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Foreword 
 

Today, there are no legal or technical grounds enabling the seamless cross-border sharing of 

health data in Europe.  

 

Supported by the EU Commission, 21 Member States, and 4 other European countries, The 

European initiative “Towards a European Health Data Space” (TEHDaS) works for the 

construction of the future European Health Data Space (EHDS). Its goal is to contribute to the 

development of the political, legal, and technical frameworks required to facilitate this cross-

border sharing and use of health data for “secondary purposes”. The term “secondary 

purposes” refers to the use of health data for purposes beyond individual care, such as the 

improvement of health, care and services through research and planning. 

 

Within the Joint Action, the Work Package iCitizen has been set up to suggest 

recommendations on the role of the citizens in the future European Health Data Space. The 

Health Data Hub (France), the NHS Confederation (United Kingdom) and Sciensano (Belgium) 

were tasked to write recommendations on the involvement of patients, citizens, and their 

representatives in health data secondary use and sharing. During the first months of this 

project, it was discovered that the concept of health data secondary use was not always clear 

for citizens. Its preliminary research on citizens' perceptions and involvement with health data 

also highlighted that only a few consultations were conducted on the topic among EU 

populations.  
 

The iCitizen team therefore committed to two overarching principles in the preparation and 

redaction of its recommendations on citizens' involvement:  

● to listen to citizens and patients’ views on health data secondary use and sharing and 

on the role, if any, that they would like to play in the management and use of their 

related health data  

● to increase awareness, engagement, and empowerment on the topic, so that everyone 

can, if they chose, develop informed opinions and take an active role in the use of their 

health data. 

 

The Healthy Data e-consultation has been constructed based on these two principles. To 

organise it, the iCitizen team partnered with the Belgian initiative “Towards the development 

of a National Health Data Platform” (AHEAD).) It shares the same goal as the TEHDaS’ joint 

action, but at the national level. AHEAD aims to facilitate the scientific valuation of health data 

already existing within the Belgian health information system and to provide an active push 

towards the development of a national health data platform. One of AHEADS’s core missions 

is to identify legal, technical and ethical bottlenecks that hamper the linkage, reuse and 

scientific exploitation of health data and to do this in consultation with the Belgian citizens.   

 

We commit to the following principles  

● Remain neutral in the information materials provide, the questions posed to citizens 

and the analysis of their contributions   
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● Inform the participants to provide them the tools needed to develop informed 

opinions and take an active role in the use of their health data.  

● Listen to what citizens and patients have to say using various communication 

methods, including an interactive test and an open discussion platform.   

● Be fully transparent on our approach, including on our objectives, methodology, their 

limits, and the expected results 

● Provide feedback to the participants on the value of their contributions   

● Ensure the confidentiality of all personal data collected on the website  

● Take into account citizens' input in the final recommendations for the European 

Health Data Space on citizens’ sensitization to and involvement with health data 

secondary use and sharing 

 

Translating these commitments into practice 
 

Objectives of the e-consultation 

The Healthy data e-consultation has two core objectives: 

● to raise awareness on health data secondary use and sharing: the preparatory work 

carried out to set up this e-consultation highlighted that citizens have a limited level of 

knowledge on health data secondary use and sharing, including towards their own 

rights and the existing safeguards. The e-consultation will be an opportunity to 

contribute to the growing knowledge and understanding of the topic by citizens.  

● to listen to citizens’ perceptions and expectations, in particular on three core issues:  

- According to them, what should health data be used for? The literature review 

conducted to prepare for this e-consultation highlighted that the purpose of a 

health data processing project had a strong impact on citizens’ trust in and 

willingness to see their related health data being used and shared.  

- Under which conditions should health data be used and shared? A second strong 

result from our literature review was that citizens are in favour of sharing and using 

health data, but only if certain conditions are met. Addressing this issue in the e-

consultation will enable us to raise awareness on the existing safeguards and 

rules currently regulating health data secondary use and sharing, to compare 

citizens' contributions with the existing framework, and to identify whether the 

latter corresponds to the preferences of the population. 

- What role(s), if any, would they like to play in health data secondary use and sharing? 

Last but not least, our literature review has shown that citizens are rarely consulted 

on the role they would like to play in health data secondary use and sharing. 

Therefore, questioning citizens on this topic will enable them to truly express their 

preferences.  

 

The contributions that will be collected during the e-consultation will feed into 

recommendations on citizens’ involvement in health data secondary use and sharing. These 

recommendations will be provided to the EU Commission and to the participating Member-

States.  
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Who would we like to hear from?  

This e-consultation is first and foremost dedicated to the general public, that is citizens, users 

of the healthcare systems, and patients... We would also like to reach and listen to those who 

have not expressed themselves on the topic before, have no defined representative, and have 

perhaps not yet heard about health data secondary use and sharing.  

