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Name Organisation Profile Country 

Anders Olauson Ågrenska - Resource Centre for Rare Diseases Service Provider Sweden 

André Gubbels 
Federal Public Service for Social Security - SPF Sécurité 
Sociale  Public body/National Belgium 

Anica Ježić Ministry of Social Policy and Youth Public body/National Croatia 

Annette Dumas EURORDIS – Rare Diseases Europe Patient Rep Belgium 

Beatriz Martinez-Lozano Regional Ministry of Health-Region of Murcia Public Body/National Spain 

David Koubi FINOVATIS Academia France 

Dorica Dan 
NoRo Resource Centre for Rare Diseases - Romanian 
Prader Willi Association Patient Rep/Service Provider Romania 

Edmund Jessop National commissioning Group-National Health Service Public Body /National UK 

Elke Kunar 
BMASK - Federal Ministry of Labour, Social Affairs and 
Consumer Protection Public body Austria 

Emilia Severin Universitatea de Medicina si Farmacie Public Body /National Romania 

Encarna Guillen Regional Ministry of Health-Region of Murcia Public Body /Regional Spain 

Ester Sarquella Casellas Government of the Region of Catalonia  Public Body /Regional Spain 

Hanne Marie Damgård Kristensen  National Board of Social Services Public Body /National Denmark 

Helena Kääriäinen National Institute for Health and Welfare Helsinki Public Body /National Finland 

Isabel Fernández FEDER – Spanish Federation for Rare Diseases Patient Rep Spain 

Juliet Tschank ZSI - Centre for Social Innovation Academia Austria 

Juliette Senecat EURORDIS – Rare Diseases Europe Patient Rep France 

Madara Kreile 
Clinic of Medical Genetics and Prenatal Diagnostics, 
Children's University Hospital, Riga Health Service Latvia 

Mandy Andrew 
Healthcare Improvement Scotland, International 
Foundation for Integrated Care Academia UK 

Marta Fonfria CREER Resource Centre for Rare Diseases Service provider Spain 

Monica Solomie 
Ministry of Work, Family, Social Protection and Elderly. 
ANPD  Public Body /National Romania 

Monica Lucia Avram Salaj County Council Public Body /Regional Romania 

Nicol Gruber ZSI - Centre for Social Innovation Academia Austria 

Peter Lindgren Karolinska Institutet Academia Sweden 

Raquel Castro EURORDIS – Rare Diseases Europe Patient Rep France 

Rebecca  Tvedt Skarberg Norwegian National Advisory Unit on Rare Disorders Public Body /National Norway 

Sabine Schrank 
BMASK - Federal Ministry of Labour, Social Affairs and 
Consumer Protection Public Body /National Austria 

Sebastian Ardelean Salaj County Council Public Body /Regional Romania 

Silvia Manea Università degli Studi di Padova Health Service Italy 

Ulrike Holzer Pro Rare Austria Patient Rep Austria 

Ursula Holtgrewe ZSI - Centre for Social Innovation Academia Austria 

Valentina Rupel Institute for Economic Research  Academia Slovenia 

Veronica Wingstedt de Flon National Agency for Rare Diseases Authority/National Sweden 

Veronica Himlová Burešová  Ministry of Labour and Social Affairs Public Body /National Czech Republic 

Vibeke Sparring Karolinska Institutet Academia Sweden 

Victoria Hedley University of Newcastle Academia UK 

Viktoria Stein International Foundation for Integrated Care (IFIC) Academia UK 

Vlasta Zmazek DEBRA Resource Centre for Rare Diseases Patient Rep/Service Provider Croatia 

Zsuzsa Almasi NoRo Resource Centre for Rare Diseases Patient Rep/Service Provider Romania 

 


