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Summary

Visualizing FOP patients
: A comparative perspective from a change before and after the
acknowledgement of an intractable disease in 2007

Kyoko OKI, Ayumi KARIYA and Akiko NANAMI

Fibrodysplasia Ossificans Progressiva (FOP) is a rare, severely disabling, autosomal domi-
nant disease characterised by recurrent painful episodes of soft tissue swelling and the devel-
opment of tumors in subcutis and muscle tissue. It has been designated as an intractable
disease by the Ministry of Health, Labour and Welfare in 2007. A number of patients count to
around 60 as of 2010. It restricts movements of a body since articulations stick together,
therefore patients require constant assistance from their families and helpers to lead everyday
lives.

This paper has aimed to clarify issues arising from before and after the acknowledgement
of an intractable disease in 2007, based on the author’s intensive interviews with four FOP

patients.
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