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Medical System for Patient with Epidermolysis Bullosa in

the Intractable Diseases Measures

Toda Mari

Abstract:

The purpose of this paper is to analyze how people with epidermolysis bullosa (EB), one of rare
and intractable diseases, were categorized in the medical system, including rare disease care and
nursing under intractable disease measures in the past.

For research, [ examined three types of relevant documents published from the 1970s until 2015
when the Act on Medical Care and Social Supports for Patients with Intractable/Rare Diseases
(the Intractable/Rare Disease Act) was enacted: previous studies on the measures, national reports
on medical treatments in the lives of these patients, and then outlined the topics related to rare
diseases in nursing. The research showed two findings. The exclusion of sikkan ego (disease ego;
giving preferential treatment to specific rare diseases), which patients with SMON claimed as all
the rare diseases should be fairly cared, helped to establish stable national medical expenses aid
under the Intractable/Rare Disease Act, and then led to financial support for many patients with
different rare and intractable diseases including EB. On the other hand, the emphasis of both
national reports on intractable disease treatment and relevant nursing studies is directed toward
patients suffering from intractable neurological diseases. Therefore, how patients with other

intractable diseases, including EB, live with their symptoms is still not considered.
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