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The Development of the Intractable Disease Association of Shiga: An
Example of the Patients’ Rights Movement

KATSURAGI Teizo

Abstract:

The purpose of this article is to describe, as an example of the patients’ rights movement, the second period in
the history of the Intractable Disease Association of Shiga (Shigananbyoren).

Shigananbyoren is an alliance of intractable disease patient groups in Shiga Prefecture. Shigananbyoren has
submitted a Request for Social Welfare Measures to Shiga Prefecture every year since 1984, and it began to
receive an annual subsidy for operating expenses from the prefecture in 1985. This subsidy was increased in
1994 by 400,000 yen to 900,000 yen. In response, in fiscal year 1995, Shigananbyoren started the Intractable
Disease Peer Consultation System, which it has managed to the present. In 1996, Shigananbyoren was able to
set up an office in the Shiga Medical Center for Children. In the same year, Shigananbyoren demanded that
Shiga Prefecture withdraw a white paper advocating the reorganization and consolidation of public health
centers. (The prefecture’s idea, however, was eventually carried out.)

Moreover, during this period, Shigananbyoren was involved in the intractable disease patient movement
outside the prefecture. Specifically, it participated in the nationwide movement against revisions of the health

insurance system.

Keywords: Intractable Disease Association of Shiga, patients’ rights movement, intractable disease, funds,

intractable disease consultation
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