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Summary

"

Agenda for Social Movement in “establishment”, “work” and
“development” of the FOP patients’ group

Kyoko OKI and Mitsutoshi NAKANE

In this article I will consider on the agenda for social movement in “establishment”, “work”
and “development” of the FOP patients’ group in comparison with the development process of
movement by SMON (Subacute Myelo-Optico-Neuropathy) which is viewed as one of the first
cases by the intractable diseases’ patients.

The self-support groups of SMON patients started to be established around medical insti-
tutions, developed into “National society for SMON” and requested the administration for
research promotion on its causes and treatments and realization of the responses for patients.
National society for SMON filed a law suit for compensatory damages after Chinoform had
been found out as the cause of SMON. Other self-support groups of intractable diseases
developed in the form of petitions.

The FOP patients’ group, established mainly by the patients themselves, started to conduct
a campaign to collect signatures for a petition of designation as intractable disease. Since it
has been designated as intractable disease, the socialization, information exchange and col-
laboration on treatment research have been done.

The agenda that the FOP patients’ group should pursue are as follows:

1) the establishment of supports to maintain patients’ life

2 ) the request for subsidizing the medical cost

3) the exploration of the way to socially extend the information on FOP.



