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Name Organisation Profile Country 

Aitor Aparicio CREER Public body/Service Provider Spain 

Anders Olauson Ågrenska Service Provider Sweden 

Anne Hendry 
Scottish Government/International Foundation for 
Integrated Care Public body/Academic UK 

Asel Kadyrbaeva EASPD Service Provider/disability Belgium 

Monica Avram Lucia  Salaj County Council Public body Romania 

Aymeric Audiau FAHRES Service Provider France 

Carolin Engelhorn Kindness for Kids Service Provider/Foundation Germany 

Christine de Kalbermatten ProRaris Patient Rep/Service Provider Switzerland 

Daria Matteucci Azzurra Associazione Malattie Rare Onlus Patient Rep/Service Provider Italy 

David Koubi FInovatis Academic France 

Diana Miclea NoRo Centre Zalau Healthcare Professional Romania 

Dorica Dan Romanian Prader Willi Association Patient Rep/Service Provider Romania 

Elisabetta Gecchele UNIAMO F.I.M.R.  Patient Rep Italy 

Florence Roy-Baconnet RESEAU MALADIES RARES MEDITERRANEE Service Provider France 

Gábor Pogány HUFERDIS Patient Rep Hungary 

Gerhard Steffes EC EC Luxembourg 

Gunilla Jaeger Ågrenska Service Provider Sweden 

Ian Johnston International Federation of Social Workers  Social Worker UK - Scotland 

Ildiko Vajda VSOP (Dutch Genetic Alliance) Patient Rep/Academic Netherlands 

Isabel Fernandez FEDER Patient Rep Spain 

Isabelle Koné-Paut 
Paediatric rheumatology department, CEREMAI, 
Bicêtre hospital, university of Paris Sud Healthcare Professional France 

Juliet Tschank ZSI Academic Austria 

Juliette Senecat EURORDIS Patient Rep France 

Lieven Bauwens 
International Federation for Spina Bifida and 
Hydrocephalus Patient Rep Belgium 

Lisen Julie Mohr Frambu Resource Centre for Rare Disorders Service Provider Norway 

Loïc Le Minor CRESAM (Centre Ressources Handicaps Rares Surdicécité) Service Provider France 

Maria João Freitas Raríssimas Patient Rep/Service Provider Portugal 

Marta Fonfria CREER  Public body/Service Provider Spain 

Mirja Heikkilä Association for physically disabled people Patient Rep/Service Provider Finland 

Nicol Gruber ZSI Academic Austria 

Nina Haggenmiller Kindness for Kids Service Provider/Foundation Germany 

Norbert Hödebeck-
Stuntebeck Prader-Willi-Syndrom Institut Deutschland Healthcare Professional Germany 

Pierre Sarda RESEAU MALADIES RARES MEDITERRANEE Healthcare professional France 

Raquel Castro EURORDIS Patient Rep France 

Robert Hejdenberg Agrenska Service Provider Sweden 

Sandra Courbier EURORDIS Patient Rep France 

Sebastian Ardelean Salaj County Council Public body Romania 

Sónia Fertuzinhos Raríssimas Patient Rep/Service Provider Portugal 

Sonja van de Molengraft CRESAM (Centre Ressources Handicaps Rares Surdicécité) Service Provider France 

Stephanie Jøker Nielsen Rare Disease Dennark Patient Rep/Service Provider Denmark 

Tiina Stelmach Estonian Agrenska Fondation Service Provider Estonia 

Ursula Holtgrewe ZSI - Centre for Social Innovation Academic Austria 

Valentina Rupel Institute for Economic Research Academic Slovenia 

Vibeke Sparring Karolinska Institutet Academic Sweden 

Vlasta Zmazek Debra Croatia,CroatianAlliance forRD Patient Rep/Service Provider Croatia 

Zsuzsa Almasi Romanian Prader Willi Association - NoRo Center Patient Rep/Service Provider Romania 

 


