
RARECARE Project
An initiative to define and disseminate information 
about the burden of rare cancers in Europe

From  RARECARE Project  to  RARECAREnet

A network to provide comprehensive 
information on rare cancers 

to the Community At lARgE

ASSoCiAtED PARtnERS
l Fondazione IRCCS, Istituto Nazionale  

dei Tumori, Milan, Italy
l The University of Edinburgh, Scotland, UK
l Institut de Cancérologie Gustave Roussy, France
l Istituto Superiore di Sanità, Italy
l Integraal Kankercentrum Nederland
l European Cancer Patient Coalition
l National Oncology Hospital, Bulgaria
l Cancer Society of Finland − Institute  

for Statistical and Epidemiological Cancer  
Research, Finland

l Institute of Oncology Ljubljana, Slovenia
l National Cancer Registry Ireland

CollAboRAting PARtnERS
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gEnERAl PRACtitionERS 

Our main Objectives 

Visit us at

in this general framework full of difficulties, 
there is always something useful that can be done 

www.rarecarenet.eu

1 to collect and disseminate 
information on updated 
epidemiological 
indicators on the basis 
of 83 population-based 
Cancer Registries from  
24 countries in Europe.

2   to describe the 
healthcare pathways 
for rare cancers.

3 to develop a clinical 
database on  
a sub-group of rare 
cancers.

4  to propose quality 
criteria for centres  
of expertise 
for rare cancers.

5 to list centres of 
treatment for rare 
cancers in Europe.

6 to support the 
identification 
of European 
Reference networks.

7  to develop and 
disseminate 
current clinical 
approaches 
to rare cancers.

8 to increase awareness 
among general 
practitioners and 
pathologists about  
rare cancers.

9 to disseminate 
information tailored 
to the needs of patients 
and of all concerned 
stakeholders.

10 to support patients’ 
associations 
empowerment.

internatiOnal cOllabOratiOn

RaRecaRe Project turned into RaRecaRenet 
which is a network of organisations collaborating 
in research and in the identification of the appropriate
solutions to address rare cancers difficulties 
pursuing the following objectives...

to address rare  
cancers challenges 
an international  
Collaboration is needed

in 2011 RARECARE 
published the burden 
of rare cancers in 
Europe for the first time

SuRViVAl
the survival of people diagnosed with a rare 
cancer is lower than survival of patients with 
common cancers.

PREVAlEnCE

24% of all people 
living with cancer 

in Europe have  
a rare cancer.

4,300,000
with a rare cancer

In Europe

16,500,000
people live with cancer

rare cancers are nOt sO rare

RARity bRingS About 
A wiDE RAngE of DiffiCultiES
nn Lack of information 

nn Misdiagnosis and delay in diagnosis 

nn Lack of scientific knowledge 

nn Lack of appropriate therapies 
 and clinical expertise
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yEARS AftER DiAgnoSiS

inCiDEnCE

22% of all cancers diagnosed  
each year in Europe are rare.

2,500,000
new cancers are diagnosed each year in Europe 

1 out of 5 is rare

500,000

Common CAnCERS
RARE CAnCERS

in 2007 the European Commission 
financed the RARECARE project 
to put numbers to a problem 
long known to exist

HOw many people are affected 
by rare cancers?

RARECARE estimated the 

number of new cases 
occurring each year and the 

number of people 
living with a rare cancer 

questiOns and answers

RARECARE established a

new definition of rare cancers based 
on incidence

Cancer is named rare 
when it is equal or less than 

6 new cases per 100,000 persons 
in one year

wHat are rare cancers?

RARECARE  proposed a 

new list 
of rare cancers

The RARECARE list  
of 186 rare cancers is available  

on the project web-site

wHicH cancers are rare?

Data available at 

www.rarecarenet.eu

RARECAREnet  (information network on rare cancers) 
has received funding from the European union, in the framework 
of the health Programme.

www.rarecarenet.eu



PARTICIPATING
CANCER REGISTRIES

RARECAREnet 
ASSOCIATED PARTNERS

Visit us at
www.rarecarenet.eu

is working to put 
rare cancers on the map


