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 No reimbursement upfront 

 Reimbursement at the level of the home country (if no 

exemptions) and subject to the National Contact Point 

for expensive treatments 

 National additional mechanisms possibly in place 

 ….. 



The Commission shall support 

Member States in the 

development of ERNs amongst 

healthcare providers and centres 

of expertise in the Member States 

ERNs are networks of specific 

diseases or healthcare areas in 

which Member States can 

cooperate and share expertise 

Closely linked are the Centres of 

Excellence, which will be national 

centres where knowledge is 

pooled together on a specific 

disease or disease area  

Aim to achieve better and quicker 

diagnosis of patients across 

Europe and increase cooperation 
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2015 
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EXPO-r-NET 

 

European Expert  

Paediatric Oncology  

Reference Network  

for Diagnostics and Treatment 





“will provide 

highly specialised healthcare  

for rare or low prevalence 

complex diseases or conditions” 



 promote good quality and safe care to patients by fostering proper 

diagnosis, treatment, follow-up and management of patients 

across the Network  

 empower and involve patients 

 offer and promote multi-disciplinary advice for complex cases 

 develop and implement clinical guidelines and cross-border patient 

pathways 

 exchange, gather and disseminate knowledge, evidence and 

expertise within and outside the Network 

 promote collaborative research within the Network   

 reinforce research and epidemiological surveillance, through 

setting up of shared registries 

 exchange and disseminate knowledge and best practices, in 

particular by supporting national centres and networks 









«Families» of rare cancers 

 NON CUTANEOUS MELANOMA  

 SKIN - Rare  

 THORACIC - Rare  

 UROGENITAL - Rare 

 FEMALE GENITAL - Rare  

 MALE GENITAL  

 NEUROENDOCRINE  

 ENDOCRINE ORGAN   

 CNS   

 SARCOMAS  

 DIGESTIVE - Rare  

 HEMATOLOGICAL - Rare  

 HEAD & NECK - Rare  

 PEDIATRIC   
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www.rarecarenet.eu 





 Referral to expert rare cancer pathologists 

is crucial for appropriateness 

 Networks are the best tool for proper 

referral 

 Multidisciplinarity is the best environment 

for rare cancer patient healthcare 





 Clinical decision-making 

 Methods to combine evidence 

 New study designs 

 Surrogate end points 

 Organization of studies 

 



17. 
 
Call for increased integration of local, national and European 

centres of expertise into European reference networks, 
based on specific criteria as set out in the Commission’s 
proposed Directive on the application of patients’ rights in 
cross-border healthcare , in order to provide the necessary 
sound organisational structures for more efficient clinical 
research and early transfer of research data into clinical 
practice, thus improving the clinical management of rare 
cancers. 
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