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9.35 - 20’ Impact on daily life and related need Sandra Courbier

9:55 - 15’ Discussion In groups

10.10 - 10’ Impact on well-being and mental health Erwan Berjonneau

10.20 - 15’ Discussion In groups

10:35 - 25’ Recap from group discussions 1 person/group

11.00 – 30’ Coffee break

11.30 - 15’ The challenge of coordination of care Raquel Castro

11.45 - 15’ Discussion In groups

12.00 - 15’ Challenges of working while living with a rare disease Sandra Courbier

12.15 - 15’ Discussion In groups

12.30 - 25’ Recap
Instructions for voting

1 person/group 
Chair

12.55 - 5’ Voting Individually
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Actions that we can ask for/do? Policy proposals we can push for? 

National level
European level 

They can be recommendations to: 

Patient organisations

National authorities

European Institutions 

Social Services 

General recommendations for various stakeholders

What priorities?

What do we need to ask for based on 
these results? (at least 1; no more than 3 per chapter)



8

Voting rules

• use all your stickers (4 in total)
• 1 sticker next to 1 action/recommendation
• you can put multiple stickers on 1 flip over 

sheet

What will happen with your votes?

• counted and the top-3 will be fed back during 
the plenary session
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See you at 14 hours at the afternoon session!

Thank you ! 
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Examples of EURORDIS position papers
Early access to medicines in Europe: Compassionate use to become a reality (April 2017)

http://download.eurordis.org.s3.amazonaws.com/positionpapers/Compassionate Use Position Paper.pdf

