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JA C Objectives

JOINT ACTION ON RARE CANCERS

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
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The "network rare cancer” patient indicators



Clinical registries & Biobanking
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Population based cancer registries

National registries Regional registries Specialised registries

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

ECIS - European Cancer Information System
Measuring cancer burden and its time trends across Europe

ECIS provides the latest information on indicators that quantify
cancer burden across Europe. It permits the exploration of
geographical patterns and temporal trends of incidence, mortality and

survival data across Europe for the major cancer entities.
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