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Citizen-centric data sharing: Getting Value

“People will be able to easily access and share their health data”

Marc Lange (marc.lange@ehtel.eu)
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2030 Digital Compass: the European way for the Digital Decade 
COM(2021) 118 final

• “It is our proposed level of ambition that by 2030: 

• 100% online provision of key public services available for European citizens and businesses

• 100% of European citizens have access to medical records (e-records)

• 80% of citizens will use a digital ID solution.”

➢Cooperation and coordination between Member States and EU-level is needed.
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2022 baseline: Citizens’ access to their electronic health records
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Source: Digital Decade e-Health Indicators Development – CNECT/LUX/2022/MVP/0027 

Citizens’ electronic access: Composite indicator 
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Source: Digital Decade e-Health Indicators Development – CNECT/LUX/2022/MVP/0027 
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https://op.europa.eu/en/publication-detail/-/publication/78938111-461e-11ee-92e3-01aa75ed71a1/language-en
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Categories of accessible 

data
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Source: Digital Decade e-Health Indicators 
Development – CNECT/LUX/2022/MVP/0027 

Proposal for a Regulation on the European Health Data Space

• “The European Health Data Space will empower individuals across the EU to fully 

exercise their rights over their health data. People will be able to easily access and 

share these data while retaining greater control, fully in line with our overall EU 

approach to data protection.” Ioana-Maria Gligor (former Head of Unit in DG Santé)

EHDS Section 1

Access to and Transmission of Personal Electronic Health Data for Primary Use 

• Article 3: Rights of natural persons in relation to the primary use of their personal electronic health data
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Proposal for a Regulation on the European Health Data Space
COM(2022) 197 final

Article 3
Rights of natural persons in relation to the primary use of their personal electronic health data

1. Natural persons shall have the right to access their personal electronic health data processed in the context of
primary use of electronic health data, immediately, free of charge and in an easily readable, consolidated and
accessible form.

2. Natural persons shall have the right to receive an electronic copy, in the European electronic health record
exchange format referred to in Article 6, of at least their electronic health data in the priority categories referred
to in Article 5.

3. …

8. Natural persons shall have the right to give access to or request a data holder from the health or social security
sector to transmit their electronic health data to a data recipient of their choice from the health or social
security sector, immediately, free of charge and without hindrance from the data holder or from the
manufacturers of the systems used by that holder.
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European Parliament compromise of 13 December 2023
Article 3

Rights of natural persons in relation to the primary use of their personal electronic health data

1. [idem]…

2. Natural persons shall have the right to receive an electronic copy, in the European electronic health record
exchange format referred to in Article 6, of at least their electronic health data, or at the request of the natural
person, a printed copy thereof, in accordance with Article 15(3) of Regulation (EU) 2016/679.

2a. The rights referred to in paragraphs 1 and 2 shall be deemed complementary to and be without prejudice to the
rights and obligations established by Article 15 of Regulation (EU) 2016/679.

3. …

8. Natural persons shall have the right to request a health data holder from the health or social security sector or
reimbursement services, to transmit all or part of their electronic health data to a health data recipient of their
choice from the health or social security sector or reimbursement services, immediately, free of charge and
without hindrance from the data holder or from the manufacturers of the systems used by that holder. The health
data recipient shall be clearly identified by the natural persons to the health data holder and their affiliation to
the health or social security sector shall be demonstrated. Health data holders and their processors shall comply
with the request and shall transmit the data in the format provided for in Article 5.
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Council Compromise of 31 October 2023

Article 8A 
Right of natural persons to access their personal electronic health data 

1. Natural persons shall have the right to access their personal electronic health data, at a minimum data that
belongs the priority categories in Article 5, processed for the provision of healthcare through the electronic
health data access services referred to in Article 8G. The access shall be provided immediately after the personal
electronic health data has been registered in an EHR system, while adhering to technological practicability, free
of charge and in an easily readable, consolidated and accessible form.

2. Natural persons shall have the right to receive an electronic copy, free of charge, through the electronic health
data access services referred to in Article 8G, in the European electronic health record exchange format referred
to in Article 6, of at least their personal electronic health data in the priority categories referred to in Article 5.

3. …

Article 8D Right to data portability for natural persons 

1. Natural persons shall have the right to give access to or request a healthcare provider to transmit, all or part of
their electronic health data that belongs to the priority categories as referred to in Article 5 to another provider
of their choice from healthcare sector without delay, free of charge and without hindrance from the transmitting
provider or from the manufacturers of the systems used by that provider, as appropriate.
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Until this summer, 

I wasn’t much concerned about my health data, but …

• Then, I became chronic patient and … started to care about my health data

• Why?

• To be better prepared for my medical visit

• To better synthesize what I learned during this visit

• Because I am (a bit) anxious to know my lab results, 

I don’t have the skills to interpret all of them, but I can observe the evolution over time

• Because I need now to manage my health condition, calibrate dietary restrictions …
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[for structured data along the line of the “minimum data that belongs the priority categories in Article 5”]

EHTEL’s vision of EHDS priorities 

Right to access their personal electronic health data 

and receive an electronic copy

► More than giving consent to access own health data

► Enabling citizens to become a data-sharing actor

Citizen-Centric Data Sharing Approach
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https://catsalut.gencat.cat/ca/serveis-sanitaris/la-meva-salut/index.html#googtrans(ca|en)
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Expanding the European EHRxF to share and effectively use 

health data within the EHDS

• Objective #2 : Demonstrate the benefit and value of the xSHARE Button supporting 

the right of individuals to data portability under GDPR data in continuity of care use 

cases

13/02/2024Digital Health Nordic 19

How can we action 
citizen-centric data sharing?
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InteropEHRate has developed 
protocols to allow citizens to access 
their own data with their mobile and 
share it with others. 

InteropEHRate has also developed 
solutions to facilitate data sharing for 
research purposes.
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https://www.interopehrate.eu/interopehrate-white-paper/
https://www.interopehrate.eu/interopehrate-white-paper/
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Source: Zoltan Lantos presentation at 
2023 Thought Leader EHTEL Symposium

What’s next?
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https://www.ehtel.eu/18-articles/247-session-2-unlocking-two-critical-bolts-achievements-of-europe-s-large-scale-projects-2.html
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