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EHDS relation to the EU data strategy 02/2020

EHDS priority and urgency
• State of the union 16/09/2020
”We need common data spaces - for example, in the energy or healthcare sectors. This will support
innovation ecosystems in which universities, companies and researchers can access and collaborate on data.”

• EU council conclusions 02/10/2020
”The European Council welcomes the creation of common European data spaces in strategic sectors, and in
particular invites the Commission to give priority to the health data space, which should be set up by the end
of 2021.”

• European Commission work programme 2021, 19/20/2020
European health data space (legislative, incl. impact assessment, Articles 114 and 168 TFEU, Q4 2021

• UVDL 29/10/2020 Statement after Covid-discussions
”I had five messages for the Leaders today: The first one is on data sharing: We have to share
comprehensive and accurate data in real time with the ECDC platform.”

• DE EU presidency – 11/11/2020 High-Level Conference - Digital Health 2020
https://www.eu2020.de/eu2020-en/news/pressemitteilungen/-digital-health-2020--conference/2415780

• EC proposes steps towards Health union 11/11/2020
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Joint Action Towards European Health Data Space
Project Coordinator:

Finnish Innovation Fund Sitra, Finland

Project Acronym:

TEHDAS

Starting Date:

01/02/2021 (estimated)

Project Duration:

30 months

Participants:

26 (22 Member States, 4 other countries)

Co-funding:

3rd EU Health Programme (2014-2020)

Budget:

Revised €4.16 mill.
EU €2.5 mill. + MS €1.66 mill.
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Provisional Mission statement

The Joint Action helps the
Members States and the
Commission in developing
and promoting concepts for
sharing of data for citizens’
health, public health, as well
as health research &
innovation
in Europe.
TEHDAS Joint Action

In the future Europe, citizens,
communities and companies
benefit from a protected and
secure access to seamless
health data available
regardless where it is stored.
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Member States interested in participating (22)

Other countries interested in participating (4)
Eligible, not participating

Participant
Countries
18 June 2020
MT

Nominated
Competent
Authorities

Austria

Bundesministerium für Soziales, Gesundheit, Pflege und Konsumentenschutz

ATNA

Belgium

Federal Public Service Health, Food Chain Safety and Environment

FPS Health

Bulgaria

Ministry of Health

MoH

Croatia

Croatian Health Insurance Fund (Hrvatski Zavod Za Zdravstveno Osiguranje)

CHIF (HZZO)

Cyprus
Czechia
Denmark
Estonia
Finland
France

MINISTRY OF HEALTH CYPRUS
The Ministry of Health of the Czech Republic
Danish Ministry of Health
Ministry of Social Affairs
Finnish Innovation Fund Sitra
French HEALTH DATA HUB
Forschungsdatenzentrum, Bundesinstitut für Arzneimittel & Medizinprodukte /
Bundesministerium für Gesundheit

MOH CY
MZCR
SUM
MSAE
Sitra
FR-HDH

Greece

6th Health Region of Peloponnese, Ionian Islands, Epirus and Western Greece

6th Y.PE.

Hungary
Ireland
Italy
Lithuania
Malta
Moldova

National Healthcare Service Center
Department of Health
Ministero della Salute
Ministry of Health of the Republic of Lithuania
Directorate Health Information and Research - Ministry for Health
Transplant Agency of the Republic of Moldova,

NHSC
DoH
MINSAL
SAM LT
DHIR
ATRM

Netherlands

Directorate Information Policy of the Ministry of Health, Welfare and Sports

VWS

Norway

Norwegian Ministry of Health

MoH

Portugal

Shared Services of the Ministry of Health, EPE (Serviços Partilhados do Ministério da Saúde) SPMS

Serbia

Institute of Public Health of Republic of Serbia "Dr Milan Jovanovic Batut"

IPHS "Batut"

Slovenia
Spain
Sweden
United Kingdom

National Institute of Public Health
Instituto Aragonés de Ciencias de la Salud
Swedish e-Health Agency (E-hälsomyndigheten)
National Health Service X

