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Abstract

In recent years, progress has been made in research on rare diseases, for which new drug development has long been
limited due to rarity, by establishing a global network. European countries started collaboration for rare disease projects with
their own national plans in 1999 and their Orphanet website is a great resource for patients and researchers. The US also
launched a strategic plan for orphan drug development in a wider regional setting that Japan should consider, In addition, large-
scale patient organizations, in which people with, various rare diseases gather and share information, have been established
as pariners playing an important role for protecting patient rights and encouraging governmens, healthcare providers, and
researchers to disclose information on clinical trials.

Keywords: rare diseases, drug development for rare/intractable diseases, global network, global movement, patient
organization
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