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CONTEXT



“Belgium has a lot of healthcare data, but:

= Dispersion of data sources

= Accessibility problems : no central inventory,
neither a central contact for retrieval of
information
Few available data quality plans (relevance,
accuracy, completeness, consistency, coherence,

Inventaire des bases de données de timeliness).”

soins de santé

“The problem of the Unique Personal Identifier
KCE reports vol 308 (UPI) or pseudonym (UPP):

= |egalissues

= Problems with linkage of the data

= Longitudinal analyses frequently impossible”

“Gaps in (public domain) data:
Primary care
Trajectories of healthcare
Non compulsory health insurance
Few data for nursing and rest homes RVT-ROB
Few useful data on psychiatry mental healthcare
HC Technology
Non reimbursed consumption”
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“Rene, listen &ery carefully,
| shall say this only once”

“Only once” = key principle of Action plan eHealth 2013-20}

a) data capture from primary (operational) sources of health caréactors!
b) re-use of previously collected data! 9
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sussect cal| Box 2 | The FAIR Guiding Principles

» R Toe Findable:
4| FL dasa-fiTe assigned a globally unique and persistent identifier

F2. data are described with rich metadata (defined by R1 below)
L F3. metadata clearly and explicitly include the identifier of the data it describes
F&4. (meta)data are registered or indexed in a searchable resource

.
Al. dase=dre retrievable by their identifier using a standardized communications protocol

Al.1 the protocol is open, free, and universally implementable
Al.2 the protocol allows for an authentication and authorization procedure, where necessary
Recsived: 10 Dd A2. metadata are accessible, even when the data are no longer available

Accepted: 12l | 14 peinteroperable
Published: 1 I1. (e formal, accessible, shared, and broadly applicable language for knowledge representation.

12. (meta)data use vocabularies that follow FAIR principles
13. (meta)data include qualified references to other (meta)data

R1. maldatalar® richly described with a plurality of accurate and relevant attributes

R1.1. (meta)data are released with a clear and accessible data usage license
R1.2. (meta)data are associated with detailed provenance
R1.3. (meta)data meet domain-relevant community standards

community  after the data nublication nrocess. Unfartunately. the existina dintal ecosvstem



technical implementation (free & open)

information architecture (independent from technology)

technical service desk

set of business processes
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= more time for patlent > hlgher quallty ofcare’ =
= more tlme for research > hlgher quallty of research




View @ top Mount Everest (8848m)

“Closest place to heaven on earth"




Top Mount Everest

8.848m
Are we there yet? el oo Lhotse 8.516m
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Nuptse 7.861m



TECHNICAL ARCHITECTURE



Data collection at the source: only if necessary!
Future: increased used of “linked data”

« Etude de I'évolution position socio-économique de travailleurs belges atteints de cancer. »

011dabc
0110-abc

p11o==abc
NISS => PseudoNISS
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Technical
H ea It h d ata o b descriToiioT%?‘ each e
data collection

healthdata.be

Use of National
Registry Number

o11dabe

. m oilo/abec ="
otlo+abc **

HDA4RES DATAWAREHOUSE (SAS) HEALTHSTAT

Registration 9 9 Data 9 Data 6

Ul a4 Monitoring “ Validation Storage
System : Secure Data 1)

Transfer & £y
ancoding of H#

‘s B4 Annotation Trusted Third Party

All manual input remains available §g & Correction for encryption and
(structured and coded, according to [ Request pseudonymization
[inter]national standard, based on SN O RTURTURTRE SRR
CBBs) in local database of DP:

* Import in future upgrade of

EPD/LIMS;
* Re-Use for internal Bl & QI

Data Analysis -4 Bl-Reporting -‘— -
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Installation Complete

6 Installation is complete. You need to restart the computer in order to use the newinstallation.

Restart Now

(/7 el

hospitals - Lab Ana Path Lab Clin Bio GP’s
100% (of 117) 100% (of 9) 92% (of 87) 88% (of 150) 69% (of 11299)




