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A Joint Action on ERN integration into
national healthcare systems
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• A Joint Action is primarily for Member State Authorities 
(“Competent Authorities”)

• Addresses “high policy level” demands  and challenges 
to provide solutions with high public interest within the 
European Union 

• The primary objective of the Joint Action on ERN 
Integration is for the MS authorities to develop their 
national strategies, solutions and infrastructures 
(“integration”)

• Fulfilment of outcome indicators is one key element for a 
positive evaluation of the JA

What is a Joint Action ?
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What will the JA ERN integration do?

- National care pathways that interface with ERNs

- National reference networks  

- Undiagnosed diaseases programmes

- Data governance models to ensure interoperability of 
national/local data structures and ERN data structures (CPMS, 
ERN registries…) 

- Quality assurance models to recognise -amongst other- the 
production of ERNs such as CPG (clinical practice guidelines)

- National support solutions for HCPs part of ERNs at national 
level
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In detail …
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Possible structure (under discussion!)



7



8

• ALL 27 EU Member States have accepted to participate 
in the ERN integration JA !  Big success!

• Member States have designated a Competent Authority 
that will be the lead in their country within the Joint 
Action. 

• Some Member States have also nominated Affiliated 
Entities  

• It is still possible for MS to nominate Affiliated Entities. 

Your organisation could be an Affiliated Entity!  

for ex. Rare Disease Sweden

What else we know so far
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To become an Affiliated Entity in your country:

• Contact your national Competent Authority !

• Whom to contact? It varies across countries! Ministries of Health, 
national health boards, university hospitals … 

• If unsure, please contact us and we will provide contact the 
information

• NOW ! This needs to be done now  because decisions are being 
taken these days: national Competent Authorities are now working 
on the draft proposal for the Joint Action (and they have until 17 
January) 

• What does it mean to be an Affiliated Entity in terms of financial 
commitments ? Please reach out to the Competent Authority (CA) if 
you want to find out : CA are the ones that have the answer!

What to do ?
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Remarks from the Coordinator
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