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

Countless challenges Solutions for big societal problems
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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



The human as the crossroads of his data

Primary use: Self management for 
Quality of Life through data 

Secondary use: Enrichment of healthcare 
(and R&D) with non-clinical data



Citizen-centric 
Approach

R&D innovation

Personalised 
products & services

Creation and 
capture of personal 

health data

Data storageDa
ta access & communication

Organisational & Data Governance



PERSONAL DATA 
SPACES

Human-
centric 

Approach

Data storage
SOLID

Move freely 
between services

Reuse data across 
APPS

Connect with anyone

Select what you 
share precisely
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Roles and applications in the ‘We Are’ layers

Personal Digital Vaults

-> architecture, infrastructure, requirements

User Interfaces, e.g.

- Consent mgmt app

- Data formats / interop

Authentication and authorization

Legal & Ethical framework

ACM/IDM 
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Flemish patient 
survey
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Flemish patient survey

▪ Survey of patient experience after hospital stay, validated survey developed by VPP 

▪ Survey to look into the improvement of quality of care, followed up by the Flemish 
Institute for Quality of Care (VIKZ) 

▪ Current situation

• Mix of paper and digital versions

• No single digital application

• Two measurement periods/ year 

What + context
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PREM SURVEY FLOW

• Patient gets invite 

after hospital stay

• Patient fills in 

survey

Patient gives consent 

to store the answers

in his personal data 

vault (SOLID Athumi

Pod)

Extraction & data 

processing by

VITO tool…

Patient gives consent 

to aggregate and

pseudonymise the

answers and share 

with VIKZ and the

hospital

… and

shared with

VIKZ and

the hospital

Hospital

VIKZ

Control over data 

in Athumi Pod

with We Are AMA
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Technologie

A view on the application



Data processing tool
The basics 

1. Automated process
that runs on planned

timepoints (e.g. 
monthly)

2. Consents for data 
sharing since last run

3. Data is read from the
Pods, excluding

immediate idenfitiers
(e.g. name, e-mail, 

WebID,..)

4. Data are collected in 
one file (RDF, SOLID 

format)

5. Conversion to XML 
according to VIKZ 

template

6. Results kept on 
secure FTP server of 

VIKZ for further analysis
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TTP survey
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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



TTP SURVEY JOURNEY

• Patient learns

about the survey 

from doctor or TTP 

community

• Patient or caregiver

fills in survey in 

the Zenjoy-app

Patient gives consent 

to store the answers

in his personal data 

vault (SOLID Athumi

Pod)

Extraction & data 

processing by

VITO tool…

Patient gives consent 

to aggregate and

pseudonymise the

answers and share 

with researchers

… and

shared with

researchers

(KUL and

UCL)

Insights

shared with

patient and

TTP 

community

Insights

shared with

experts and

Sanofi/Take

da, working

on 

treatments

for TTP

Control over data 

in We Are AMA
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Application Architecture
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Reflection on TTP survey journey

▪ Good communication in consortium

• Survey questions

• Communication strategy

• Project planning

▪ Legal hiccups cause great delays

• Getting consortium agreement in order

• Getting security & legal GDPR assessment 
done 

▪ Technical learnings

• Pioneer: developer accessibility and unclear 
errors, server upgrades

• Data structure: see Frederik

• Building user trust 

Lessons learned 
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Vitalink Connector
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Applicaties

Brug voor geïntegreerde dienstverlening voor de burger, 

in de zorg én via applicaties en technologie



Toepassingen Datakluis



Toepassingen

Toepassingen

Overzicht toepassingen

Koppeling Vitalink x SOLID 

De brug tussen twee ecosystemen

Datakluis







Goedkeuren

Toepassingen

Koppeling Vitalink x SOLID 

Vitalink

Weigeren

Datakluis



Toepassingen

Koppeling Vitalink x SOLID 

Log in & Access grant

Data in Vitalink

Datakluis

Bevolkingsonderzoek



Toepassingen

Koppeling Vitalink x SOLID 

Zie resultaten

Je resultaten werden successvol toegevoegd aan je persoonlijke kluis

Datakluis



Toepassingen

Datakluis

Koppeling Vitalink x SOLID 

Datakluis

3



Toepassingen

Koppeling Vitalink x SOLID 

Datakluis

Machine readable code 

from the pod



Toepassingen

Koppeling Vitalink x SOLID 

Datakluis

Bevolkingsonderzoek

1



Datum deelname aan het bevolkingsonderzoek 1/2/2022

Verdere opvolging Geen

Datum volgende onderzoeksuitnodiging 13/4/2027

Datum deelname aan het bevolkingsonderzoek 1/3/2024

Verdere opvolging Jaarlijkse terugkomst

Datum volgende onderzoeksuitnodiging 1/1/2025

Toepassingen

< Resultaten Bevolkingsonderzoek

Datakluis

Bevolkingsonderzoek Borstkanker

Bevolkingsonderzoek Baarmoederhalskanker
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SOLID4Health



