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European Reference Networks 



https://ec.europa.eu/health/ern_en



Irish Networks
NRDO-Coordination ‘Hub’

(www.rarediseases.ie)

113 Expert Clinics
5 Academic Teaching Hospitals

Universities:
UCD, Trinity College, RCSI

ERNs

Hub and Spoke 

CoEs

Ireland- Integration to ERNs

http://www.rarediseases.ie/


ERNs, EJPRD, RD Partnership and Clinical Research

HRB: “Ireland’s weaknesses include lack of patient registries and the lack of protected time for RD research for 
clinicians”

“I am a clinician by choice and a researcher by necessity”- Aaron Ciechanover- Noble Institute





Objectives

To record and disseminate ERN research 
activities

To facilitate collection sharing/analysis of 
research data between ERNs

To advance patient-centered research and 
outcomes monitoring

To map, integrate  and link ongoing 
activities to facilitate international clinical 
trials

To encourage methodology sharing and 
innovation of ERNs











2022 EU4Health Work Programme 



Expected Results and Impact 

• Exchange of best practices

• Create proposals, guidelines, models and recommendations for better 
integration of ERNs in national healthcare systems, including well 
defined patient pathways and referral procedures

• Development of national networks for rare diseases

• Guidelines for development of national teleconsultation tools 
interoperable with the ERN CPMs



JA-05: Support ERNs integration to the national healthcare
systems of MS

WP1
Coordination

WP2
Dissemination

WP3 
Evaluation

WP4 
Sustainability

WP5: National governance and quality assurance systems

WP6: National care pathways and ERN referral systems

WP9: Support to National HCP 

WP8: Data management

WP7: National reference networks and undiagnosed disease programmes 



HSE – National Competent Authority
Key Work Packages 

WP6: National care pathways and ERN referral systems

WP7: National reference networks and undiagnosed disease programmes 

In collaboration with Eurordis 



Thank you!
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