





Some examples of projects you can help us develop by integrating our
different working groups :

~  Writing of European Clinical guidelines on rare and complex syndromes. Patients are
needed as guideline experts!

~  Disseminating knowledge by creating workshops or webinars on patients’ care trajectories,
transition of care, on a certain syndrome, on how to access expertise in the field of rare
diseases, etc - any topics can be brought on the table;

~  Representing the ERN-ITHACA network in international or European congresses or meetings.

~  Pushing forward a new underway tool that could change the medical care for European
patients called the Clinical Patient Management System (CPMS): a secure internet
platform used to discuss complex and rare patient cases between specialists from different

countries and different fields of expertise

Come 8] join us!

Together, we go further!
https://ern-ithaca.eu/contact/

~  And more...

FOCUS on the ePAGs

In 2016, EURORDIS and the European rare disease community established 24 European Patient
Advocacy Groups (ePAGs) aligned to the clinical scope of each ERN. Today, there are over 280
ePAGs to represent the wider patient community in the development of ERNs.

The role of an ePAG is to represent the voice and interests of their patient community and act as
the bridge between their community and the ERN, notably by participating in the Patient Board (see
below) and ITHACA activities.

Membership of ePAGs is open to all rare disease patient organizations (EURORDIS members and
non-members based in the European Union). Recruitment is ongoing. To candidate as an ePAG

please contact Anne Hugon ERN ITHACA Project Manager anne.hugoneaphp.fr

FOCUS on the ERN ITHACA Patient Advisory Board

The Patient Advisory Board is part and parcel of ERN-ITHACA's governance and thus

participates in each Workgroup or transversal activities and is represented in both the Executive
Committee (2 representatives: chair and co-chair) and the Steering Committee (5 representatives
*ToR). Through this organization, ITHACA aims to maintain a high degree of cooperation between
ePAGs and other National or European lay public or patients’ organizations at all levels of decision

making and to ensure that all the ERN activities include patients and their families.




