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We are all different 

A first general point raised concerned the need to take into account the differences among 

citizens, within and across countries, in terms of ethical values, knowledge and representation 

in the data. Several solutions were mentioned, such as setting minimal values, setting up a 

new range of ethical bodies and intermediaries to grasp and bring on the table these 

differences.  

Data value 

Stakeholders discussed the value of data, whether in terms of monetization, whether in terms 

of collective value (as here value will be created once data is combined). This came to nuance 

our analysis of citizens’ contributions regarding the power of data (and its value) and highlight 

the debates around this question. 

Trust and relationship 

When describing how citizens perceive a relationship with their data and hence the 

stakeholders behind their reuse, and the need to make this relationship trustful, stakeholders 

highlighted the lack of clarity on who was on the other side of this relationship sometimes. 

Regarding accountability, even if citizens should not be considered the sole gatekeepers of 

their data, stakeholders questioned whether we should consider the responsibility of citizens 

in health data reuse (understood in the context where citizens have actually a certain form of 

control over their data). 

Balancing benefits and risks of health data reuse: citizens can play a role 

Stakeholders agreed generally with the importance of defining and informing the public about 

who should benefit from health data reuse. They added that we should make an effort in 

clarifying citizens’ perspectives regarding this aspect, or even involve them in the stage of 

defining what is a proper reuse and appropriate benefits to be pursued. However, we should 

also be careful on the potential added burden on certain data intermediaries, such as 

healthcare professionals. Some participants advocated to put in place a certain control and 

provide guarantees that health data reuse pursues the common good.  

An aspect that raised different views was the involvement of private actors and the 

compatibility between their objectives and pursuing the common good. Generally, it was 

agreed that we should increase transparency on this aspect and provide a guarantee of a 

return to society of benefits generated through reuse. Another solution in line with citizens’ 

views was to have different requirements depending on the user (e.g. using a labelling system, 

involving citizens when private companies are involved). 



Stakeholders also agreed on the need to find a balance between maximising benefits and 

minimizing risks of health data reuse. They question the real possibility to anonymize data, or 

the risk of having too complex rules that could impede reuse. Generally, information should 

be provided about security matters. They also pointed out the need to clarify and have strong 

accountability mechanisms. The EHDS Board set up by the EHDS proposal was designated as 

a potential structure that could ensure proper reuse within the EHDS.  

Regarding citizens’ involvement in the control of health data reuse, some stakeholders 

questioned the readability of the EHDS proposal in line with the GDPR, since the proposal does 

not seem to ask for any kind of consent from citizens when it comes to secondary use. Consent 

was a debated issue, and stakeholders mentioned different possibilities, such as implementing 

a dynamic or an opt-out consent. However, they raised the challenges linked to asking 

consent, such as the difficulty to apply choices when certain technologies are used or the risk 

that citizens will opt-out more frequently. Furthermore, certain stakeholders considered 

consent’s practices as not real meaningful engagement forms. Others promoted more citizen-

centric approaches where citizens could manage their own health data.  

Citizens’ engagement 

Several stakeholders raised that if we want meaningful engagement from citizens, and 

generally to respect their rights, they should have free and easy access to their health data, 

but also that efforts, resources and long-terms actions should be put in place to raise 

awareness and tackle the lack of knowledge on the topic, as well as the lack of digital health 

literacy and digital skills. Regarding the EHDS proposal, some shared their doubts whether it 

can achieve high level goals of patients’ rights, as well as their misunderstanding regarding the 

reasons behind the choice made to left out citizens from secondary use. The EHDS should also 

be a tool to bring transparency and secondary use practices.  
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