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Summary :
The Centre for rare diseases in Bulgaria is presented as a successful model for integral rare disease approach that can be adapted and applied also in other countries.

Text :
Healthcare systems in EU member states (MS) differ to great extent among countries in respect to their structure, organization and funding. What is common, that they are not ready to face the specific problems and needs of people with rare diseases for prevention, diagnosis, treatment and rehabilitation. Bulgaria is an example of a new MS with a substantial work and activities in the area of rare disease policy and organization, achieved in a very short time. At the end of 2004, the Information Centre for Rare Diseases and Orphan Drugs (ICRDOD) started as a project of a non-government non-profit organization (www.raredis.org). This Centre highlights the importance of working simultaneously in 6 main directions – information, education, awareness, support, networking and lobbying. Currently, a National health plan for rare diseases is in the process of review and approval. We present our Centre for rare diseases as a successful model for integral rare disease approach that can be adapted and applied also in other countries. To our opinion, MS health policy initiatives for rare diseases must be stimulated by the European commission, should germinate by initiative groups within the country and work in the suggested 6 directions.
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