
Uniting European ALS Associations to cooperate better



EUpALS objectives

➢ Defending the rights of European people living with ALS (PLWALS)
➢ Creating awareness on European scale
➢ Providing access to & information about ALS research
➢ Creating same rules for ALS research across Europe



28 ALS Member Associations



22 European countries



17 Industry Partners



Academic Partners

Close collaboration



EUpALS Board of Directors

➢ Evy Reviers (ALS Liga Belgium; Chairwoman)
➢ Gudjon Sigurdsson (MND Iceland; Secretary)
➢ Sabine Turgeman (ARSLA France; Treasurer)
➢ Christian Lunetta (Post Fata Resurgo Italy; Director)
➢ Joaquin de la Herran (Fundacion Luzon Spain; Director)
➢ Aylin Yaman (ALS/MND Association Turkey; Director)
➢ Limore Noach (Stichting ALS The Netherlands; Director)



EUpALS Patients and Carers Expert Board

Input and feedback from a PLWALS perspective provided for:

➢ Clinical trial design
➢ Patient brochure
➢ Informed consent
➢ Market authorisation application
➢ Early Access programme



EUpALS Scientific Expert Board

Scientific advice on recent evolutions in ALS research; drafting opinion papers



EUpALS Working Groups

Genetic Testing Market Access Quality of Life

In progress



Role of EUpALS in the EU ALS community

➢ EU ALS community: many stakeholders

▪ patient organisations, academic researchers, clinicians, industry, …

➢ EU ALS community: many initiatives

▪ TRICALS, ENCALS, EU ALS Coalition, …
▪ EUpALS partner

o Input of the PLWALS voice
o Coordinator role: aligning the different initiatives

➢ Communication and feedback to the 28 EUpALS Member Associations

▪ News from first line
▪ Same communication at the same time



EUpALS and EU policy impact



More about EUpALS

➢ Website www.ALS.eu
➢ Facebook.com/EUpALS/
➢ Twitter (X) @EUpALS
➢ E-mail info@ALS.eu

http://www.als.eu/
mailto:info@als.eu

