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RARE ADULT SOLID CANCERS 

10 domains

17 European countries
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Increase access to pathological diagnosis and associated treatments across all
EU Member States

develop medical training programmes to increase and harmonise the quality of
cares,

involve patient advocacy groups and assist them in the wide dissemination of
educational tools,

implement “roadmaps” for referral and self-referral of patient to expert
centers,

develop and continuously review Clinical Practice Guidelines (CPGs),

initiate and promote novel translational research programs (and associated
tools – e.g. set of multinational databases and tumour banks),

interact with key national international actors/networks involved in cancer
care and research and beyond, with other rare diseases stakeholders.
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• Key roles of hospital organisation and 
management in the ERN operations

• To draw up common tools

• To share the best practices

• To highlight the role of national authorities
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• Integrate the ERN in the medical project
A EU reference center
Second opinions,  international MDT

• Connect with the national initiatives
French  NCI ( INCA)
Share the tools develop with national support

• Support team
• Project leader for the ERN, FTE
• Experienced manager for  EU project
• ERN lead 0.2 FTE,  + 0.8 FTE ( doctors, MDT, PAs..)
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Common tools
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The Clinical Patient Management System (CPMS) is the secure web-based application 
provided by the EC to support ERNs in the diagnosis and treatment of rare or low 
prevalence complex diseases or conditions across national borders. https://cpms.ern-
net.eu/login/

Physicians members of EURACAN, can ask for their patient case to be reviewed. 
To do so an ERN coordinators convene ‘virtual’ advisory boards of medical specialists 
across different disciplines, using a dedicated IT platform (CPMS) and telemedicine tools.

https://cpms.ern-net.eu/login/
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Allocate time





Share experience/education



Allocate time for research
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How can HCP non-members of an ERN be aware if this European 
initiative? 

In order to raise awareness on the ERNs, the Commission has carried out 
communication actions in particular through dedicated webpages on Europa 
portal https://ec.europa.eu/health/ern_en

Press release, for instance in occasion of the Rare diseases Day 2018, see 
example: https://www.theparliamentmagazine.eu/articles/opinion/rare-
disease-research-european-reference-networks-are-good-start

specific communication materials both available in all EU languages
o Brochure
o flyers
o Videos

This information has been uploaded on the ECP

https://ec.europa.eu/health/ern_en
https://www.theparliamentmagazine.eu/articles/opinion/rare-disease-research-european-reference-networks-are-good-start
https://ec.europa.eu/health/sites/health/files/ern/docs/2017_brochure_en.pdf
https://ec.europa.eu/health/sites/health/files/ern/docs/2017_flyer_en.pdf
https://ec.europa.eu/health/ern/videos_en
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The Commission is also supporting Member States in their effort to make 

information available to HCPs and patients at national level, in particular in the 

framework of the ongoing work on defining referral procedures and 

pathways for patients which will help them and health professionals to better 

get informed about the existence of the ERNs and how to access their 

services.

Referral procedures

HCPs non members

HCPs members



The example of the rare cancer network
- netsarc.org



Retroperitoneal sarcomas
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How to bring rare cases to the reference HCP at country level? 
Member States have the responsibility of defining patient pathways and 
referral procedures

Who decides which patient will be enrolled in CPMS? 
An appropriate referral procedure could incorporate some criteria or 

guidelines that can be followed. Of course there is the expert judgement of 
the coordinating clinician in the HCP, possibly the 'panel lead'. 

It is possible to use the CPMS to have conferences between health 
professionals, before a patient is enrolled. They may want to use this option 
before effectively enrolling the patient. 
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• The ERN representative
• The Project leader 
• The administrative manager
• Doctors and researchers
• MDT
• Administrative teams
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