what screening involves. They also provide information on the importance
of breast cancer as a cause of mortality and the short- and long-term
consequences of breast cancer screening. Finally, women can also use
them as a basis for discussion with their doctor when consulting them
about their decision.

The messages have the following characteristics: they are expressed in
absolute numbers, are presented using the same denominator (1000
women), furnish information on gains and losses, they show with the same
level of detail the positive and negative aspects of the options. The time
frame is specified and is identical for the different options. Each visual is
on the same scale. In addition, we have avoided the narrative style.

These messages can be downloaded in French and Dutch from the KCE?*
website. They have all passed the readability test.

40-49 years: full version and separate figures available at the address:

in French:

http://kce.fgov.be/sites/default/files/page documents/KCE Cancer_sein_40-
49.pdf

In Dutch:

http://kce.fgov.be/sites/default/files/page documents/KCE Borstkanker 40-
49 _0.pdf

50-59 years: full version and separate figures available at the address:
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in French:

http://kce.fgov.be/sites/default/files/page documents/KCE Cancer_sein_50-
59.pdf

In Dutch:

http://kce.fgov.be/sites/default/files/page documents/KCE Borstkanker 50-
59 0.pdf

60-69 years: full version and separate figures available at the address: i

n French:

http://kce.fgov.be/sites/default/files/page _documents/KCE Cancer_sein_60-
69.pdf

In Dutch:

http://kce.fgov.be/sites/default/files/page documents/KCE Borstkanker 60-
69 _0.pdf

70-79 years: : full version and separate figures available at the address:

in French:

http://kce.fqgov.be/sites/default/files/page _documents/KCE Cancer_sein_70-
79.pdf

In Dutch:

http://kce.fgov.be/sites/default/files/page documents/KCE Borstkanker 70-
79 _0.pdf

KCE Report 216Cs









