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Objectives

1. To prioritise rare cancers  in the agenda of the EU and Member States

2. To develop innovative and shared solutions, mainly to be implemented 
through the future ERNs 
• Quality of care through ERNs
• Clinical practice guidelines
• Innovation/research
• Medical and Patient education
• Health policy measures
• Patient empowerement
• Epidemiological surveillance





The “network rare cancer” patient indicators



Clinical registries & Biobanking

CPMS



Steliarova-Foucher et al. The European Cancer Observatory: A new data
resource . European Journal of Cancer (2015) 51, 1131– 1143

https://www.encr.eu/

https://ecis.jrc.ec.europa.eu/

Population based cancer registries


	Slide Number 1
	Conflict of interest
	Objectives
	Slide Number 4
	Slide Number 5
	Clinical registries & Biobanking
	Slide Number 7

