
Position Paper 

Health Data – Empower citizens 

 

Whenever we go to a doctor or a hospital, they collect data about us, our health, and our lifestyle. This 

information is used to help provide the best clinical care and, pursuant to national legislation, can also 

be reused to improve health care and services. Citizens should have the opportunity to engage on this 

use of their health data and be empowered to take an active role if they so wish. High quality and 

trustworthy health data should be co-created and governed with and for citizens, supporting more 

effective health care systems. Without trust and knowledge, citizens are less likely to agree for their 

health data to be used beyond their individual care, severely impacting health outcomes.  

To this end, the EU-funded project Towards the European Health Data Space (TEHDAS) is running a 

consultation for European citizens to find out what they think about how their health data could be used 

in the future. The results of this consultation will support recommendations made by the TEHDAS 

project to the European Commission and European countries on how the public should be involved in 

health data use and sharing.  

The consultation is being organized by three TEHDAS partners: public health research institute 

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

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

healthcare systems, and patients. It is also designed 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 secondary use of health data or data sharing. 

Healthy Data (ourhealthydata.eu) 

As an expert committee, we support these outreach activities and commit to aid the dissemination and 

collection of citizen views, based on the following principles: 

• Remain neutral in the information materials provided, the questions posed to citizens and the 

analysis of their contributions  

• Raise awareness among the participants so they develop informed opinions and learn how to 

take an active role in the reuse 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 the approach, including on the objectives, methodology, their limits, and 

the expected results  

• Provide feedback to the participants on the value of their contribution  

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

• Consider 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  
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