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List of participants 

n. Country Surname Name Institution 

1 Australia Dawkins  Hugh Office of Population Health 

Genomics (OPHG) 

Department of Health 

Western Australia 

2 Austria Unterberger Ursula Austrian Health Institute 

3 Austria Ladvrner   Austrian Health Institute 

4 Belgium VAN DEN BOGAERT Saskia Federal Public Service of 

Public Health 

5 Croatia BARISIC Ingeborg Children's University Hospital 

Zagreb, Medical School 

University of Zagreb 

6 Estonia VABAMAE Inna Ministry of Social Affairs 

7 Germany HÉON-KLIN Véronique Federal Ministry of Health 

8 Hungary BRUNNER József Károlyné Committee of Developing the 

Hungarian RD National Plan 

9 Ireland McCormack Liam   Ministry of Health 

10 Italy CONGIU Maria Elena Ministry of Health 

11 Latvia STRAUME Zane University Childrens Hospital 

12 Lithuania  Balciuniene  Anzelika   Ministry of Health of the 

Republic  of Lithuania 

13 Malta AGIUS Francis  Government of Malta  and 

member of Parlament 

14 Netherlands BOOM Paul Ministry of Health 

15 Romania SEVERIN Emilia Ministry of Health 

16 Russia KARIMOVA Svetlana National Association of 

Organization of Patients with 

Rare Diseases "Genetics" 

17 Russia Makaeva Albina National Association of 

Organization of Patients with 

Rare Diseases "Genetics" 

18 Slovakia FOLTANOVA  Tatiana Comenius University in 

Bratislava 

19 Slovenia Murko Eva Ministry of Health 

20 Spain Soler Crespo Pilar Ministry of Health 



 

21 Sweden Rönngren Bengt  Division for Public Health and 

Health Care - Ministry of 

Health and Social Affairs 

Government Offices of 

Sweden 

22 Denmark JENSEN Lene EURORDIS 

23 Georgia KVLIVIDZE Oleg EURORDIS 

24 Ireland DALY Avril EURORDIS 

25 Italy BELLAGAMBI Simona EURORDIS 

26 United Kingdom Farhana  Ali EURORDIS 

27 Belgium Bottarelli  Valentina EURORDIS 

28 France Weiman Ariane EURORDIS 

29 UK Hedley Victoria UNEW 

30 UK Atalaia Antonio UNEW 

31 UK Evangelista Teresinha UNEW 

32 UK Bushby Kate UNEW 

33 Luxembourg Montserrat Moliner Antoni EC 

34 Luxembourg Margeditis Georgios EC 

35 Italy De santis Marta EUROPLAN 

36 Italy Ferrelli Rita EUROPLAN 

37 Italy Taruscio Domenica EUROPLAN 

38 Italy Frazzica Pina EUROPLAN 

39 Italy Razeto Stefania ISS 

       tot. 39 

 


