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The only future is a sustainable future
Pacesetter in the transition to sustainability

Countless challenges Solutions for big societal problems



Throughout their entire life, citizens should be able to find their way towards high quality
integrated care, supported by care givers and technology

Passive patient 

in disease-oriented care system

Empowered citizen 

in Quality-of-Life oriented care system





Applications & wearables Health Care Professionals

Citizen empowerment:

Self-management through data

Enrichment healthcare with 

data from outside a clinical 

practice
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TECHNOLOGY

Move freely 
between services

Reuse data across 
APPS

Connect with 
anyone

Select what you 
share precisely
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Data formats / interoperability
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Personalised 
products & services

Open innovation ecosystem

Value-chain for companies, 
citizens, research & 
government

Systematic user co-
creation approach

Proof of concept, 
validation to scale up

A LEVEL 
PLAYING 
FIELD
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De Vlaamse Regering keurt de opstart goed van 
het project We Are - burgergedreven
databeheer voor gezondheid en innovatie. We 
Are geeft hiermee concrete invulling aan de 
Vlaamse relancedoelen, zoals digitale 
transformatie en het versterken van het 
Vlaamse zorg- en welzijnssysteem door een 
samenwerking tussen zorg en innovatie. 

De Vlaamse ministers bevoegd voor 
Digitalisering, Economie en Innovatie en 
Welzijn en Volksgezondheid zullen zorgen voor 
de verdere uitvoering hiervan.

15/07/2022
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HEALTH 
SECTOR

Flanders invests in platform for secure data 
sharing
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We Are in practice: 
Setting up a digital vault
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We Are in practice: 
Patient experience



FLOW PEILING

TECHNISCHE DEMONSTRATOR

PREM: VLAAMSE PATIËNTENPEILING

https://vlaamspatientenplatform.be/nl
https://zorgkwaliteit.be/


We Are in practice: Rare 
disease patient journey 
survey



TTP – rare blood disorder 

What is TTP? 

• Thrombotic Thrombocytopenic 
Purpura

• Blood clots formed in all organs 
due to faulty enzyme

• Treatment: plasma donation 
without faulty enzyme

• 13-16 bags needed per 
patient

• Long hospital stay



Shaping the patient journey in rare diseases

Diagnosis insights

Treatment outcomes

Disease monitoring

Quality of life

Patient empowerment

Collaboration benefits

Patient data control 

Patient at the center

Feedback on contribution

Data enrichment



Use Case 2: TTP rare disease survey

▪ Context & setting the scene
• Consortium formed to better capture patient journey of rare disease

• Project sponsors: Takeda & Sanofi, with research partners from KU Leuven and 
UC Louvain, experts and patient community (no legal entity)

• In the project, Zenjoy was assigned to developing the survey application. 

• VITO provided the enabling tools to set up the back end to connect with the 
Athumi pod, visualize consent management and process the data for research. 

Measuring patient journey & quality of life 





Waarom WellData?
Health & Data: let’s talk (personal) 
data spaces! – Preventive health & 
the WellData project





SOLID 4 HEALTH

Burger
Vlaamse burger en 

gebruiker

Betrouwbare 
multibron welzijnsdata.
Meer controle. 
Slimmere inzichten.

Solid4Health

Technologie
Solid 4 Health

Dashboard & API

Meer Data

Meer Waarde

Meer 
Personalisatie

Meer 
Gebruik

S4H Platform

Met S4H worden welzijnsdata – veilig beheerd 
door We Are (Solid Pods) – eenvoudig 

uitwisselbaar en inzetbaar om te koppelen aan 
welzijnsdoelen. Het platform bundelt data uit 

verschillende bronnen en domeinen, doorbreekt 
fragmentatie en maakt kruisbestuiving mogelijk. 
Zo ontstaan slimmere, geïntegreerde inzichten 
over welzijnsthema’s heen, binnen én tussen 

sectoren.

Solid Pods via PIMS
Burger voegt rechtstreeks 
gezondheidsdata toe aan Solid Pod.

Burger beheert welke  
applicatie(data) mag 
gekoppeld worden 
aan het S4H platform 
via consent (We Are).

Bestaande applicaties 
integreren: integrated-
health insights. Hierdoor kunnen deze 

burgers meer 
persoonlijk inzicht & 
gebruikservaring geven

Zorg-
organisaties

Beleid

Onderzoek
Burger beheert welke 
data mag gedeeld 
worden met het 
ecosysteem via 
consent.

Ecosysteem



SOLID 4 HEALTH

Jouw welzijn altijd 
centraal.
S4H maakt jouw 
welzijnsdata helder 
en bruikbaar.

