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ERN ‘rare endocrine conditions’

Nationale coördinatie van ERN activiteiten



Added value ( EU level )

Need for Cooperation:
üScarcity of knowledge

üNeed for education

üComplexity / high costs

üEffective use of resources

Scoop en context

European Reference Networks 
2011: Article 12 Directive of  patients' rights in cross-border healthcare

Networks of healthcare providers aiming at 

• Improving quality and safety and access to highly specialised healthcare 
across the EU

• Patients affected by rare or low prevalence and complex diseases



Directive 2011/24/EU of patients’ rights in cross-
border healthcare

Right to choose and be reimbursed for 
healthcare provided by public or private 
providers located in the EU 

More transparency about their rights, 
treatment options or, the quality and safety 
levels of healthcare providers 

Thus: maximum focus of ERNs on transparency 
and dissemination of expertise is key to make 
an individualized choice for best care

PATIENT IN THE LEAD

Key issues addressed in EU directive



ERNs should inter-connect with national and regional networks
for optimal dissemination of expertise 

ENDO-ERN
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Organization in NL example adrenal
centers of expertise

Centers of expertise  
+

Patient representatives
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National Coordinator
for Rare Endocrine Conditions
- France (since 2005: prof J. Bertherat)
- Italy (2016: prof A. Colao)
- the Netherlands (2017: prof G. Valk)



2013: BijnierNET



Endo-ERN:
Added value for patients



Endo-ERN in The Netherlands:
leading role BijnierNET



Endo-ERN:
Added value for patients



Providing transparancy on delivered care….



Endo-ERN:
Added value for patients





Endo-ERN:
Added value for patients



Endo-ERN in The Netherlands:
leading role BijnierNET
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ERN = 
§ samenwerken en soms verwijzen
§ juiste zorg op de juiste plaats ‘dichtbij als het 

kan en verder weg als het moet’
§ juiste informatie op het juiste moment voor 

patiënten en dokters
§ transparantie over wat we bieden en doen

‘PATIENT IN THE LEAD’

Inform through dissemination of expertise:




