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To bring awareness to the changing environment and 

concepts due to digital transformation

To discuss concepts and terminologies that are in the 

EHDS regulation

To form a bridge between citizens and researchers

To provide practical recommendations to professionals on 

how to improve the health literacy of citizens

Objectives

EHDS
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9:15-10:00 Two presentations by Kristine Sørensen and Nienke 

Schutte

10:00-11:30 Working groups to discuss EHDS concepts

10:30-11:00 Coffee and networking break

11:30-12:00 Presentations from the working groups 

12:00-12:20 Presentation by Tina D. Purnat

12:20-12:30 Closing remarks

12:30-13:30 Networking lunch

Agenda
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What is EHDS?
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Benefits
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Benefits

Applying 

Health 

Literacy
principles to 

EHDS



Prof. Dr. Orkan Okan | Section president HL | TUM Professor of Health Literacy | Dr. Nienke Schutte | Section Vice president PHMR | Head of Unit Sciensano | 2023 EPHC Dublin 8

Joint the Network

Fri 10th | 14:00-15:00

JTN22 - Public health monitoring and reporting -

Wicklow Hall 2A

Fri 10th | 14:00-15:00

JTN21 - Health literacy initiative

Liffey Meeting Room 2
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Questions
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Aim: to facilitate the secondary use of health information for research and evidence-informed health policies



The collection, access, storage, use and re-use of health(care) data present specific challenges

that require a regulatory framework that best serves individuals' interests and rights.

The creation of a European Health Data Space

A European health data space (EHDS)

1

2



A European Health Data Space (EHDS)

Provides rules, common standards and practices, infrastructures and a governance framework for the use 

of electronic health data for healthcare, research, innovation and policy making



The EHDS proposal: chapters

1.I: General 
provisions

II: Primary use 
of electronic 
health data

III: EHR 
systems and 

wellness 
applications

IV: Secondary 
use of electronic 

health data

V: Additional 
actions 

VI: European 
governance and 

coordination

VII: Delegation 
and Committee

VIII: 
Miscellaneous

IX: Deferred 
application and 
final provisions 



EHDS1 – Primary use

Processing of personal electronic health data for 

the provision of health services to assess, maintain 

or restore the state of health of a person

Patient summaries, electronic prescriptions, 

electronic dispensations, medical images and 

image reports, laboratory results; discharge reports

MyHealth@EU: infrastructure to facilitate cross-

border exchange of electronic health data

Access of natural persons to their health data

Self-certification scheme for EHR systems 

EHDS1 and EHDS2

EHDS2 – Secondary use

Processing of electronic health data for reasons of 

public interest, produce statistics, research, education, 

innovation activities

Health data from patients and healthcare professionals, 

other research data, all types of health data

HealthData@EU: infrastructure connecting national 

contact points for secondary use of electronic health 

data and the central platform; 

Duties and obligations of the health data access body, 

the data holders and the data users

General provisions on transparency of fees calculation. 



The infrastructure for primary and secondary uses of health data should be operational earlier to 

enable the onboarding of all Member States before this Regulation becomes fully applicable.

Timeline

Vote

• 2024

Discussion 
in 

Parliament

• Ongoing

Working 
Party on 

Public 
Health

• Ongoing

Proposal 
Publication

• May 2022



Results from health information system assessments in 12 countries 

in Joint Action TEHDAS

• Political will to join the European Health Data Space

• Concerns with regards to capacity; more staff with technical/legal expertise

• Maturity level of (national) health data management systems differ: countries need different 

roadmaps for implementation

• Different interpretations of GDPR

• Currently specific national legislation for secondary use of health data

• Diverse, lengthy and sometimes nontransparent access procedures

Expectations from stakeholders
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Organize to serve the audience

• Know your audience and purpose before you begin.

• Put the most important message first.

• Present other information in order of importance to the 

audience.

• Break text into logical chunks and use headings.

Choose words carefully

• Write in the active voice.

• Choose words and numbers your audience knows

• Strive for an average of 20 words per sentence. Limit each 

sentence to 1 idea.

• Limit paragraphs to 1 topic and 5 sentences.

• Use “you” and other pronouns.

Plain language is communication your audience understands the first time they read it or hear it. 

Make information easy to find

• Use headings and text boxes.

• Delete unnecessary words, sentences, 

and paragraphs.

• Create lists and tables, if appropriate.

Make information easy to understand

Make information easy to evaluate

Make information easy to use
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Family Name First Name Group

Bartnicka Joanna Julia 1

Macedo Silva Anabelle 1

Goss Hannah 1

Smith Craig 1

Belfrage Samantha 1

Prajapati Nirmala 2

Bakker Mark Matthijs 2

Tolonen Hanna 2

SAWAYA Melissa 2

Derycke Pascal 3

Palantza Christina 3

Bonigut Matthias 3

Von Rueden Ursula 3

Somekh David 3

García Sanz Patricia Julia 4

Aguilera-Cobos Lorena 4

Guðmundsdóttir Ingibjörg 4

Murray Elaine 4

Mathieu-Mendes Agnès 4

Hussey Pamela 5

Purnat Tina 5

Kirchhoff Sandra 5

Schulenkorf Tessa 5

Alexandra Fretian 5



LESSONS FROM 
TRUSTBUILDING 
AHEAD OF 
EMERGENCIES FOR 
TRUSTBUILDING FOR 
EHDS





access to health services

access to health information

trust in health system, health workers and recommended health behaviors



Effective social and behavior change in health includes two 

components





People are very selective about the health data they are willing to 

share



Willingness to share data depends on level of trust placed in the 

receiving entity and how close that entity is to the direct provision of 

healthcare.



There’s a gap between intent and action --- people want to choose 
what happens to their data, prefer to opt in to share their health 
data, but their privacy settings today do not reflect that.



Consumers are split about sharing their data across borders of the EU.



People can see benefits, but also have concerns when they share their 
health data electronically.





Data altruism





•

•

•

•



.... but we will need to make health data sharing and 

secondary data use a social and workplace norm

•

•

•

•

•



Thank you 
very much!



An infodemic is an overabundance of information, accurate or 
not, in the digital and physical space, accompanying an acute 
health event such as an outbreak or epidemic.

Infodemic management is the 
systematic use of risk- and evidence-
based analysis and approaches to 
promote a healthier information 
environment and resilience against 
infodemic impacts on health behaviours 
during health emergencies.



Challenges in the information environment need to be 

identified and adressed.



Information environment x trust

•

•

•

•

•

•

•

•

•
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