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Advancing holistic and innovative care for rare diseases and complex conditions

First Name Last Name Organisation Profile Country
Romanian Prader Willi Association - Patient Rep/
1 | Alexandra Toporan NoRo Resource Center Social Service Romania
Patient
2 | Aline Schnieder EURORDIS - Rare Diseases Europe Representative France
Rarissimas; Casa dos Marcos Resource Patient Rep/
3 | Andreia Bernardo Centre Social Service Portugal
Public
4 | Anica Jezi¢ Ministry of Social Policy and Youth body/National Croatia
Patient
5 | Annette Dumas EURORDIS - Rare Diseases Europe Representative Belgium
Regional Ministry of Health-Region of Public
6 | Beatriz Martinez-Lozano Murcia body/Regional Spain
ProRaris (National Alliance for Rare Patient Rep/
7 | Christine de Kalbermatten Diseases Switzerland) Social Service Switzerland
8 | David Koubi Finovatis Academic France
PRIOR (Regional Platform for
Information and Guidance on Rare
9 | Dominique Bonneau Diseases) Social Service France
Romanian Prader Willi Association - Patient Rep/
10 | Dorica Dan NoRo Resource Center Social Service Romania
Romanian Prader Willi Association - Patient Rep/
11 | Dorisz Veres NoRo Resource Center Social Service Romania
National commissioning Group, National | Public body
12 | Edmund Jessop Health Service /National UK
Universitatea de Medicina si Farmacie Public body
13 | Emilia Severin (University of Medicine and Pharmacy) /National Romania
Patient
14 | Emilie Zingg EURORDIS - Rare Diseases Europe Representative France
15 | Ersida Mansoory Karolinska Institutet Academic Sweden
Government of the Spanish region of Public body/
16 | Ester Sarquella Casellas | Catalonia Regional Spain
Romanian Prader Willi Association - Patient Rep/
17 | Florina Breban NoRo Resource Center Social Service Romania
Rare Diseases Hungary - Hungarian
Federation of People with Rare and Patient
18 | Gabor Pogdny Congenital Diseases (HUFERDIS) Representative Hungary
19 | Gunilla Jaeger Agrenska Resource Centre Social Service Sweden
National Institute for Health and Public body/
20 | Helena Kaaridinen Welfare Helsinki National Finland
21 | Irina Vana Zentrum fiir Soziale Innovation (ZSl) Academic Austria
Federacion Espariola de Enfermedades
Raras (Spanish Rare Disease Federation, Patient
22 | Isabel Fernandez FEDER) Representative Spain
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23 | Juliet Tschank Zentrum fiir Soziale Innovation (ZSl) Academic Austria
Public
24 | Lavinia Ghilea Salaj County Council body/Regional Romania
Public
25 | Lidia Onofrei Ministry of Health Romania body/National Romania
Public
26 | Ligia Marincas Health Care Department, County of Salaj | body/Regional Romania
Frambu Resource Centre for Rare
27 | Lisen Julie Mohr Disorders Social Service Norway
CREER (National Reference Center Public body/
28 | Marta Fonfria PLWRD and their families) Social Service Spain
29 | Matilde Munk National Board of Social Services Public body Denmark
30 | Maud Le Graét Finovatis Academic France
Association for physically disabled Patient Rep/
31 | Mirja Heikkila people Social Service Finland
Lucia
32 | Monica Avram Salaj County Council Public body Romania
Ministry of Work, Family, Social
33 | Monica Solomie Protection and Elderly Public body Romania
34 | Nicol Gruber Zentrum fiir Soziale Innovation (ZSI) Academic Austria
35 | Ovidiu Dragan A smile with Mira Social Service Romania
Réseau Maladies Rares Méditerranée
36 | Pierre Sarda (Mediterranean Rare Diseases Network) | Social Service France
Patient
37 | Raquel Castro EURORDIS - Rare Diseases Europe Representative France
Rare Diseases Coordinator Centre and
38 | Silvia Manea Rare Diseases Register of Veneto Region | Health Service Italy
Norwegian National Advisory Unit on Public
39 | Stein Are Aksnes Rare Disorders body/National Norway
Estonian Agrenska Foundation, Resource
40 | Tiina Stelmach Centre Social Service Estonia
41 | Valentina Rupel Institute for Economic Research Academic Slovenia
Public Czech
42 | Veronika Himlova Ministry of Labour and Social Affairs body/National Republic
43 | Vibeke Sparring Karolinska Institutet Academic Sweden
Debra Croatia,Croatian Alliance for Rare | Patient Rep/
44 | Vlasta Zmazek Diseases Social Service Croatia
Romanian Prader Willi Association - Patient Rep/
45 | Zsuzsa Almasi NoRo Resource Center Social Service Romania
Rare Diseases Hungary - Hungarian
Federation of People with Rare and Patient
46 | Zsuzsa Bojtor Congenital Diseases (HUFERDIS) Representative Hungary
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