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Original Article
Transition of a Patient with Spinal Muscular Atrophy

to Living outside an Institution

BANNO Kumi

(Graduate School of Core Ethics and frontier Sciences, Ritsumeikan University)

In Japan, patients with intractable neurological diseases are hospitalized in National Hospital
Organization muscular dystrophy wards for the long term. However, in recent years, these
patients are increasingly choosing to transition to independent living in their local community.
This decision may be attributed to changes in the medical care environment, but these
circumstances have not yet been elucidated. Based on interviews with a patient with spinal
muscular atrophy, this study aims to clarify the factors motivating and enabling the transition to
living outside an institution. The patient was recruited through an introduction by the
Independent Living Center, and semistructured interviews were conducted. The recorded
interviews were transeribed verbatim. Data were extracted from the transcripts, organized along
the temporal axis, and analyzed to determine the factors motivating and enabling the transition to
living outside an institution. The study found that changes in the medical care environment that
have emerged along with changes in social attitudes and systems motivated the decision to
transition. Factors that enabled this transition included points of contact with family and society,
patients’ capability to act on their own decisions, and examples of relatives or acquaintanaces who

have undergone similar experiences.

Key Words : Spinal muscular atrophy, transition to community living, medical care environment,
decision making, causal factors.
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