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Governance framework for citizen-centric
health data sharing: InteropEHRate scenarios

EMERGENCY ACCESS

— 6:_""";\1,,,2 Access to patient’s health
8 i /‘ data in an emergency
/; i \

Exchange of EHR data A
mediated by the citizen = |
=
iy j - Data sharing
3= A for research
Access to EHR data h
from primary HCP

Citizen-centric health data sharing



Governance framework for citizen- centrlc
health data sharing

4 N/ N\ N
Open specifications, applications Adoption methods and
What to govern and services competences Data space and flows
. VAN VAN /
o o o
r N
Principles, policies and framework
\ _ J
<r < >
How to govern 4 N\ N\ )
Processes
Techlmclal Organizational structures Roles and responsibilities
Exploitation
Trusted quality data
\ VAN VAN /




Adapted governance framework
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How to govern? Processes T ] i }[ ccccccccc /

Principles, policies and framework

0 Maintenance and evolution processes - }[ - }[ <

 Maintenance of exploitable assets and
implementation guides

- Conformance and quality control

* |dentification of shortcomings and
coordination of change requests

* Evolution, test and validation of novelties

» Create a testing platform

* Version management

9 Exploitation and business development
processes
* |dentifying change management processes
for standards and specifications, engaging
the user and stakeholder community.

Data space and flows > Certification, audit processes.
- Trust-building among data holders and subjects * GDPR compliance considerations
» Trusted quality of data » Sustainability, business model and financial

» Development of the ecosystem rules resources
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How to govern?

Organizational structure
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Business Unit

Exploitation and business
development processes
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janizational structure

Culture, ethics and behaviour

Participation body with

representatives of end-
users, including citizens,
healthcare professionals
and health researchers.




Governance options

Self-governance Health data ecosystem International European / National
organization Authority

Keyword Open source Integration in a health Development of European / National
community data ecosystem standards certification / label

Approach Bottom-up Middle-out Middle-out Top-down

Public-private Mainly private Mixt Mainly private Public

partnership

Industry participation Open Limited Open Limited



A self-governed community-based organization is in line with the open-source nature of
InteropEHRate assets, attractive to create a developers’ community and open to the
collaboration of multiple organizations.

An existing international organization, like an SDO, is an optimal candidate to host and
manage the technical components of InteropEHRate. It would require to review how the
exploitation and data flow assets are governed and managed.

Direction and support from European / National health authorities would bolster
InteropEHRate in a phase where it has already shown value at scale in reference sites.

An ecosystem model of applications or health data exchanges is not foreseen as immediate
governance model.



Proposed governance model of
InteropEHRate



Proposed governance model: evolving configuration
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Project end : Post project short term (2022-2024) Long term (2024 onwards)
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[ Focus on aichieved key exploitation results
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I [ Focus on involving a community of developers and exploiters ] I

|
Focus on expanding towards health data ecosystems supported by
health authorities and aligned with the EHDS

Joining or developing an ecosystem
compliant with InteropEHRate principles

International organization as executive agency
(technical maintenance and evolutions)

Memorandum of Understanding
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