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Provisional Agenda of Rare Disease WG
(EAP, UEMS Section of Paediatrics)

Rare Disease Working Group

Friday May 11" 14.00-15.30
Prague

Attendance and appologies
Minutes Meeting December 2011

Report on First International Workshop CLINICAL PRACTICE GUIDELINES ON RARE DISEASES;
ROME, FEBRUARY 2012

4. Training in Rare diseases, options:
- as part of general training

- as a specialy

- contineous e learning

Projects - harmonisation of standards of care
- e health

. Global Child Health meeting May 2012
- what goals should be set?
EURORDIS meeting May 2012
- transition to adulthood

. Any other bussiness

Looking forward to meet you in Prague

on May 11th 2012
Liesbeth Siderius



