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“EURORDIS Strategy 2010-2015 and Partnership with the ERTC Members”
June 19th, 2009
Barcelona, Spain
Fundació Doctor Robert - Universitat Autònoma de Barcelona- Casa Convalescència

Agenda
8:30 Welcome & coffee
MORNING: 9:00 - 13:00
Chairpersons:
Rosa Sànchez de Vega (Vice-President of EURORDIS, President of FEDER) 
Yann Le Cam (CEO of EURORDIS)
 EURORDIS’ Strategy for the Next Five Years and its Partnership with NORD
9:00 – 9:15: Welcome address:“Taking Stock of 5 years of ERTC Partnership” - Rosa Sànchez de Vega, EURORDIS.
9:15 – 9:45: “EURORDIS’ Review & Strategy 2010-2015” - Yann Le Cam, CEO of EURORDIS. 
10’ question time

9:55 – 10:25: “NORD’s New Strategy & Strategic Partnership EURORDIS/ NORD” – Peter Saltonstall, President and CEO of NORD.
10’ question time

10:35 – 11:05: COFFEE BREAK
11:05 – 11:25: “EURORDIS’ TAG-Team for EMEA Activities & New Community Organisation” - Maria Mavris, Drug Development Manager, EURORDIS.
10’ question time

11:35 – 12:30: Panel discussion: speakers and chairpersons, Jordi Llinares-Garcia (EMEA).
12:30 – 14:00: LUNCH
AFTERNOON: 14:00 -17:00
Chairpersons:
Josep Torrent-Farnell (Director General of Fundació Doctor Robert & COMP Member) Fabrizia Bignami (Therapeutic Development Director at EURORDIS) 
New Opportunities for Synergies between EURORDIS & Industry
14:00 – 15:30: Small group meetings on ways of collaborating with EURORDIS.
One discussion leader and one spokesperson per small group. 
1) EU/US/International Strategy for Orphan Drugs (Yann Le Cam)

2) Implementing the Charter for Collaboration between Sponsors and Patient Organisations for Clinical Trials in Rare Diseases (Fabrizia Bignami)

3) Involvement of Patient Organisations in Paediatric Clinical Research (Maria Mavris)

4) Awareness & Rare Disease Day  (Paloma Tejada)
5) Web 2.0, Social Media Communication and Online Communities (Denis Costello)
15:30 – 16:45: Panel discussion, including 5’ feedback for each small group: 
chairpersons, small groups discussion leaders and spokespersons.
16:45 – 17:00: Wrap up
17:00 




End of Workshop
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