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Associated 
Partners

Patients struggle with: 
•  late or incorrect diagnosis,
•  lack of access to appropriate therapies and clinical expertise,
•  lack of scientific studies due to the small number of patients,
•  lack of interest in developing new therapies due to limitations in 

the market,
•  few available registries (clinical registries mostly) and tissue banks.
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 “The final goal of the Action will be to 
contribute to improve health outcomes 

for patients with rare cancers and to 
decrease health inequalities for rare 

cancer patients across Europe”.

- Commissioner Vytenis Andriukaitis

PUTTING 
PATIENT CARE 

FIRST
EU Joint Action on Rare Cancers (JARC)

www.jointactionrarecancers.eu

FACTS
24% of new diagnosis 
of cancers are of 
rare cancers 

198 different types of cancer, 
including all childhood cancers, affect 
only a small number of patients each. 

FOCUS ON
The JARC will focus on the 12 families of rare cancers 
For the purposes of JARC, the following “families” of rare cancers will be singled out, 
following the “Surveillance of rare cancers” (RARECARE - www.rarecare.eu) 
list of rare cancers: 

 7   Central Nervous System tumours

 8  Sarcomas 

 9  Digestive rare cancers 

 10   Rare skin cancers and non-cutaneous 

melanoma 

 11  Haematological rare malignancies 

 12 Pediatric cancers (all)

 1  Head and neck cancers 

 2  Thoracic rare cancers

 3   Male genital and urogenital rare 

cancers 

 4   Female genital rare cancers 

 5  Neuroendocrine tumours

 6   Tumours of the endocrine organs 



Our Goal: To provide expertise to European 
Reference Networks (ERNs) 
Many of the rare cancers are simply too rare for 
individual countries to invest into the much needed 
expertise to diagnose and treat them. European 
Reference Networks can help solve this problem by 
pooling expertise from different EU countries. They will 
facilitate access to diagnosis, treatment and provision 
of affordable, high-quality and cost-effective healthcare 
for rare cancer patients of all ages.

Objectives
This EU Joint Action on Rare Cancers should be 
viewed as a natural framework for all stakeholders to 
work together to:

•  prioritise rare cancers, in the agenda of the EU and 
Member States, with a view to national cancer plans 
and quality of healthcare, harmonization of clinical 
practice, innovation through promotion of clinical 
and translational research.

•  develop innovative and shared solutions, mainly 
to be implemented through the future European 
Reference Networks (ERNs) on rare cancers, in the 
areas of quality of care, research, education and 
state of the art definition on prevention, diagnosis 
and treatment of rare cancers.

Ten Work Packages (WP) 
The JARC will achieve these aims through a series 
of seven core WPs and three cross cutting WPs 
that include those addressing epidemiology, quality 
of care, clinical practice guidelines, access to 
innovation, childhood cancers, education, and rare 
cancer policy. 

The Joint Action on Rare Cancers is a multistakeholders 

collaboration between 18 EU Countries and the European 

Commission, coordinated by the Fondazione IRCCS Istituto 

Nazionale dei Tumori of Milan, which will run for 3 years 

(2016-2019). 

There are 34 partners involved in the JARC including 

Ministries of Health/Cancer Control Programmes 

representatives (Cyprus, Czech Republic, France, Ireland, 

Italy, Malta, Poland, and Spain), universities, public health 

institutions, population-based cancer registries, Cancer 

Institutes, patients’ associations (ECPC, EURORDIS, 

CCI-Europe) and other societies/organisations (including 

the Organisation of European Cancer Institutes - OECI, and 

the European Society for Pediatric Oncology - SIOPE).

JARC

5. 
Improving education on rare 
cancers for medical and non 
medical experts to ameliorate 
management of rare cancers and 
to improve rare cancer patients’ 
empowerment in the EU

6. 
Identifying core strategies 
to incorporate in National 
cancer plans and Rare 
disease plans to address 
the specific needs of rare 
cancers accross EU MSs

3. 
Improving the implementation 
at local level and within ERNs 
of clinical practice guidelines 
on rare cancers 

4.
Promoting integration 
of translational research 
innovations into rare 
cancer care

1. 
 Improving 
epidemiological 
surveillance of 
rare cancers in 
the EU

2. 
Identifying standards of care for all 
families of rare cancers to ensure sharing 
of best practices and equality of care for 
rare cancers accross Europe, particularly 
through clinical networking

Six Specific Objectives 
of what JARC will do 