 

Format 

Why an open e-consultation? Rationale and limitations  

The online consultation format was chosen as a means of reaching the maximum number of 

citizens within the limits of our available resources.  

 

The main limitation of this format is that it risks excluding citizens that are not digitally 

engaged. To minimise this impact, an “organization toolkit” will be provided to volunteer 

partners who can organize offline debates and publish the results directly on the e-

consultation website.  

 

Furthermore, we chose to keep the e-consultation as open as possible to ensure that anyone 

could participate if they wish to. The goal of this project is thus not scientific, as the 

contributions that will be collected will not necessarily be representative of the socio-

demographic characteristics of European citizens. The goal is simply to disseminate the 

informative materials to as many citizens as possible and to give everyone the opportunity to 

let their voice be heard on the platform.  

 

An additional reason for this lack of socio-demographic representativeness is that this e-

consultation is a pilot project within TEHDaS: it will thus primarily concentrate on the citizens 

of the three countries organizing it, namely Belgium, France and the United Kingdom. However, 

it will be open to any EU citizen willing to participate.  

 

As the socio-demographic representativeness of the contributions cannot be guaranteed, the 

results obtained will be used in the final recommendations that will be provided to the EU 

Commission as an indicator but will not provide sound scientific results that could present the 

current state of the situation in Belgium, France, the UK or the European Union. However, the 

e-consultation will constitute an example of a citizen engagement method that could be 

replicated in other EU countries.   

 

The e-consultation website itself will be structured around three main pillars: a space 

dedicated to the provision of informative materials, an open discussion platform and an 

individual questionnaire.  
 

 

Informative materials 

As one of the two core goals of the e-consultation is increasing the understanding of the topic 

by citizens, the provision of easily understandable and accessible material on health data 

secondary use and sharing will be critical to our project. These communication tools include 

short videos, visualisation, and infographics.  
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An open discussion platform 

The open discussion platform will be the heart of this e-consultation. Participants will be 

invited to react to four key questions related to health data secondary use and sharing in four 

ways: providing an answer to the question; commenting or voting on answers provided by 

other users; sharing an answer on their own social networks.  

 

This format has been chosen for the following reasons 

● By asking open-ended questions, this format allows for the emergence of ideas or 

remarks that we might not otherwise have been obtained in a closed-ended 

questionnaire.  

● It facilitates the ownership of the topic by citizens, who are no longer passive actors 

receiving information on health data secondary use and sharing, but become active 

participants in the discussion through their contributions and exchanges with other 

contributors on the open discussion platform  

● It constitutes a truly democratic participatory exercise, which enables participants to 

provide their own ideas and solutions to tackle challenges linked to health data 

secondary use and sharing. 

 

The contributions collected on this platform will be analysed using a qualitative thematic 

analysis method, which will bring out the possible solutions and ethical issues identified by 

participants and the core narratives and remaining areas of tension concerning health data 

reuse in our society.  

 

An interactive test  

This interactive test will have two objectives: 

● To raise awareness on the topic of health data secondary use and sharing 

● To understand the perceptions and expectations of the citizens who will not have the 

time or willingness to provide their contributions on the open discussion platform  

 

It is not meant to be a scientific survey and will be primarily dedicated to triggering the 

curiosity of participants. A short, rather light and fun approach has therefore been chosen in 

its design. Since the objective is above all to raise awareness, the questions will deal with fairly 

basic subjects, to enable people to familiarise themselves with the subject.  

 

The interactive test will be designed to give to the participants a "profile" at the end of the test 

based on their relationship with health data secondary use and sharing. These profiles have 

no purpose other than entertaining the respondents and encouraging participants to provide 

their input and debate with others on the open discussion platform. The answers provided by 

the participants will be anonymous and the profiles will under no circumstances be analysed 

or used by the organizers for any purpose. These provisions will be provided at the beginning 

of the questionnaire to ensure the full transparency of our methods.  

 

Some questions included in the interactive test will nevertheless be dedicated to 

understanding the expectations and perceptions of the participants towards health data 
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secondary use and sharing. The results obtained from this questionnaire will be analysed 

quantitatively. As for the contributions provided on the interactive test, as they have no 

scientific basis they will only be used within an appropriate context and only play a minor role 

in the final recommendations provided to the EU Commission and to the participating Member 

States on citizens’ involvement in health data secondary use and sharing. They could however 

serve as a basis or guide for future research.  

 

 

Expected results 
 

● An increase in the general awareness of the topic  

● A better understanding of the state of citizens' perceptions, beliefs and preferences 

towards health data secondary use and sharing when they answer in an informed way. 

● Involvement of citizens in the debate and in the search for solutions, so that they are 

listened to and informed. 

 
 
 
 
 


