
saara.malkamaki@sitra.fi

saara-malkamaki

European Health Data Space and Country 
Comparison on Policy for Secondary Use of 
Health Data

2 November 2021

IPPOSI Digital Discussion #2

Saara Malkamäki

Specialist, Health Data 2030 project

Sitra – the Finnish Innovation Fund



+ the most 

important of all

Building our future together.

Sitra in a nutshell

1. A think, do and connect tank. 
An independent future house.

2. A gift from Parliament to the 
50-year-old Finland 51 years 
ago. Under the direct control of 
the Finnish Parliament.

3. Works towards a fair and 
sustainable future.

4. Funded by returns on 
endowment capital and capital 
investments.

5. The vision is implemented by 
three themes and hundreds of 
projects.



Projects
Bildung+

Future makers

Foresight (Megatrends and Weak signals)

FORESIGHT & INSIGHT

Leadership training for sustainable economy policy

SitraLab

Lifelong learning

SOCIETAL TRAINING

Climate and nature solutions

Circular economy for biodiversity

Sustainable everyday life

Global collaboration and WCEF

SUSTAINABILITY SOLUTIONS

Updating democracy
CAPACITY FOR RENEWAL DEMOCRACY AND ENGAGEMENT 

Health data 2030 (TEHDAS)

NEW WORKING LIFE AND A SUSTAINABLE ECONOMY

IHAN – Fair data economy

FAIR DATA ECONOMY
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Health Data 2030

Competitiveness 

from health data

TEHDAS

Joint Action

We co-ordinate the EU’s Joint 
Action Towards the European 
Health Data Space (TEHDAS) 

with 25 countries involved

We implement co-operation 
projects with businesses and 

other organisations to promote 
Finland’s competitiveness and 

the use of health data



Content

European Health Data Space and TEHDAS Joint Action

Country comparison: How well different countries are doing on policy for 
secondary use of health data?
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European Strategy for Data (adopted 
19/02/2020) 

Data can flow within the 

EU and across sectors 

European rules and values 

are fully respected

Rules for access and use of data are 

fair, practical and clear & clear data 

governance mechanisms are in place  

A common European data space, a single market for data

Availability of high-quality data 

to create and innovate



Co-funded by

The Health Programme

of the European Union

Rich pool of data
with a varying degree of 

accessibility

Free flow of data
across sectors and 

countries

GDPR, Digital 

Services Act, Data 

Governance Act, 

AI Act, EHDS Act 

et al.

Horizontal 

framework
for data governance and 

data access

Services
Collecting, combining, enriching and refining data into information and insights

Health Industry Agri-

culture
Finance Mobility Green 

Deal
Energy Public 

admin.

Skills

• Technical tools for data pooling and sharing
• Standards and interoperability (technical, semantic)
• Sectoral Data Governance (contracts, licenses, access and usage rights)
• IT capacity (cloud storage, processing, services)



2003 2007 2011 2015 2019 2023 2027

eHealth Network

1st EU Health 

Programme

2nd EU Health 

Programme

3rd EU Health 

Programme

4th EU Health 

Programme

JAseHN eHAction

ERNs CPMS 2017

eP/PS 2018

COVID-19 applications

€321,5 M€312 M €449,4 M €5,1 B

Cross-border 

Healthcare Directive 

2011/24/EU

EHDS 

Q4/2021



EHDS: Primary and secondary uses of health data

Capacity buildingQuality of Data InfrastructureLegal/Governance

Better Research 

and Innovation

Better Policy 

Making

Better 

Healthcare

Re-use of 

health data 

(secondary)

Use of 

health data 

(primary) Legislative and 

non-legislative 

measures on e.g.

governance 

(renewal of art. 14 

2011/24/EU), 

interoperability, 

citizens’ rights, 

EU-wide infrastructure 

for secondary uses 

(research 

infrastructures, data 

authorisation bodies, 

registries)

Cross-border infrastructure 

for health data exchange 

(MyHealth@EU)

FAIRification projects

Other mechanisms

Trainings, cross-border 

cooperation, best 

practices, etc. through 

different funding 

sources (EU4Health, 

RRF)

TEHDAS

Source: modified from the European Health Data Space presentation 4/2021, Ioana-Maria Gligor, Head of Unite European 

Reference Networks and Digital Health



Co-funded by

The Health Programme

of the European Union

The Joint Action helps the Members States and 
the Commission in 

developing and promoting 
concepts for sharing of data in 

secondary use for purposes
for citizens’ health, public health, as well as 

health research & innovation in Europe.



