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EUROPEAN REFERENCE NETWORKS
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Activities

• Cross-border healthcare

o MDT case discussions

• Accumulation, sharing and 
generation of knowledge and data

o Standards of care

o Training and education

o ERN registries

o Patient Journeys

• Research



INTEGRATION – MINIMUM VIABLE PRODUCT

• Membership and national networks

• Patient organisations

• Cross-border healthcare – care pathways

• Guidelines and standards of care 

• ERN data and registries

• Funding

• Indicators
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MEMBERSHIP AND NATIONAL NETWORKS

• Representative participation of all EU 
member states in ERNs

• Clear and transparent rules regarding
national assignation of ERN members
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ERN-RND



PATIENT ORGANISATIONS

• Systematic involvement of patient
organisations in national integration of ERNs
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CROSS-BORDER HEALTHCARE – CARE PATHWAYS

• Use ERN exertise for the right
patients at the right time and the
right highly specialised
healthcare service
• CPMS as final part of RD care 

pathways
• Travel of ultrarare RD patients to

lighthouse centres for highly
specialised interventions
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GUIDELINES AND STANDARDS OF CARE

• National adoption of ERN care standards

• Implementation path at care level
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ERN DATA AND REGISTRIES

• OrphaCoding at all ERN members

• Standardised collection of ERDRI dataset
for all RD patients at all ERN members
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FUNDING

• European funding for ERN core activities, coordination and management

• National funding for activities of ERN members including as the backbone of 
national/regional networks for rare and complex diseases

• Funding for patient organisation contributions 
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INDICATORS

• Indicators for national integration of
ERNs
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