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[ Abstract] Objective To understand the drafting situation and main contents of the rare disease policies and orphan drug supply
security modes in different countries (or regions), draw lessons from the experiences of some other provinces in China, and combine
the current situations of rare disease policies and orphan drug supply security modes in Jiangsu Province. Put forward relevant
policy advice and provide reference for establishing a supply system for the treatment of rare disease drugs suitable for the current
situation in Jiangsu Province. Methods Searching databases of CNKI, VIP, Wanfang, PubMed, John Wiley, Elsevier and other
countries and WHO, EU (and its member states), China, the United States, Japan, Taiwan of China, Korea, Australia and other countr-
ies' (or regions') drug administration related websites, taking Gaucher's diseaseas an example, collecting relevant literature on the drug
treatment policies for Gaucher's disease in various countries (regions), and carrying out document screening and data extraction to
ensure the supply of drugs for the treatment of rare diseases in various countries (regions). Summarizing the supply security mode or
orphan drug policy,and at the same time, analysing data of relevant departments of the medical insurance of Jiangsu Province.
Results The EU, the United States, Japan, South Korea, and some of China's provinces, cities and many other countries and
regions have already established a system for the supply of drugs for the treatment of Gaucher's disease (rare disease). However,
there are no comprehensive orphan drug policies and Gaucher's disease (rare disease) treatment drug supply security system at the
national level and in China. Conclusion Jiangsu Province has not yet introduced a related medical insurance system to assist the
treatment of patients with rare diseases and reduce the patients' treatment burden. Therefore, Jiangsu Province urgently needs to

invest more resources in the policies of rare diseases to assist the treatment of rare patients in the province.
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