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Facts and Issues Concerning Activities of the Intractable Disease
Consultation Center

HASEGAWA Yui

Abstract:

Patients with intractable diseases, their families, and the professionals who support them must use varied and
complicated funding support systems, and it is difficult for all of these concerned persons to navigate the
system. Especially, in the case of a progressive intractable disease, like amyotrophic lateral sclerosis, it is even
more difficult to manage several support systems due to the progressive nature of the disease, and,
consequently, the differing conditions of patients. This paper focuses on the conditions at the Intractable
Disease Consultation Center, which was founded in Kyoto Prefecture, to clarify the problems experienced by
patients with intractable diseases and their families in the prefecture. The following results were obtained.
First, professionals such as care managers, social workers, and public health nurses do not adequately
understand the complicated institutions that patients with intractable disease can use. Second, no professional
exists for coordinating the health and medical services that patients and their families need in the community
sphere. As it is difficult for a single organization to adequately counsel and support patients and their families,
and as no professional exists for the purpose, it is necessary to allow non-professionals to provide counseling
and support services.

Keywords: Intractable Disease Consultation Center, complicated institutions for patients with intractable

diseases, care manager, social worker, public health nurse
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