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Data is the new gold/oil/blood
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Fact: A lot of health data is created on behalf of the Belgian
governments

Fact: Many profit and non-profit actors are interested in using this data

Fact: Interested parties often do not know how to apply for access to
and re-use of this data

Fact: Responsible managers of the data often have no idea what
others can do with this data

Fact: Today these data are not readily available. Many efforts are
needed to make this data accessible. Priority setting is necessary.

Fact-checking …
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An outcome of the project
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2010

History: slow start
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2010 2012

History: slow start
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2010 2012 2015

History: slow start

Action plan 2015-2018 

Action Point 18: inventory of all registries 

Action point 18: make 
inventory of “registries”!
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2010 2012 2015 2017

History: slow start

Action Point 18: inventory Available

Action plan 2015-2018 
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Sept 2017

Next 12 months: acceleration

“Big Data” / GIGOB: The roadmap

of the "Integrated Health Data Access Policy" initiative
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Sept 2017 Feb 2018

Next 12 months: acceleration

The Kick-off
1 February 
2018
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Sept 2017 Feb 2018 Sum2018

Next 12 months: acceleration

Nido
Digityser
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Sept 2017 Febr 2018 Sumr2018 Sept 2018

Next 12 months: acceleration

Kick-off 
meeting

Where ? @DigiTyser
Audience ? All

Program ?

 Presentation “data for better health”,

by Dr. Maggie De Block, Minister Volksgezondheid
en Sociale Zaken

 Presentation “Request portal
“data for better health”
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First release in production: https://requests.healthdata.be

Aims to provide a single point for requests for this data

Phased approach: First phase : given the need for priorities, first focus is the
identification of the demand (both in number of requests and type of proposed use).
Based on this information, government and data managers will be able to set priorities
(and probably find “quick wins” ) in making this data FAIR.

Workshops with data managers and hackathons with applicants will identify the
existing impediments for a FAIR use of this data, and will help to formulate, test and
implement solutions for these impediments

Solutions and priorities will be included in the Policy note of the federal minister of
Public Health.

Request portal
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https://metadata.healthdata.be https://fair.healthdata.be

Description is automatically published in the
open data platform. A “Request data” button is
foreseen for each project

From Metadata to request portal
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https://metadata.healthdata.be https://fair.healthdata.be

Description is automatically published in the
open data platform. A “Request data” button is
foreseen for each project

From Metadata to request portal

https://fair.healthdata.be/
http://dataforbetterhealth.be/ 
https://requests.healthdata.be/ 
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Oct 2018

Recent & future: sprint

Workshop “Open 
& FAIR data”

When ? 18.10.2018

Where ? @DigiTyser

Audience ? Managers of

databases financed by
governement
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Oct 2017 Jan 2019

Recent & future: sprint

Hackathon(s)
When ? #1: Intro: 10.01.2019 =>
hackathon: 25-26.01.2019

Where ? @DigiTyser
Audience ? Multidisciplinary data

science teams

Program ?  During a workshop, an

governemental (administrative) database
will be presented by the responsable data
managers and primary users, metadata of
the database will be provided  Attendees
of workshop can join the hackathon with
the governemental (administrative)
database.
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Oct 2017 Jan 2019 ?Apr ’19

Recent & future: sprint?

Presentation of 
Policy note

When ? 2nd half of April

Where ? TBD

Audience ? All

Program ?  presentation of

Policy note #dataforbetterhealth by
federal minister for Public Health,
dr. Maggie De Block
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Heading to…  Privacy-guarantee
24

Het woordje “verwerking” is cruciaal !! 
Wat is de interpretatie?
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Informed Consent (Hoeveel informed Consents kennen we?)

– eHealthPlatform Informed consent (afh. interpr. GDPR wel/niet verplicht):

• Ikv “continuiteit van zorg”:  uitwisselen ALLE medische gegevens 
(behalve persoonlijke notities)

– Klinische studie (verplicht):

• informeren v/d patient: risico en gebruik gegevens (anoniem) om 
meer inzichten te verkrijgen tbv R&D (big data & AI)

– Bij opname/operatie (verplicht):

• Informeren v/d patient: risico  (en steeds vaker geïncludeerd: 
gegevens worden gebruikt ter verbetering persoonlijk traject en 
dragen bij om meer inzichten te verkrijgen tbv R&D    (big data & AI)

25

Heading to…  Privacy-guarantee
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Strong Commitment database managers of federal
administrations to fulfill their commitment AP18 (Keep up to date
the metadata)…

Central request necessary: Only 29 requests are made (7 for
Belgian cancer register)… (still in direct contact with…)
Necessary for transparancy, reusable,…

Make Available: link between databases

By Design: New administration solutions: Follow the OPEN DATA
guidelines (see 2nd slide + European guideline 2018/0111)

AND

Heading to …
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Heading to … Inevitable: FAIR-principles
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Co-owners

Applicaties

Infrastructuur

Heading to… Acces to data(lake)



IMA
DATABANKEN, IMA ATLAS, PROCEDURES

LEIDDRAAD VOOR VERGADERINGEN MET EXTERNE AANVRAGERS 
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Databank Beschikbaarheid vanaf Type data

Populatie 2002 Basis

Farmanet 2004 Basis

Gezondheidszorgen 2006 Basis

Katz 2008 Basis

Hoofdstuk IV 2014 Basis

Uitkeringen 2003 [2013 IFW] Basis

EPS 2002 Afgeleid

Ziekenhuisopnames (klassiek/one day) 2006 Afgeleid

Contacten en patiëntenbestanden
huisartspraktijken

2003 Afgeleid

IMA-AIM      03/2016www.ima-aim.be    atlas.ima-aim.be30

IMA databanken: overzicht
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#dataforbetterhealth is an INITIATIVE of the federal minister of Public health, the federal
minister of Digital Agenda, the federal Secretary of state Privacy, SUPPORTED by Sciensano,
NIDO - the innovation lab of the federal government and DigitYzer, and INSPIRED by RIZIV-
INAMI, FOD-SPF Public Health, FAGG-AFMPS, IMA, IMEC, AGORIA, PHARMA.BE, VPP, LUSS,
HOSPITALS.be, KCE, BOSA, …
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Q1: Are the databases of our industry-partners
(pharma, medical devices, …) also OPEN and
FAIR?

Q2:….

Questions


