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European Reference Networks

• European Reference Networks are virtual networks involving 
healthcare providers across Europe. They aim to tackle complex or 
rare diseases and conditions that require highly specialised treatment 
and a concentration of knowledge and resources. There are 24 ERNs 
involving 25 European countries including Norway, over 300 hospitals 
with over 900 healthcare units and covering all major rare disease 
groups.





ERNs in practise
• Working groups on certain diseases/disease groups

• Data collection

• Guidelines

• Shared resources in, e.g., diagnostics

• Consultations

• Study design

• Members of ERN have national responsibility
• To help other health care providers

• To help patients to benefit from ERN knowledge

• To collect national data



Call for New Members 2019

• > 800 applications

• Consortium, Full Member, Affiliated Member

• Approx. 1 member/10 Million people + additional affiliated members

• Small countries (< 2-3 Million) -> affiliated

• New members start in 2021



What You Can Do

• Identify ERN members in your country

• Make sure children are appropriately presented

• Demand information etc. from the member HCP to patients and HCPs

• If there are no members, find a way to benefit from ERN