Solid4Health

S4H
Solid 4 Health

Dashboard & API

Meer Data

Meer Waarde

Meer 
Personalisatie

Meer 
Gebruik

Solid4Health verbindt data rond mentaal 
& fysiek welzijn, voeding & hydratatie tot 

gepersonaliseerde en slimme 
welzijnsaanbevelingen.

  
Voeding & hydratatie

Hydratatie
Intoleranties

Maaltijdfrequentie

 

Alcohol
Consumptie

Sociale noden

  
Beweging

Beweegfrequentie

Beweegintensiteit

Routines

  
Mentaal welzijn

Slaap

Stress

Schermgebruik

Je loop-applicatie houdt 
rekening met je hydratie-
niveau en geeft je ideale 

training weer.

Gerichter voedingsadvies op 
de website van je favoriete 
supermarkt om je energie 
niveau te optimaliseren.

S4H geeft de samenhang 
tussen je voedingsgedrag 

en mentale 
schommelingen weer.



WellData
(Personal) Data Space for 
Prevention



Make lifestyle data 
standardised and

interoperable. 

Innovation and
collaboration in health.

Citizens more in control 
over health data.

 

Goal of  WellData



Building a digital platform.

Connecting health & 
wellbeing applications.

Co-create with citizens.
 

How do we make this work in 
practice?



Using standards and
agreeing on storing and re-

using data points.

Giving insights on health
and health improvement.

Involve health care teams 
and local communities.

 

How?



Base set to measure health in a uniform and 
quantitative way

Welbeing Mental wellbeing
Stress
Sleep

General wellbeing
Meaning
Vitality

Social wellbeing
Work

Physical wellbeing
Height
Weight

Physical acitivity
Specific activity

Social 
determinants

Financial status
Education

Family
Environment

Personal 
determinants

Tobacco use
Alcohol use

Physical condition

Wellbeing determinants Wellbeing status



WellData platform

Technical platform to connect base set 
with other health apps
➢ Improve personal wellbeing
➢ Strengthen community work
➢ Safe data storage (citizen-centric)
➢ Data sharing through consent
➢ Creating a personal preventive

health data space



Ethical, Legal & Societal Aspects (ELSA) 
for ethical, legal and socially responsible 
technology

Clear guidelines – Mission, vision and principles in line with ELSA

Technology check – Tools to assess if techology is ELSA-proof?

Responsible management – Governance model for safe and
transparant data

Consent layer – Consent in line with ELSA



Pilot study

Pilot study with citizens (450) aimed at physical
activity at three locations

Eindhoven

Vorselaar

Leuven

Investigate what motivates citizens to share their lifestyle data 
and whether they want to share with e.g. health care 
professionals, researchers and policy makers



Partners



Partners



Thank you!
Keep in touch:
elfi.goesaert@vito.be

Find out more: 
https://we-are-health.be/en
https://interregvlaned.eu/data-ruimte-voor-preventie/over-
ons

mailto:Elfi.goesaert@vito.be
https://we-are-health.be/en
https://we-are-health.be/en
https://we-are-health.be/en
https://we-are-health.be/en
https://we-are-health.be/en
https://interregvlaned.eu/data-ruimte-voor-preventie/over-ons
https://interregvlaned.eu/data-ruimte-voor-preventie/over-ons
https://interregvlaned.eu/data-ruimte-voor-preventie/over-ons
https://interregvlaned.eu/data-ruimte-voor-preventie/over-ons
https://interregvlaned.eu/data-ruimte-voor-preventie/over-ons
https://interregvlaned.eu/data-ruimte-voor-preventie/over-ons
https://interregvlaned.eu/data-ruimte-voor-preventie/over-ons
https://interregvlaned.eu/data-ruimte-voor-preventie/over-ons
https://interregvlaned.eu/data-ruimte-voor-preventie/over-ons

	Slide 1: The We Are Platform: a sustainable citizen-centric ecosystem for personal health data 
	Slide 2
	Slide 3
	Slide 5
	Slide 7
	Slide 8
	Slide 9
	Slide 10
	Slide 11
	Slide 12
	Slide 13: Flanders invests in platform for secure data sharing
	Slide 14: Flanders invests in platform for secure data sharing
	Slide 15
	Slide 16: We Are in practice: Setting up a digital vault
	Slide 17
	Slide 18
	Slide 19
	Slide 20
	Slide 21: We Are in practice: Patient experience
	Slide 22
	Slide 23: We Are in practice: Rare disease patient journey survey
	Slide 24: TTP – rare blood disorder 
	Slide 25
	Slide 26: Use Case 2: TTP rare disease survey
	Slide 27
	Slide 28
	Slide 29
	Slide 30
	Slide 31
	Slide 32
	Slide 33
	Slide 34
	Slide 35
	Slide 36
	Slide 37
	Slide 38
	Slide 39
	Slide 40
	Slide 41
	Slide 42

