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SPEAKING WITH A SINGLE VOICE FOR ALL CANCER PATIENTS

Jana Pelouchova, ECPC Secretary, Diagnoza CML



EU RARECARE PROJECT Il = 3 year
Project

AIMS

 to provide comprehensive information on rare
cancers to the community at large (clinical
oncologists and physicians, researchers and
health authorities, patients and their families).

* to improve the timeliness and accuracy of
diagnosis, to facilitate the access to high quality
treatment for patients with rare cancers, to map
centres of expertise for rare cancers in Europe
and to reduce survival differences across Europe.



ECPC WP Leader: WP 7 Information for
patients with rare cancers

Objectives of this Work Package:

i. To identify centres of expertise for rare cancers with the
support of the partners.

ii. To develop and disseminate information for patients
including patients’ associations dedicated to rare cancers.

Outcomes:

i. Development of an informative toolkit to inform patients
on rare cancers

ii. Creation of a list of centres of expertise for rare cancers to
which patients can be referred to



* Based on the information material developed
in collaboration with the project partners,
ECPC will organise a number of workshops to
train the patients advocates to inform,
educate and activate other rare cancer
patients.

e Communication channels will include web
sites, twitter account, news letters and events.



Thank you very much!

Nothing about us — without us!

Please get in touch!
janapel@centrum.cz
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CHAMPIONING THE INTERESTS OF EUROPEAN CANCER PATIENTS



