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Summary :
Orphanet is a freely accessible database dedicated to information on rare diseases and orphan drugs with the aim of improving the diagnosis, care, and treatment of patients with rare diseases.

Text :
Orphanet is a freely accessible database dedicated to information on rare diseases and orphan drugs with the aim of improving the diagnosis, care, and treatment of patients with rare diseases. Run by a consortium of 35 partners and managed by the Orphanet France team in Paris, France, all partners adhere to a common quality charter to provide patients and health professionals with the highest quality of products. An expert-authored, peer-reviewed Encyclopaedia covers over 5,000 diseases. All articles are written in English and abstracts are progressively translated into the 6 languages of the web site: English, French, Italian, Spanish, German and Portuguese. The 35 national teams are in charge of collecting rare disease service information at the country level to produce a Directory of Services which includes information on specialised clinics, clinical laboratories, research activities and support groups. For the benefit of health professionals, the website offers a clinical sign search tool to assist in the diagnosis of rare diseases. A clinical trial registration tool allows patients to register as volunteers to participate in research projects. This service aims at speeding up the enrolment of patients in clinical research. The Orphanet France team also manages The Orphanet Journal of Rare Diseases and publishes a newsletter, OrphaNews Europe, which serves as the electronic newsletter of the European Commission’s Rare Diseases Task Force for over 7,000 readers. The Orphanet website is accessed by over 25,000 distinct users every day, half of which are health professionals and one third of which are patients and their families. Other end-users include teachers, students, journalists, industry managers or interested people. To better serve its audience, Orphanet has recently established new services in the field of documentation which will be presented.
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