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[ Abstract] Eoupean Union carried out social security work of rare diseases at the strategic level from all over
Europe in 2008, and had gained some good work experiences related rare diseases, from which China can learn. By
summing up the overview of the EU rare diseases and its orphan drugs list, organization structure and strategic plan,
financing and payment systems, and services providing system, etc. we analyzed the advantages and disadvantages of
the security system of EU’ s rare disease , and proposed the implementation recommendations to carrying out social
protection of rare disease in China, which including unifying rare diseases definition, coding, and catalogue; con-
structing the organization system for health care; drawing up national and regional plans and policies; optimizing serv-
ices for rare diseases; constructing sustainable financing system for rare diseases; focusing on the comprehensiveness
and regional disparity,and provided a reference to improving prevention and control of rare disease, and strengthed

the sustainability development of China’s rare diseases security system.
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