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Self-determination of a Person with an Impaired Body:
A View from the Caregiving Interactions in Amyotrophic Lateral Sclerosis (ALS)

Yui HASEGAWA

The purpose of this study is to illustrate that it is exceedingly difficult for persons with impaired bodies to acquire a
personal sense of independence in their daily lives through interactions with their caregivers. In this study, the interactions
between amyotrophic lateral sclerosis (ALS) patients and their caregivers were analyzed. The results of this study suggest that
the difficulties related to the impaired body in ALS patients are a source of conflict between the patients and their caregivers.
These difficulties include the inability to give instructions to the caregiver, the inability to understand their own needs because
of the sudden bodily changes, and the heavy burdens placed on the body to actually express instructions, even if personal needs
are clearly understood. Furthermore, the existence of this impairment produces extra confirmatory questions of the caregiver to
ensure the patient’s will, which is demanding. It is clear that the nature of the patient’s self-determination changes depending

on how the impairment manifests itself.

78 voAOdX NO40 2016



