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Annex 1 – Semi-Structured Interview Protocol

Section 1 – Introduction and Context
1. Can you briefly describe your role and your involvement with health data governance or digital health initiatives?
2. How do you understand the concept of a personal (health) data space?
3. What opportunities or concerns do you associate with initiatives such as We Are?

Section 2 – Data Sharing and the Common Good
4. Under what conditions do you consider it acceptable or desirable for citizens to share personal health or lifestyle data?
5. How do you interpret the notion of “data sharing for the common good”?
6. Do you see differences between data sharing for treatment, research, prevention, or innovation?

Section 3 – Distributive Justice
7. Who do you think currently benefits most from health data sharing, and who bears the main burdens?
8. What would fair benefit-sharing look like in a PHDS system?
9. Should citizens receive something in return for sharing their data? If so, what form could this take?
10. How should value generated from data reuse be redistributed (e.g. public reinvestment, improved services, research outcomes)?

Section 4 – Procedural Justice
11. What role should individual consent play in governing health data reuse?
12. What are the limitations of consent-based approaches in your view?
13. How should citizens be involved beyond consent (e.g. participation, oversight, representation)?
14. What governance mechanisms are needed to ensure accountability and trust?
15. How should conflicts, complaints, or misuse of data be addressed?

Section 5 – Recognition Justice
16. Do you see risks that certain groups may be excluded or disadvantaged in PHDS systems?
17. How should governance frameworks address differences in digital literacy and capacity?
18. Whose knowledge should count in health data governance (e.g. clinical expertise, experiential knowledge, citizen-generated data)?
19. How can PHDS systems better recognise and include marginalised or vulnerable groups?

Section 6 – Solidarity and Future Governance
20. What does “solidarity” mean to you in the context of health data governance?
21. Do you see solidarity as a viable alternative to data altruism? Why or why not?
22. What would you identify as key ethical priorities for the future governance of PHDS systems?

Section 7 – Closing
23. Is there anything we have not discussed that you believe is important for understanding ethical health data governance?
24. Do you have any final reflections or questions?


