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WP6 – Outline

Ø Items for discussion re: ethics / data protection compliance

Ø Preparation evaluation meeting

Ø EAB meeting

Ø WP6 research line on data governance (white paper, D6.12)
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WP6 – Items for discussion

Ø DPA Phase II

Ø JCA
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WP6 – Items for discussion

Ø Preparation evaluation meeting:

Ø Share ethics package (approvals, etc.) phase II
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WP6 – Items for discussion

Ø EAB meeting

Ø Role of EAB?

Ø Suggested period for next yearly meeting: mid-December 2022
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WP6. White paper on data governance

Analysis of proposed Regulation on the European Health Data Space

Ø EHDS is the first domain-specific common European data space (European Data Strategy, 2020), it is
intended to address health-specific challenges to health data access and sharing.

Ø Two main stated objectives: (i) Facilitate primary use of health data (EHR) by patients across the
continent; (ii) Enhance seconday data uses by researchers, innovators, etc.

Ø Direct relevance for the field of digital health (mHealth data made available, integration with EHRs)

Ø Interdisciplinary Expert Rountable in Leuven, 25.10.2022 (including all WP6 members)

Ø Position paper (target journal: Policy Forum, Science)
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WP6. White paper on data governance

Critical issues: too big to succeed

• Too big to implement:
• Data quality
• Missing data infrastructures

• Too big to govern
• On a collision course with existing (European, national) rules
• Establishment of Health Data Access Boards: unclear decision-making prerogatives, lack of public
accountability

• Too big to produce public value
• No guarantee of equitable returns for society
• Data harvesting by commercial actors (Big Tech platforms)
• Exacerbating digital divides
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WP6 – Deliverables
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WP6 – Deliverables