NIJZ
IACS
(E-hälsomyndigheten)
NHSX

Germany

TEHDAS Joint Action

BMG / BfArM
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Why and What

Joint Action is expected to produce as its outputs options for
• Data Governance for the European Health Data Space (EHDS), complementing the
horizontal European Data Spaces framework, including functions and
responsibilities of the relevant actors.
• Guidelines on using health data for research and policy making
• Guidelines on Ethical, Legal and Social issues in the European Health Data Space
• Data Quality framework encompassing semantic interoperability and FAIR
principles, as well as anonymization and pseudonymisation techniques.
• Infrastructure architecture and technical interoperability guidelines to enable
European Health Data Space services
• Economics models focused on the sustainability of European Health Data Space
Adapted from CHAFEA Ares(2020)1379455 - 05/03/2020:
Policy expectation for the joint actions 2020
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5 Specific objectives
1.
2.
3.

4.

5.

Producing elements and options for an (operational) framework and governance for the
exchange and secondary use of health data between (European) countries, respecting the
principles of transparency, trust, FAIRness*, citizen empowerment and a common good.
Provide solutions on quality, interoperability and fairification for the trustworthy secondary
use of health and health care data with a view to fostering the digital transformation of the
European health systems.
Provide a catalogue of services to support the secondary use of health data across through
the EHDS as well as the architecture and infrastructure options required to its deployment.
Provide a European perspective to improving citizen capacity to engage with data and
improve citizen trust in data sharing and strengthen the health data governance mechanisms
at EU level and in the Member States relevant for cross-sector data use and for data use in
the common sectoral data spaces.
Ensure the sustainability and implementation of the proposals of the Joint Action by
suggesting concrete ways to integrate them into the national and European health data
landscape.
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Sharing data for
health - frameworks
and governance
principles (WP5)

iCitizen - engaging
citizens
(WP8)

Specific Objectives
and Work Packages

TEHDAS helps the Member States
and European Commission in
developing and promoting
concepts necessary for sharing of
data for citizens’ health, public
health, as well as health research &
innovation in Europe.
Outreach,
engagement and
sustainability towards
to EHDS (WP4)

Excellence in data
quality - trustworthy
secondary use
(WP6)

Connecting dots services and
architectural elements
(WP7)

In the future Europe, citizens, communities and companies benefit from
a protected and secure access to seamless health data available
regardless where it is stored.

TEHDAS JA - Draft description of the Work Packages 4-8*
WP

Name

Contents

Leader

WP4

Outreach, engagement
and sustainability

The Joint Action will build on the previous initiatives and ensure the links
to stakeholders and propose ways to make data sharing sustainable.

Belgium

WP5

Sharing Data for Health

The work package will develop options for the creation of the European
Health Data Space, for the governance of the secondary use, working on
the consistent application of the GDPR and management of the
secondary use of health data.

Sweden &
Netherlands

WP6

Excellence in secondary
use of health data

This work package provides guidance on data quality assurance, and
solutions for semantic interoperability.

Spain &
Denmark

WP7

Connecting the Dots

This work package provides the options for the technical interoperability
elements of the EHDS, according to the European Interoperability
Framework.

Spain

WP8

iCitizen

What happens when data is not in the hands of professionals or
healthcare? MyData is in citizens’ hands.

France &
Hungary

* WP1 Coordination and WP2 Dissemination are led by the
Coordinator (Finland). WP3 Evaluation is led by Portugal.
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TEHDAS and stakeholders
• TEHDAS JA offers a way to plan policy and implementation for sharing of
data cross-borders in the EU and beyond and engage both Members
States and stakeholders in the process.
• The European Health Data Space integrates various health data related
efforts in the EU. It is important to build on synergies of previous
initiatives and prevent data silos.
• TEHDAS will form dialogue with other projects and activities, and a
mechanism to involve stakeholders and field their expectations, knowledge
and experience in its outputs.
• Work package advisory groups and stakeholder forum are the main tools
for direct engagement. An open call in early 2021 for experts.
TEHDAS Joint Action

23/09/2020

TEHDAS Joint Action

Towards the European Health Data Space

Contact information
Markus Kalliola
TEHDAS Coordinator
Markus.kalliola@sitra.fi
+358503591499
@markuskalliola
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