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The Téléthon :

since 1987, an extraordinary nationwide movement, with no equivalent
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—> ~4 million
participants.

© 59«

— ~59,000 —> + 100 partners
local associations companies, professional,
involved. sport and leisure
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A strategy driven by
emergency

and
general interest Patients
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—> Expert Patient groups —> Profesional Facilators Local representations

—> Meet families at home

—> Emporwement

@ 1OK @ 1 ressource center

—> Patient follow-up — Hotline —> Psychology
—> Life project —> Physiotherapy —> Ergotherapy
—> Technical Help —> Emergency ‘

— Documentation
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Drug development from fundamental research to the pa\tjent
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Strategic poles

- 50% of the funds go abroad
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Drug development from fundamental research to the patient
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40 years of world-class outcomes paving the way to victory
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40 clinical trials supported in more than 30 Rare Diseases

Last kilometer challenges

Market access
Ultra Rare Diseases

Innovative drugs price

Health independence
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DIAGNOSTIC RESEARCH CLINICAL CARE
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Patients Organizations must be equal partners
European Union Rare Diseases Action Plan
governance & operational execution
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EU RD Plan must conS|der drug
patient access in all its dimension
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