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2018 2019 2021-22 2024

EURORDIS and the RD 
patient community 
published 
Recommendations on 
Integration of ERNs 
into national health 
systems. 

https://www.eurordis.org/
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2018 2019 2021-22 2024

ERN BoMs adopted its 
statement on Integration 
of ERNs into National 
Health Systems and its 
annex that provided a list 
of priority areas

https://www.eurordis.org/
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2018 2019 2021-22 2024

R2030 2-year study 
concluded on Feb 
2021. 

May 2022 EURORDIS 
Toolkit on Integration 
of ERNs into national 
health systems – use 
it as knowledge base!

https://www.eurordis.org/
https://download2.eurordis.org/ern/2022_Eurordis_Toolkit_on_Integration.pdf
https://download2.eurordis.org/ern/2022_Eurordis_Toolkit_on_Integration.pdf
https://download2.eurordis.org/ern/2022_Eurordis_Toolkit_on_Integration.pdf
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2018 2019 2021-22 2024

Joint Action on 
Integration of ERNs is 
launched!

https://www.eurordis.org/
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1. Increase stakeholders’ awareness at national level of the ERN model

2. Ensure political leadership of the ERN system at national level

3. Review/adapt national policies for rare or complex conditions

4. MS to set up national networks of RD expert centres & patient community to create 
national networks (ERN-disease groupings) 

5. Incorporate new Full Members/Affiliated Partners to cover ERNs geographical or expertise 
gaps 

------------

EURORDIS Recommendations 2018

https://www.eurordis.org/
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6. Set up National Coordination Hubs and designate ERNs national focal points (disseminate 
and use knowledge generated by ERNs)

7. Streamline the process to endorse HCPs that apply for full membership 

8. Define and validate ERN referral pathways

9. Establish a funding mechanism to finance ERNs virtual advice 

10. Develop a mechanism to recognise and adopt at national level CPGs reviewed or adopted 
by ERNs

------------

EURORDIS Recommendations 2018

https://www.eurordis.org/
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RARE

1. Revisit and update the national 
designation process for Centres of 
Expertise: countries should ensure they 
designate them in a comprehensive and 
transparent way.

2. MS to provide funding to each national 
HCP/affiliated member to support their 
engagement in ERN activities

3. Hospitals to strengthen support for the 
participation of their clinicians in ERNs 

https://www.eurordis.org/


9

Welcome the ambition and 
comprehensiveness of 
JARDIN’s scope that has 
included virtually all the 
elements that were 
identified back in 2018-2021, 
and has gone beyond 
(Ukraine, undiagnosed, 
data…)

https://www.eurordis.org/
https://www.eurordis.org/


MORE THAN A JOINT ACTION FOR THE PATIENT 
COMMUNITY

JARDIN is a lifetime 
opportunity to have equal 
access to evidence-based care, 
the assurance that the best 
expertise and latest knowledge 
will serve to build the capacities 
of the local teams and a first 
step towards having integrated 
national and European 
healthcare pathways

https://www.eurordis.org/


FOR ERNs

Connecting both systems 
is critical for their 
sustainability as their 
raison d’etre is to improve 
health outcomes of 
people living with a rare 
or complex condition and 
they can only do this if 
they are well integrated

MORE THAN A JOINT ACTION 

https://www.eurordis.org/


FOR HEALTH SYSTEMS

JARDIN is a chance to  
transform the system, make 
the best use of this 
infrastructure to improve its 
capacities and be more 
responsive to the healthcare 
needs of our community. 

Including using the ERNs in 
the national decision-making 
process  for CBHC

MORE THAN A JOINT ACTION 

https://www.eurordis.org/
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1. Please ask yourselves - how can my health system benefit from the ERNs?
Embrace a systems thinking by setting a clear vision and 5- year roadmap, based on 
the needs of your population and your own national context (priorities, existing 
infrastructures, gaps, etc)

2. Who is in charge back home? Create a governance structure to allow a 
multistakeholder approach to define priorities, steer action and interact with the JA 
to achieve your goals

https://www.eurordis.org/


Thank You

Iris, Ehlers-Danlos syndrome, chronic paroxysmal hemicrania, cluster headaches
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