ERN-EuroBloodNet: Establishment of the European
Network of Sickle Cell Disease Patients Organizations

Pellegrini M* 1, Fenaux P ', Gulbis B2, Gutiérrez-Valle V3, Mafa-Pereira MMP3
1AP-HP, Hépital Saint Louis, Paris, France, 2Hépital ERASME/LHUB-ULB, Brussels, Belgium, 3 University Hospital Vall d’Hebron - Vall d’Hebron

Research Institute, Barcelona, Spain,

forms. ' ' (SCD) Patients Organizations

SCD frequency has increased recently in Europe due to
migration and mobility flows.

Patients’ organizations (POs) presence at the national .. o
level is extremely varied from country to country. Many Caratheristics —*

countries in Europe have no patients organization. + A bottom-up umbrella network of national and
local organizations of SCD patients’ advocates

12 » Each Country is represented by 2 spokesmen on
m European behalf of all the national patients’ organizations.
H ? i
2 1S coLinties » Among all spokesmen a representative one would
1. Identify SCD POs in Europe. reached become ePAG for the ERN-EuroBloodNet.

2. Invite POs to National Meetings . 50

3. Encourage, if not existing yet, to form a national Patients
association/federation/group. organisations

. . . reached
4. Election of national representatives.

5. Establishment of the board in kick off meeting

o _ , Patients Organizations reached
6. Organization of Educational sessions for

empowerment of patients advocates (ASCAT 2019 and . .
2020, UNESCO 2020) Bl
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A common unique voice for SCD patients advocates in Europe
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