_/Q Data Collections X ‘ - g - ——

< e O & Veilig | https://www.healthdata.be/dcd/#/collections

G Archive &/ Aanvraagformulieren ¥ BP Dashboard - Healt \g DCD - Agile Board - | |[&f HealthStat PROD |&f HealthStat ACC ;1%’ healthdata support - D

healthdata.be

care

ONLINE
CATALOGUE
Data Collections

Final .
DCD’s Final: n = 27

DCD’s draft: n=12

Amputation - Reimbursement of implants that allow the fixation of an external prosthesis
BCFR - Belgian Cystic Fibrosis Registry

BCFRecode - Recoding identifiers for BCFR

BCR - Belgian Cancer Registry

BEWSD - Belgian Early Warning System for Drugs

BNMDR - Belgian Neuromuscular Disease Registry

CRRD - Central Registry for Rare Diseases

Epilabo - Sentinel Laboratories Infection Diseases

HCWV - HCV

HIV_Cohort - HIV_Cohort

HIV_Incidence - HIV Incidence

HIV_WL - HIV Viral Loads

IQECAD - Initiative for Quality Improvement and Epidemiology in Children and Adolescents with Diabetes

IQECAD_Recode - Recoding identifiers for IQECAD

Data Collection Definitions (DCD’s): list view

IQEDFoot - Initiative for Quality improvement and Epidemiology in Muttidisciplinary Diabetic Foot Clinics
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e & O | & Velig https//www.healthdata be/ded/#/collaction/ 13

healthdata.be
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ONLINE
CATALOGUE

HCV (HCV)

How B mlermprat this dala colacton dabntan™?

S it MName Vabdation nales Releence Lisls - oimplled expresssns Aciddione fewrmaliar SV exiract Fi

1 Patient details

palen daaimcalon

National registry 1D
Technical specs
L5V column name: patient id

Reguired: True

Clinical building block mapping (indicative only)
Concept: be.en. hd.Patient

Data element: PatientIdentiticationlumber

Validation

Data Collection Definitions (DCD’s): full description

Internal patient ID



HD software is publicly available

Lo Oy | @ Velllg | hitpsyfdownlead healthdata be i | G L.g.l-

healthdata.be

care

Download HealthData Open source

Lategl varsions Crchar wersions
i Back-end

RbpsRetbUck

Version: v1.1004

Releagse date! 31072007 dowmload [Full)

download (deployabdas) Document model
Detallz 1.10.4: p= ryheatthdatahd-docurmentmods]

= Relesse notes overvisy
Summary:

« Bug fix: processing nurmber fisld on csv-upload containing a geint instead of comma
ipse

Varsion: v1.11.1 Release date; 31072017 dowmnlcad (full)

download (deployaties)
Datails 1.11.1:

= Relaase notes overview
Surmary:

» Bug Mix) processing nurmizer fiekd on cav-uplosd cantaining @ geint instead of conma




Demo environment of HD software available

&« C ¢y | & Veilig | hitps//demo.healthdata.be
o Archive % acc HD4DP &/ Aanvraagformulisren ﬁ‘ BP Dashboard - Heal "g DCD - Agile Board - |

healthdata.be

care

Welcome to the demo page of healthdata.be,
where you can access demo versions of the
healthdata.be software for data providers and
researchers.

HD4DP HD4RES

(5T P ETATE L]

The HD4DP software is usad by the data providers (medical professionals in Tha HD4RES software is used by the researchars for follow-
hospltals, laboratories, individual practices, ...) for data collection. This software Is collections and for managing the data collection definitions (i

installed locally at the data provider. This demo environment is an online, regisry).

production-llke version and allows you to get familiar with the user inlerface of the The demo environment allows the researchers to get familia
data collection software. You can create registrations and submit these io the of their data collection follow-up software. it is possible to co
HDA4RES demo environment. It is also possible to test the CSY upload, but It Is not were submitted with the HD4DP demo environment and to re

possible to test the aulomatic C5V upload or AP, these registrations.
The log-In detalls for the HD4RES demo environment are:




Demo environment of HD software available

“ O O | & Veilig | httpsishdddp-demo healthdatabet /document/newy 331 g-ouwnld =208 Tr| & E’".
HD4DP esinare Datacoliectis fappart=ring Gids nstefiingsr Hiip = Iy Guess Guzet =
Inhoudstafel fnfo Tarug FRrslL 'h'aild.aueffﬂ'] Commentanan
NGS5 v1.0 — , Voortgang