Goal SOLID4HEALTH

34

• Unlock personal health- and lifestyledata for the
development, validation and valorisation of health 
applications for preventive health 

• Knowledge sharing on datasharing and data reuse

• Application of SOLID-technology & interaction with non-
SOLID systems





USE CASE: MENTAL WELLBEING

Health insurers

Platforms/apps
IDlab (app monitors mobile 
data use), 
Gezond Leven (Geluksmaat 
survey), 
Helan (Welwijzer)

CM & Helan: Demografic 
data, reactive data

Referral to partner 
platforms v(Helan, CM, 
Gezond leven...) + others 

from other use cases?INTERPRETATIONS & 
VISUALISATIONS

Dashboard (Made/PWC)

Technical infrastructure and data 
standards

(Solidlab, PwC, Imec, VITO)



USE CASE: ONLINE PREVENTION PLATFORM

Referral BIBOPP (local 
offerings) + Zipster (local 

wellbeing actors)INTERPRETATIONS & 
VISUALISATIONS

Dashboard

+ insights in alcohol use and 
psychosocial needs 

Alcoholdata

Contextdata



USE CASE: FOOD

Referral to partner 
platforms (Bibopp, apps 
hospital) + andere uit use 

cases?INTERPRETATONS & 
VISUALISATIONS

Dashboard

Surveys

• Insights in eating patterns, history & 
evolution in food preferences for 
citizens and HCP

Healthy Habits
Golazo
Gezondheidsgids



USE CASE: 1E-2E LINE

Hospitals

Platforms/apps
• Beweeginformatie uit 

smartwatch (zelf te 
simuleren obv Garmin 
data)

Obesity surveys
Referral to  

partnerplatforms 
(Bibopp, apps hospital) + 

others from use casesINTERPRETATONS & 
VISUALISATIONS

Dashboard

First Line
• Visualisation for HCP: hospital, 

GP, physio
• Visualisation for the citizen

Gezondheidsgids?



1
platform

• ZIPSTER

• Uit in Vlaanderen + 

Sociale 

kaart (BiBopp)

• Partnerplatforms 

(Helan, CM, Gezond 

leven...)

Food
• Survey Golazo, 

Healthy Habits, 
Gezondheidsgids

Alcohol use

• Gezondheidsgids
• Zipster survey

Mental Wellbeing

• App GSM usage
• Geluksmaat/Welwij

zer (vragenlijst)

DEMOGRAPHIC & 

REACTIVE DATA

SCREENING
DATA

INTERPRETATIONS & 
VISUALISATIONS

SCREENING
DATA

SCREENING
DATA

Obesitas (1e-2e lijn)
• GG voeding & 

beweging
• Vragenlijst 

ziekenhuis
• Beweeginfo 

wearables

Health 
insurers

DASHBOARD ADVICE

Demonstrator-level = ‘the 
story'
= minimum wireframes



ADVICE?
Food 

Alcohol use  
datapoint

Mentale 
weerbaarheid 

DEMOGRAPHIC 
DATA

SOME 

DATAPOINTS

Obesitas (1e-2e lijn) 

Health Insurers 
or 

Gezondheidsgids

DASHBOARD

Technical-level 
= effective data connection

SOME  

DATAPOINTS

SOME 

DATAPOINTS
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WellData



Interreg VL-Ned: Welldata
Designing and building a prevention health data space
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Meet the partners



The work plan

WP3: Variables for prevention

• Which are these, and how do 
we standardize these? 

• Which ethical, legal and 
societal boundary conditions 
to let the citizen capture and 
share these? 

• In which language do we 
need to store them? 

WP4: Demonstrator in field labs

• Building a platform with 
interoperable preventive 
applications in Flanders and the 
Netherlands in line with the 
boundary conditions

• Testing this together with 
citizens in their care community

WP5: Data space for preventive care 
by exchanging data and knowledge
• Scalability and knowledge sharing

• In the care community
• in the border region

• Action plan for datadriven 
prevention in line with EHDS



Use case challenges

• Interoperability of applications
• FHIR – OMOP – RDF 

• Re-use of data across applications
• E.g. weight 

• Cross-border SOLID sharing
• IDPs

• Cross-application consent
• User friendliness vs security



THANK 
YOU

For more information: 

https://we-are-health.be/nl

Elfi.Goesaert@vito.be 

https://we-are-health.be/nl
mailto:Nathalie.lambrechts@vito.be
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