
         

                  

ERN alignment with ERDERA & RealiseD and JARDIN

Endo-ERN General Assembly 21-4-2026

Mari Murel

ERN Research Manager, AUMC



Opportunities for funding & Support

ERICA: European Rare Disease Research Coordination and Support action CSA (for 

ERNs) (funding ended sept 2025);

ERDERA: European Rare Disease Alliance (pan-European RD Science Partnership) 

WP25 Task 25.4 Alignement with Research Strategies of the ERNs

RealiseD: Advancing Clinical Trials for (Ultra) Rare Diseases

Joint Action on integration of ERNs into national healthcare 
systems -JARDIN



ERDERA WP25.4 Survey on ERN Participation & Collaborative research projects
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• •  Purpose: Gather information on 
clinical research across ERNs and HCP 

involvement in ERDERA

• •  Target Audience: ERN 
Coordinators and HCP Members

• • Results : 168 responses from all 
24 ERNs ! 

•Does your ERN/HCP have 
a transversal Working 
Group for research?

Endo-ERN has transversal research WGs in place or under development, but visibility and operational 
reach vary considerably across centres.
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What do you think are the most eminent 
topics for ERN research in the coming 5 
years (rank at least top 3):

Survey Results:



Survey Results: Challenges
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Clinical trials: challenges and solutions

Clinical trials need centralised 
European support, not just 

local effort.



Natural history studies: challenges and solutions

Natural history studies require sustained, structured 
infrastructure rather than project-based solutions.



Registries: challenges and solutions

Registries are the backbone of Endo-ERN 
research and require long-term European 

commitment.



ERDERA- how to navigate

Homepage - ERDERA

https://erdera.org/
https://erdera.org/
https://erdera.org/
https://erdera.org/funding/
https://erdera.org/clinical-research/
https://erdera.org/data-hub/
https://erdera.org/expertise-services/
https://erdera.org/training-and-education/
https://erdera.org/international-alignment/


Active & Upcoming Calls

The current submission 
round ended on 7 April/ 
Next submission deadline 7 
October 2026

ERDERA will launch seven Joint Transnational Calls co-funded 
by the European Commission

Upcoming end 2026

https://erdera.org/funding/
https://erdera.org/call/networking-support-scheme-nss/
https://erdera.org/call/clinical-trials/


RealiseD https://realised-ihi.eu/ 

This project is supported by the Innovative Health Initiative Joint Undertaking (IHI JU) under grant
agreement No 101165912. The JU receives support from the European Union’s Horizon Europe research 
and innovation programme and COCIR, EFPIA, Europa Bío, MedTech Europe, and Vaccines Europe.

https://realised-ihi.eu/
https://realised-ihi.eu/
https://realised-ihi.eu/


RealiseD https://realised-ihi.eu/ 

This project is supported by the Innovative Health Initiative Joint Undertaking (IHI JU) under grant
agreement No 101165912. The JU receives support from the European Union’s Horizon Europe research 
and innovation programme and COCIR, EFPIA, Europa Bío, MedTech Europe, and Vaccines Europe.

https://realised-ihi.eu/
https://realised-ihi.eu/
https://realised-ihi.eu/
https://realised-ihi.eu/about-us/the-pilars/#ICT


Webinars - Realise D

https://realised-ihi.eu/webinars/
https://realised-ihi.eu/webinars/
https://realised-ihi.eu/webinars/
https://realised-ihi.eu/webinars/


Joint Action on integration of ERNs into national 
healthcare systems - JARDIN

Topic 1.: Working conditions of the ERN centre

Topic 2.: Staff education and research activities 

Topic 3.: ERN centre recognition

Topic 4.: Funding model

Topic 5.: Quality of care

Topic 6.: Centre development strategies

Topic 7.: Structure and Findability of Rare Disease Expert 
Centers 

Topic 8.: National RD Data Management Policies

Input via Surveys:
JARDIN will develop strategies for 

systematic dissemination of 

information on the ERNs, with a 

specific emphasis on people living 

with rare diseases as well as the 

healthcare professionals community.



Jardin examples
of results

As the reuslts are not yet officcially published, we cannot
share them.



Jardin 
What next?

• Recommendations formulated 

• Presented to 

• National representatives

• Hospital managers representatives

• ERN Representatives

• Patient representatives

• Board of Member States

Publications and reports to draw attention 
and to support further ERNs on National and 
Hospital level.
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