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Abstract

Based on the story of a man with muscular dystrophy who lives independently
while receiving 24-hour long—term care from a helper, this paper discusses how
Independence and agency come about in the independent living of persons with
progressive motor function disorders.

As his condition was deteriorating during elementary and middle school, Mr.

7’ s living environment also changed in accordance with the shifts in his
physical conditions. This change led to “fatigue” and “not feeling well,”
and although he now has enough strength to travel all over Japan, he was a
“modest” and “quiet” student during this period. Later on, the physical
constraints placed on him by his progressing symptoms prompted him to adapt,
resulting in subsequent constraints (e.g., having to use a wheelchair due to
difficulty walking made living at home uneasy), also linked to economic
constraints. Furthermore, constraints on the use of social institutions resulted
in social constraints and then economic constraints, making it impossible for
him to live at home. This led Mr. 7 to start independent living where he lost
time he could “use” freely, imposing time constraints. On the one hand, this
series of constraints controlled him and forced him to live a life and do things
as  “must be done.” Yet, on the other hand, he responded by deciding to become
an active agent who says, “Do it myself!” so the constraints also encouraged
him to take initiative.

In other words, the physical constraints associated with disease progression
necessitated assistance that led to further environmental, economic, and time
constraints, yielding not only lack of agency but also new agency. Mr. Z’ s
independence and agency of “doing things by myself” were flexible responses to
various constraints that came about as reflections of disease, disability,

institutions, family, and society.
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