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Technology Evolutions
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1994: Yahoo 
Directory Launches

3.000 websites
rowse categories
Manually curated

1: World Wide Web in 1989
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Google earliest alpha stage (1997)

Google Beta homepage (1998)

Google Beta homepage (1998)

First Google search ads (2000) Results, images, news, videos (2007)

2: Google is Founded in 1998
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3: Knowledge Graph in 2012
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1994: Yahoo 
Directory Launches
~3.000 Websites

Browse categories
Manually curated

1998: Google is 
Founded

~2,4M Websites
Intelligent crawling

Indexing

2012: Google’s 
Knowledge Graph 
~634M Websites
More semantic

Knowledge Graph

2024: ChatGPT
DeepSeek & Grok

~1,1B Websites
AI-driven Search

Conversations

4: Conversations with Data in 2024
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EU Legislation
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European 
Health Data 

Space 
Regulation

Revised 
eIDAS

Regulation

Medical
Devices

Regulation

Data 
Act

Data 
Governance

Act

AI Act

NIS2 
Directive

Revised 
Pharma-
ceutical 

Legismation

Cyber 
Resilience 

Act

Interoperable
Europe Act

General Data 
Protection 
Regulation

Cyber 
Security 

Act

ClinicalTrials
Regulation

Health
Technology 
Assessment

Data Availability 
& Sharing

Securty 
& Trust

Rubustness
& Safety

Secure Regulatory Framework
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A brief history of GDPR

Source: https://pideeco.be/articles/gdpr-privacy-inspiration/
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GDPR-inspired legislation

Source: https://pideeco.be/articles/gdpr-privacy-inspiration/
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EHDS: challenges
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EHDS: Benefits
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EHDS Formal signing and publication 
in Official Journal on 21 February 2025
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EHDS timeline



FAQIR Confidential 17info@faqir.org

Criticism

Source: World GeoDemo
(Facebook)
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Digital In Health Today 
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Booking flight, hotel, ..

Digital boarding pass

5-10 min

1-3 min

30 sec

Today, planning a trip
is a piece of cake

Fast and safe payments
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In this age of fast digital progress
the health sector is lagging behind.

absurd 
situation
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1

2

Challenges:

3. Safe sharing

2. Structure

1. Finding information

3
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“We have AI writing 
books, self-driving 
cars, and robots 
doing surgery...”

“...but we still 
use PDFs 

in healthcare.”
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Emergency doctors
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Get a glimpse of a patient’s health history …

Download one per one
Unstructured data & PDFs

A lot of manual work
No comprehensive overview

1

3

4

5

6
2

6

7

8
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… or a patient population?
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Geneticists & rare disease specialists

- Data is critical in a holistic approach
- Data from the medical history

- Data sharing & interdisciplinary collaboration

- Data interpretation & management
- The patient’s data input

Data is a bottleneck in rare disease care and research
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1994: Yahoo 
Directory Launches
~3.000 Websites

Browse categories
Manually curated

1998: Google is 
Founded

~2,4M Websites
Intelligent crawling

Indexing

2012: Google’s 
Knowledge Graph 
~634M Websites
More semantic

Knowledge Graph

2024: ChatGPT
DeepSeek & Grok

~1,1B Websites
AI-driven Search

Conversations

Human-Data Interaction? In HealthCare?
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fragmented sources, 

inconsistent standards, 
integration and 

secure sharing difficult 

Researchers

Policy Makers
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Disconnected
Data

Data 
Interoperability

Data 
Avalanche

Researchers & Policy Makers
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1. Initial Planning & Stakeholder Engagement: 3–6 months

2. Regulatory Approval and Ethical Clearances: 6–12 months
3. Technical Development (Infrastructure & Data Systems): 6–18 months 
4. Pilot Testing and Data Collection: 3–12 months 

18 - 36 
monthsSmall-scale 

registries 
€500K- 

€1M

Larger 
registries 
€1M- €5M

Researchers & Policy Makers
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Personal Data Vaults
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Patients

Caregivers

challenges 
in understanding and 

managing their health data. 

feeling vulnerable and 
powerless.