~ 1 - ldentificatiecode van de patignt ———

Inhoudstafel
| |denfificatecods van de patient o

iz Fijksregtaternumrmer van de patsnt g Walldatiefouten (x)
o * Geen validanefouren
£ Laregiver
3 Medic S I Intem patlent IO 3 .
i S L Verplichte velden (&) 12

= Hijlksregisterniemimer van de patient: verplicht
4 Lsbaratory data k]
MNaam - v Maam veplichr yald

5 Attachiments e & Moparrasam verpiicht yold

Gabhnorredanem: verplichr vald
Feslachis verplcht veld
Wwinonpizars werplichs vald

* Lamd van ‘verbliji; verplicht veld
Inciddence dare: werplichr valkd

I “Woomaam

= Primary tumor locallzation; verplicht veld
Genocrtedatm ¢ Sradium: verplichr daid
— * * Sample bype on which the test was executed:
gelirnmijij = werplichs veled
o VCF file: verplicht wekd
Samenvatting Geslacht

o *

ian Validatiewaarschuwingen (1)

Onbekend Geen validatipwaarschuwingsn

Cunrindan 7
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KCE funded trial on randomized evidence-based order sets

Labs

6 Months:
Corr & Val

3 Months:
DC@
GP’s

6 Months:
Survey
Patients

Registration
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GP Practices

HD4PrC
/
Registration
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Calling Patients

HD4DP

i'i Laboratories 3 O :
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DATAWAREHOUSE (SAS)

Data

Storage Analysis




REPORTING
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Doorzoek rapporten

Your portal to Belgian health statistics

Over healthstat.be

Healthstat be is het datavisualisatie platform van Healthdata be, een
praject dat dee| uitmaakt van het nationaal Actieplan eGezandheid
2013-201E. Hier publiceren de onderzoekers tabellen, fipuren en
kaarten die 2i] maakten op basis van gegevens die #i] bij de Belgische
riekenhulzen, laboratoria, hulsartsen, en patienten hebben verzameld.
Metl deze rapporten willen de onderzoekers aan de betrokken
sorgverleners, zorginstellingen, patienten, overheden en het brede
publiek een up-to-date inzicht peven over hel voorkomen van bepaalde
siekten, hun oorzaak en impacdt, alsook de dosltreffendheid van hun
behandeling.

o @O B N B Aanmelden met el

MNieUWws = rmes

5] Feedback reports of project “Belglan Neuromuscular
Disease Repistry” (BNMDOR) are avallable for
participating health care arganizatlons and g ...

Feedback reports of project Belgian Treatment
Remand Indicator Registry (BTDIR) are avallable for
participating health care organizations an ...

WTETTY  Launch of healthstat.be, the data visualization
platform of the Healthdata.be project

LetEnils Communication to health care orpanizations:
responsible for eHealth User Access Management
can start appeinting access rights in UMAN applic ...

Roadmap

Op Healthstat be sullen tabellen, fipuren 2n kaarten voor vele
beleidsandersteunende wetenschappelifke projecten pepubliceerd
worden. Het moment waarop de datavisualisaties voor een specifiek
project gepubliceerd 2ullen warden, |s ondermeer afhankelijk van de
hervarming van de gegevensverzameling van dat project. De planning
daarvan kan u op de website van het haalthdata. be-project vinden.

In een eerste fase rullen voornamelijk sopenaamds private
datavisualisaties beschikbaar zijn. Deze kunnen enksl door de
betrokken zorgverleners, zorginstellingen en overheden geconsultzerd
warden. Hiervoor moeten zi inloggen met hun identiteltskaart. In de




. P —. B - — - e o e e ——— |t e
v’ k& HeakthSzat RN —— - o
= C O & Veilig hitpsy//acchealthstal.be/# frepart/iype/fsas1/19 4
] Archive @ Aznwaagformulisre % BP Dastboard - Heatt % DCD - Agile Board - | | HealthStat PROD g HealthStat ACC e healthdata support - " An
data tonen als: Tabel L] &
3k 3k sk sk sk 3k 3k 3k sk sk sk sk 3k 3k sk sk sk sk sk 3k 3k sk sk sk 3k 5k 3k sk sk sk >k ok sk sk sk k ok k -
Banchmark: alle ziekenhuizen van Balgié
Product: ADTAA - Intestinal antibiotics
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