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Work experience

1. Employer: ALS Liga Belgium
e Start date: 13-09-2007
e End date:
e Position: CEO and Chairwoman
e Activities: General management of patient organisation ALS Liga Belgium. Focus on patient
advocacy at governmental agencies and institutions at the Belgian, European and international
level. I am resposible for patient contact, providing information and support. I establish
partnerships to the benefit of ALS patients, such as collaborations with university hospitals.
e Country: Belgium
2. Chairwoman EUpALS 'European organisation for professionals and people with ALS'
Start date: December 2017

Education and training

1. Subject:

Start date:

End date:

Qualification: Marketing, Management and Communication

Organisation: All aspects involved, including financial and human resources.
Country: Belgium
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Please visit www.ALS.be for all other publications, information and communication on my professional activities at
ALS Liga Belgium.

PrOJECtS I established the non-profit umbrella organisation EUpALS : European Organisation for Professionals and People with

ALS. EUpALS contributes to the quality of life of European ALS patients by patient advocacy and defending their
rights at European governments, agencies and institutions. In particular, EUpALS aims at establishing globalised
access for all European ALS patients to the same clinical trials and future medicines. For all information visit
www.ALS.eu.

Coordinator of the funding campaign for the Belgian branch of Project MinE, the ground breaking international
project to find the genetic cause of ALS. By the crowd funding campaign of ALS Liga Belgium, the Belgian branch of
Project MinE was the first partner country that reached its financial goals.

Coordinator of the Flanders' Care demonstration project 'Proeftuin ALS Digitalk'. The project offered consecutive
assistive communication devices to ALS patients with verbal and/or written communication problems to increase
their quality of life by preventing social isolation and depression.

Coordinator of the innovative care project 'Helpdesk ALS Digitalk' of the Province Flemish_Brabant (Belgium). The
project supported ALS patients with communication problems in using assistive devices.

Coordinator of the realisation of specialised care center Middelpunt (www.middelpunt.com).located at the Belgian
coast. In this multifunctional and fully accessible centre, ALS patients can have holiday together with family and
friends in an athmosphere that combines relaxation with care.

Coordinator of the realisation of a liaison function that visits ALS patients in their home situation to provide them all
kinds of support.

Membershlps Chairwoman and member of the Board of EUpALS, the European Organisation for Professionals and People with ALS

(December 2017 - current). For all information visit www.ALS.eu .

Member of the Board of Directors of the International Alliance of ALS/MND Associations (2010 - 31/12/2016 &
04/12/2017 - 31/12/2020 & 01/01/2021 - current). For all information visit www.alsmndalliance.org.

Member of the Executive Board of TRICALS.

Member of EURORDIS (Rare Diseases Organisation Europe), being a member of the EURORDIS Drug Information,
Transparancy and Access (DITA) Task Force.

Via EURORDIS: involved in the ERN EURO-NMD, being a member of the Patient Advocacy Group, its Executive
Committee and special working groups such as the Ethics Committee and Neuromuscular. Besides this, I am also
involved in the Community Engagement Task Force.

Member of Working Group on European Academy of Neurology (EAN) Guidelines on management of ALS.
Member of DIA (Drug Information Association).

Member of RadiOrg.(Rare Diseases Organisation Belgium).

Other Relevant Information Iam a patient representative
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