FAQIR Confidential 33info@faqir.org

SOLID aims to 
restore choice 
by separating 

data from apps.
Sir Tim Berners-Lee
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From unstructured & 
fragmented data with

NO CONTROL 

EMPOWERED 
towards structured & 
hyper-connected data

Separating Data from Apps
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From Strings to Things
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PHR 
personal 
health 

information

EHR 
other 

provider 
records

EMR 
clinic records 

only

INTERNATIONAL
STANDARDS

COMMON 
DATA MODELS

PERSONAL HEALTH 
RECORDS

Include Personal Health Data
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Personal Health Record Data Model

Person-centric/individual  timeline

Patient – HCP encounterPatient – HCP encounter

Symptom registration

Questionnaire

Medication administration

Medication statement Medication statement
updated

Patient-generated data
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PACSOI
PATIENT CENTRIC SOLID
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PACSOI: Patient Centric Solid
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1994: Yahoo 
Directory Launches
~3.000 Websites

Browse categories
Manually curated

1998: Google is 
Founded

~2,4M Websites
Intelligent crawling

Indexing

2012: Google’s 
Knowledge Graph 
~634M Websites
More semantic

Knowledge Graph

2024: ChatGPT
DeepSeek & Grok

~1,1B Websites
AI-driven Search

Conversations

Knowledge Graphs in HealthCare
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GenAI, LLM, RAG …
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Generative artificial intelligence is a subset of artificial intelligence that uses 
generative models to produce text, images, videos, or other forms of data.

These models learn the underlying patterns and structures of their training data 
and use them to produce new data based on the input, which often comes in 
the form of natural language prompts.                                      

[wikipedia]

Generative AI
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Garbage In - Garbage Out 
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Growing Amounts of Multimodal Data
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ON THE PURSUIT OF ‘HEALTH DATA’ HAPPYNESS
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Privacy & Ethics
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Data contracts
Consent Management
‘Availability’ of data?
Accessibility: 
free, paid … ?

Data Governance & Provenance
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Subjective Data Crucial Role in Healthcare
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Propagation of impact

Source: https://doi.org/10.3233/JHD-200445

Source: https://lonestarneurology.net/blog/what-is-huntingtons-disease/

https://doi.org/10.3233/JHD-200445
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The right to know or not?

Wants to know?

Doesn’t want to know?
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Choose what to share and how long
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How Does it Work?
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Create personal
data vaults

1

FAQIR Ecosystem
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Create personal
data vaults

Initialize 
test data

1 2

FAQIR Ecosystem

Automatic or manual 
entry of health events, 
medical encounters, 
medications, QOLs …
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Create personal
data vaults

Initialize 
test data

Enable for primary use 
for care givers

1 2 3

FAQIR Ecosystem

Web application for 
healthcare professionals 
for data dashboarding of 
individuals and groups
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Create personal
data vaults

Initialize 
test data

Enable for primary use 
for care givers

Enable for secondary 
use for research

1 2 3 4

FAQIR Ecosystem
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Create personal
data vaults

Initialize 
test data

Enable for primary use 
for care givers

Enable for secondary 
use for research

Create data aggregator vault 
& process data request

1 2 3 4 5

FAQIR Ecosystem

Aggregated dataset & 
analytics for researchers 

and policy makers to 
enable innovation
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Create personal
data vaults

Initialize 
test data

Enable for primary use 
for care givers

Enable for secondary 
use for research

Create data aggregator vault 
& process data request

Publish aggregated data, metadata & policies in 
the HDA Catalog & Flemish Health Data Space

1 2 3 4 5 6

FAQIR Ecosystem
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SOLID – FAQIR – IMEC – Flanders 
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PACSOI Ecosystem

Individuals or organisations 

Authentication Authorization Control Sharing Use request

PHR ontology Interoperability 
standards

HL7 FHIR OMOP CDM Python

Aggregators

EHR system

Stakeholders primary use Stakeholders Secondary use
Reports, 

Analytics, 
Registries

Heathcare system

Heathcare, Research, 
Industry, Government

Person-Centric Standardized Data
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Bringing it all Together
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Keep it
safe

Make it 
simple 

You’re in
control

SOLID enables to bring 
together & access all your 

health information 
in a private, secure & 

safe environment.

Intuitive and easy 
to manage all health 

info & events with our 
applications and 

dashboards.

Control what data is
shared with who for what 

purpose to enable 
transparency & trust.
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Patient Stories Podcasts
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