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5Source: OECD, Recommendation of the Council on Artificial Intelligence, OECD/LEGAL/0449, 2019; www.oecd.org

Value-based Prinicples and Implementation Guidance

inclusive growth, sustainable development and well-being;

human-centred values and fairness;

transparency and explainability;

robustness, security and safety;

and accountability.

investing in AI research and development; AI-related social, legal and ethical implications

fostering a digital ecosystem for trustworthy AI;

shaping an enabling policy environment for trustworthy AI; experimentation, review

building human capacity and preparing for labour market transformation;

and international co-operation for trustworthy AI.



Reciprocity: How to Enable a Healthier World

Lantos, Eliasen, January 
2019

Copenhagen Institute for Futures Studies
Instituttet for Fremtidsforskning

Data is the only
renewable resource.

That can transcend the boundaries of our ecosystem.

Welcome to 
the Data Age
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Overview about the results of EU-wide multi stakeholder workshops               3 [23] 
 

 

  
 

 

1 Executive summary  

The aim of Task 8.5 is to provide options on how data altruism can: 

• Increase effectiveness of data governance structures and functions of primary and secondary 
use of citizens’ health and health-related data across Europe. 

• Help health data access points or other health data governance structures involving citizens. 
 

The current document (M8.5) is the first deliverable of T8.5. It builds on (and presents) the results and 
learnings of the multi-stakeholder workshops organised in the framework of T8.5 on 17, 18, and 19 
January 2022. 

The present document seeks to respond to the following questions: 

• What are the most important features for defining health data altruism structures and 
functions? 

• What are the key lessons from best practices in data sharing structures and functions for future 
EHDS, focusing on the most relevant use cases? 

 
This document contains preliminary findings to help understanding differences and analogies between 
data altruism and other data sharing practices, and how data altruism systems ensure citizen-centric 
approach, so that citizens can benefit from the value created by the secondary use of health data. 
 
Some of the main conclusions of the discussions during the three days can be summarised as follows: 

• Consensus should be reached on the nature of data altruism, its relation to other types of data 
sharing, as well as to the uncertainties about the meaning of general and public interest. 

• Citizens have a central role in sharing their data and building trust with citizens is the main 
prerequisite from which we should start any consideration of the possibility of sharing data. 

• Citizen and patient engagement are much wider than stakeholder engagement, and there are 
various active or more passive mechanisms for citizen engagement. 

• Also, it is necessary to encourage the involvement of citizens to the EHDS. 

• Data valorisation or monetisation need further discussion with focus on key questions 
including how to anticipate the value created with data, different models, what would be 
acceptable model for citizens, and ethical issues. 

• Methods and tools for sharing health data need to be simple and user-friendly, and they must 
guarantee the privacy of citizens when sharing their data, as well as data security. 

• Participants agreed that there’s a need for an essential element for building trust, e.g., via 
platforms or applications, to give citizens an overview of using their data shared. 

• Issues of reward for data sharing, and profit or not for profit use of the citizens’ health data 
should also be considered. 

• The FAIR principle should be applied (data shall be findable, accessible, interoperable and 
reusable) and the structures shall be fair (transparent, equal, trustworthy and righteous). 

 

Final conclusions will be drawn in the further work to carry out by M8.6 and D8.2 (primary and final 
recommendations on data altruism functions, structures, and governance). 

 
 

Source: TEHDAS Milestone M8.5. Overview about the results of EU-wide multi stakeholder workshops, with a special regard to updated definitions, needs, solutions, 

experiences, and good practices of data altruism structures and functions for the future EHDS. 5 July 2022

• Citizens have a central role in sharing their data and building trust with citizens is the 

main prerequisite from which we should start any consideration of the possibility of sharing 

data. 

• Citizen and patient engagement are much wider than stakeholder engagement, and 

there are various active or more passive mechanisms for citizen engagement. 

• Also, it is necessary to encourage the involvement of citizens to the EHDS. 

• Data valorisation or monetisation needs further discussion with focus on key questions 

including how to anticipate the value created with data, different models, what would be 

acceptable model for citizens, and ethical issues. 

Milestone M8.5.
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European Value Set

Source: Witte EH, Stanciu A, Boehnke K: A New Empirical Approach to Intercultural Comparisons of Value Preferences Based on Schwartz’s Theory. Front. Psychol. 11:1723. 2020
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