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Independent Living for Care-needing Patients with Worsening
Symptoms of Disease: From a Case of Establishing a Care System for
an ALS Patient Living Alone

HASEGAWA Yui

Abstract:

This paper presents a case study of building a care system to support the independent living of S, an ALS
patient who lived alone. Because of the lack of care workers, which is a social issue, students joined as care
assistants for him. S had difficulties managing care assistants by himself, as S had become sick in his middle
age and many of his bodily functions had been gradually worsening. He did not know how to live independently
with his severe disabilities. Additional assistance was required to update his care system according to the
progression of his disease. S believed that only he could manage the care assistants appropriately, but it was
difficult for him to communicate with the care assistants, because S could not speak. Partly because of the lack
of communication, the care assistants could not take proper care of S, and their relationships with him
degraded. Therefore, it became necessary for a coordinator to enter between S and his care assistants to
manage their support in a suitable way for S. It is difficult to form a support system for single-living ALS
patients, because the system is inadequate for supporting people with disabilities without depending on familial
help.

Keywords: Amytrophic Lateral Sclerosis (ALS), living alone, care assistant, independent living
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