
“Nothing about us without us!” ECPC



▪ is aimed to integrate and maximize efforts of the European
Commission and EU Member States to advance quality of care and research on
rare cancers.

▪ The public health challenge posed by rare cancers combines both the typical
problems of rare diseases and cancers where the need of timely diagnosis and
access to quality treatment is vital.

▪ JARC is shaping its efforts around the                                                                                       

Joint Action on Rare cancers (JARC)



JARC Work packages

Weblink:  http://www.jointactionrarecancers.eu/

http://www.jointactionrarecancers.eu/


European Reference Networks (ERNs)

▪ The European Reference Networks (ERNs) are networks connecting health
care providers and centres of expertise of highly specialised healthcare

▪ With the purpose of improving access to diagnosis, treatment and the
provision of high-quality healthcare for patients with conditions requiring a
particular concentration of resources or expertise in Europe.

https://ec.europa.eu/health/sites/health/files/ern/docs/2017_brochure_en.pdf


 The first ERNs were launched in March 2017, involving
more than 900 highly specialised healthcare units from
over 300 hospitals in 26 Member States.

 JARC is instrumental to help them evolve by optimizing
the process of ERN creation through the provision of
operational support and professional guidance in the
areas of: quality of care, epidemiology, research and
innovation, education and state of the art definition on
prevention, diagnosis and treatment of rare cancers.



 24 ERNs are working on a range of 
thematic issues including rare neoplasm 
of the skin and eye melanoma: which 
encompass Merkel Cell Carcinoma.

 CROSS BORDER HEALTH CARE 
DIRECTIVE: ERNs are set up under 
the 2011 Directive on patients’ rights in 
cross-border healthcare: making it 
easier for patients to access information 
on healthcare and thus increase their 
treatment options.

http://ec.europa.eu/health/ern/networks_en


▪ The ERNs are currently in their deployment 
phase, and expected to reach full capacity 
over the next five years.

▪ Directive 2011/24/EU on the application of 
patients’ rights in cross-border healthcare
can play a role in facilitating the 
implementation of the future initiative.

▪ ERNs provide an opportunity for carrying 
out research and new treatments, breaking 
the isolation of specialists and patients, 
reducing inequalities in care, and fostering 
patient involvement. 

▪ ERN future challenges might include 
reimbursement, interoperability, data
confidentiality, and legal issues. 



▪ The Joint Action on Rare Cancers and the European Reference Networks
(ERNs) are crucial game changers for rare cancer patients in Europe bringing
together scarce knowledge and fragmented resources to maximise synergies
and results.

▪ The European Cancer Patient Coalition (ECPC) is one of the partner patient
organizations representing the needs, rights and hopes of rare cancer patients
within: JARC and ERN-EURCAN.



ERN Involvement
 General ERN level – coordinated by EURORDIS

• European Patient Advocacy Group (ePAG) per each ERN disease grouping: 
allowing patients to participate in the decision-making process and ensuring a 
democratic representation of patients.

• ECPC is an elected ePAG representatives on rare cancer across the 
various ERN-EURACAN domains.

 ERN level (EURACAN) – the role of ePAGs

• 1 invited ePAG representative to participate in Steering Committee meeting as 
observer.

• ECPC is the co-Lead the Transversal Task Force (TTF) on Communications 
and Dissemination participating in Steering Committee meeting.

• Elected ePAG representatives per domain. 



Working Group on Rare Cancers (WGRC)

▪

▪ ECPC counts on the expertise and collaboration of rare   
▪ cancer patient organisations all over Europe to continuously
▪ represent the rare cancer patient community. 

▪ ECPC has established the WGRC operating in parallel with the JARC, in order
to guarantee that a large number of rare cancer patient organisations, representing 
different European countries and rare cancer types, are contributing to the activities 
of the Joint Action: currently the WGRC hosts 65 member organisations.

▪ ECPC is building on experience gained during its 3 years collaboration in
RARECAREnet project.

http://www.rarecarenet.eu/rarecarenet/index.php/cancerlist


Members



RC Online Library

▪ ECPC has collected information materials 
on most of the rare cancers identified 
by the RARECAREnet experts. The aim 
was to create an online library on the 
RARECAREnet website where patients 
can find information on the diagnosis, 
treatment and follow-up of any type of rare 
cancer. 

http://www.rarecarenet.eu/rarecarenet/index.php/cancerlist
http://www.rarecarenet.eu/rarecarenet/index.php/information-on-rare-cancers/information-for-patients-2
http://www.rarecarenet.eu/rarecarenet/index.php/cancerlist


List of Rare Cancers



 Chordomas are very rare, occurring in approximately 1 per million individuals
each year.

 ERNs could contribute to the evaluation of new medicines for Chordoma, as it
is an ultra-rare disease.

 ERNs network could facilitate access to innovative Chordoma treatments.

 ERNs could be involved in the adaptive licensing or conditional approval of
Chordoma treatments based on new data, thus, reducing uncertainties for
the EMA, companies, patients and clinicians about introducing new treatment
to the market.

 ERNs could play an important role in generating data and, hopefully,
following the new HTA Initiative could speed up the reimbursement decisions
on orphan medicines.

Chordoma as a model within the ERNs
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Chordoma as a model

Impact is 
multiplied for the
Chordoma, as it is 
a very rare cancer

There is a great need 
for HTA 
harmonization across 
most European 
health systems  
where establishing a 
separate European 
HTA body to interact.
with the EMA
should be considered.

Why?
1. Incredible variety and differences of HTA procedures 

across the EU

It is very hard to compare different systems to 
see which is more valuable
Duplications of work
Inequalities in access to innovative treatments

2. Lack of transparency of HTA 
Almost impossible for patients to have access 

to information
Hard to check legality of the procedures

3. Unacceptable delays in the HTA process across       
Member States

4. Patients’ involvement in HTA process is very limited

 Upcoming ECPC-ESMO Initiative with EMA using Chordoma as Model: 
push to achieve the final goal of the directive
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Thank you!
“Nothing about us without us!” ECPC

ECPC invites patient experts, Members and non-member organisations with the shared interest in rare
cancers for their active participation in our Working group on Rare Cancers (WGRC).
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