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What is data, what is data sharing? 

Some stakeholders argue strongly that citizens should financially be incentivized to share their 

data. They include this in a framework where individual storage and access of data is linked 

to comprehensive data sharing practices. Some argue that the ultimate incentive for data 

sharing should be individual wellbeing. These conceptions are countered by arguments that 

are based on group wellbeing, like an entire patient community or the common good. 

Data selling is a contested topic, but it is asserted that when explaining to citizens/patiënts 

that data isn’t sold, they counter by saying ‘so, you’re giving it away for free?’, indicating that 

they do place a lot of value on data. It is suggested that a useful framework for thinking about 

the value of data might be body material. This was confirmed to be an interesting thought, 

but an important distinction was made: data can easily be copied so the risk is elevated.  

The purpose of the use defines the acceptability of the practice and to some extent, what the 

data actually ‘is’ (what it is meant to do). The purpose always needs to be clear. Integrity 

needs to be a key value in the definition of purpose and the use of data. The government 

needs to lead the way in this regard. 

The Belgian stakeholders indicate that it is important to provide good information about 

secondary use of health data to citizens. They stress that consent procedures alone are not 

enough. In these informational materials, the benefits of health data use and reuse need to 

be highlighted enough. One suggestion here is to focus on the purpose of the intended use 

or to create specific permits which require users to involve citizens in a specific way. 

Trust 

Many aspects in this session mirrored citizens’ contributions, notably the special relationship 

they have with their health data, the importance of what is it used for, and by who.  

In this group session, participants focused mainly on the information provided to citizens and 

the tools used to do so, as a major factor in citizens’ support for the secondary use of health 

data. They highlighted the importance of improving information, in light of the current opacity 

that might often be perceived. Particular attention should also be paid to the tools used to 

access information, above all when they rely on technological skills, as it might add a layer of 

complexity for some people. These tools, the population’s digital literacy, but also data 

intermediaries’ skills (such as healthcare professionals) could be enhanced through 

continuous actions.  



Beyond information, participants also referred to other forms of engagement in this part and 

the diversity of opinions among citizens, regarding their willingness to consent, being directly 

involved or not. Consent was perceived as problematic in its current practice in general, while 

participants shared they thought many direct engagement initiatives were happening 

already, but too much in siloes, requiring then a more global approach. 

Collaboration  

When aiming for citizen engagement, informing people about secondary health data use is 

considered the bare minimum, where information should be accessible and honest.  From 

this first step of engagement, citizens should be considered full members of data governance.  

However, it is currently unlikely that everyone is included in this engagement process. Up till 

today, not everyone’s concerns are sufficiently heard or known. Moreover, not everyone 

might be capable or willing to participate. Increasing digital literacy is part of the solution but 

also the development of systems of representation by which citizens could (temporarily) 

transfer their mandate to a third party, if preferred. Over the years, citizens might get more 

familiar with secondary health data use and, hence, data management structures might have 

to change. To realize this evolution, also professional healthcare providers, such as general 

practitioners,  might need more information and support regarding secondary health data 

use.  

To conclude, citizen engagement is considered a  learning system for all included parties and, 

hence, it should be organized in a personalized and dynamic way and considered from a long 

term and sustainable perspective.  

 