Co-funded by

The Health Programme

of the European Union

Participants

EU member states (21)

Non-participating states

Non-EU member states (4)



Co-funded by

The Health Programme

of the European Union

What TEHDAS is

1. Creates concepts for the secondary 
use of health data in Europe

2. A preparatory body

3. A project between 25 European 
countries

4. Co-funded by the EU Health 
Programme (EU €2.5 M + MS €1.66 M) 

5. Clear scope with defined deliverables
and timeline (started on 1 February 
2021, 30 months)

What TEHDAS is not

1. Creates concepts for primary use 
of health data in Europe

2. A legislative/executive body

3. Defines the EHDS

4. Builds working IT solutions

5. Pilots use-cases / exchange data

6. Part of Horizon Europe

7. Creates a code of conduct for health 
data usage



Work Packages
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Coordination
Co-ordinates and manages the 
project and its implementation

Dissemination
Communicates the project results 
and deliverables

Evaluation
Assesses whether the project is 
reaching its objectives

Outreach, engagement and sustainability
Engages in dialogue with stakeholders to identify 
their needs and expectations for EHDS 

Sharing data for health
Develops options for governance models for the 
exchange and secondary use of health data between 
European countries

Excellence in data quality
Provides solutions for the trustworthy secondary 
use of health data and develops guidance on 
ensuring data quality and interoperability

Connecting the dots
Provides options for the technical interoperability 
of the secondary use of health data

Citizens
Seeks to obtain a better understanding of citizens’ 
attitudes towards sharing their health data. 
Identifies ways to inform people about the use of 
their data and raise awareness of the benefits of 
secondary use of data.



Co-funded by

The Health Programme

of the European Union

www.tehdas.eu

Newsletter

Twitter

@tehdas

Hashtags

#TEHDAS

#HealthData
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Quality of policy is 
stronger but the stage 
of implementation is 
less advanced

Quality of policy is 
stronger and the stage 

of implementation is 
more advanced

Quality of policy is 
weaker but the stage 
of implementation is 

more advanced

Quality of policy is 
weaker and the stage 
of implementation is 
less advanced

ODI tool: How well is your country doing on 

policy for secondary use of health data? 

Source: https://secondary-use-health-data.theodi.org/tool/

https://secondary-use-health-data.theodi.org/tool/


Infrastructure

- From the 22 policy 
framework components, 
13 were that aligned with 
the ODI manifesto area 
of Infrastructure. 

- These include 
individual datasets, 
real-world data and 
evidence 
infrastructure, and the 
adoption of open 
health-data 
standards.

Source: ODI Report Secondary use of health data in Europe: https://secondary-use-health-data.theodi.org/assets/pdf/Report-2021.pdf

https://secondary-use-health-data.theodi.org/assets/pdf/Report-2021.pdf


Capability

- From the 22 policy 
framework components, 
one indicator were 
identified that aligned 
with the ODI manifesto 
area of Capability. 

- A strong, ethical and 
community-inclusive 
health-technology 
assessment system
provides a country with 
the capabilities to 
manage secondary use of 
health data.

Source: ODI Report Secondary use of health data in Europe: https://secondary-use-health-data.theodi.org/assets/pdf/Report-2021.pdf

https://secondary-use-health-data.theodi.org/assets/pdf/Report-2021.pdf


Innovation

- From the 22 policy 
framework components, 
two indicators were 
identified that aligned 
with the ODI manifesto 
area of Innovation. 

- Assessing if country-
level health policies 
recognise the opportunity 
of secondary use of 
health data.

- Also, investment being 
made in electronic 
health-record 
systems were analysed. 

Source: ODI Report Secondary use of health data in Europe: https://secondary-use-health-data.theodi.org/assets/pdf/Report-2021.pdf

https://secondary-use-health-data.theodi.org/assets/pdf/Report-2021.pdf


Equity

- From the 22 policy 
framework components, 
two indicators were 
identified that aligned 
with the ODI manifesto 
area of Equity. 

- This focused on privacy 
regulation, and 
whether opportunities for 
secondary use of health 
data were identified to 
help reduce health 
inequalities.

Source: ODI Report Secondary use of health data in Europe: https://secondary-use-health-data.theodi.org/assets/pdf/Report-2021.pdf

https://secondary-use-health-data.theodi.org/assets/pdf/Report-2021.pdf


Ethics

- From the 22 policy 
framework components, 
two indicators were 
identified that aligned 
with the ODI manifesto 
area of Ethics. 

- These focused on the 
level of trust in 
healthcare systems, 
and the ethical and 
accountability 
framework in place for 
secondary use of health 
data.

Source: ODI Report Secondary use of health data in Europe: https://secondary-use-health-data.theodi.org/assets/pdf/Report-2021.pdf

https://secondary-use-health-data.theodi.org/assets/pdf/Report-2021.pdf


Engagement

- From the 22 policy 
framework components, 
two indicators were 
identified that aligned 
with the ODI-manifesto 
area of Engagement. 

- This focused on 
investment and 
initiatives to ensure 
public and patient 
participation in data 
ecosystems, and 
sustainable and 
trustworthy data 
institutions.

Source: ODI Report Secondary use of health data in Europe: https://secondary-use-health-data.theodi.org/assets/pdf/Report-2021.pdf

https://secondary-use-health-data.theodi.org/assets/pdf/Report-2021.pdf


OECD Survey results: National Health Data 

Infrastructure and Governance

- There is a small cluster of 
countries reporting high 
agreement with the policies, 
regulations and practices that 
foster the development, use, 
accessibility and sharing of key 
national health datasets for 
research and statistical purposes.

- Three countries Denmark, 
Finland and Korea scored
highest in both 1) national health 
data availability, maturity and use, 
and 2) health dataset governance 
policies and practices. 

OECD Health Working Paper No. 127 published on 14 April 2021, Survey results: National Health Data Infrastructure and Governance

https://www.oecd.org/officialdocuments/publicdisplaydocumentpdf/?cote=DELSA/HEA/WD/HWP(2021)4&docLanguage=En
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