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Summary :
Summary: Developing awareness about the needs of children with Rare Diseases and engaging public in a shared strategy for the development of genetic services, will ensure a collaborative international approach in sharing of expertise and experience.

Text :
Abstract text:
In the absence of a national governmental strategy for Rare Diseases in Romania, the collaboration of local and national NGOs for patients and medical specialists is essential. 
The aim of our paper is to focus on the encouragement of a collaborative effort between RPWA, Higher Education Medical Universities, medical specialists, and NGOs serving beneficiaries in the rare diseases sector through a multidisciplinary approach. 
Families have interacted with medical specialists and benefited by becoming more assertive and by achieving more developmental milestones. 
APWR has established contacts with a Genetic Lab in Buchurest and renewed the contact with Mauro Baschirotto Institute for Rare Diseases (Italy) and established new relationships with genetics specialist which helped us to diagnosed the patients in important genetics Institute and laboratories: Institute of Medical Genetics from Zuerich (Switzerland), Institute of Human Genetics- Wuerzburg (Germany), Institute of Clinical Genetics, Olgahopsital-Stuttgart (Germany), Genetic Lab- Bucharest.
Organized training courses for parents, genetic evaluating for children with mental handicap, psychological, social and genetic counseling with the help of professional volunteers from Timisoara and Oradea;
Organized a training course in genetics for family doctors at the request of Doctors Collegium and RPWA under auspicious of the Medicine University from Timisoara;
Organized and attending common activities with professional organization: OAMMR, Doctors’ Collegium, establishing the Romanian National Alliance for Rare Diseases;

Author 1 :
- Given Name : Dorica
- Family Name : Dan
- Title : Ms.
- Organisation/Institute : Romanian Prader Willi Association
- City : Zalau
- Country : Romania


