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Circumstances of the Daily Life of a Pre-tracheostomy ALS

Patient Living Alone at Home.

— The Difficulty of Coordinating Medical Care and Nursing Care —

Miki Nishida
Abstract:
Focusing on interactions with medical and nursing care professionals, this paper elucidates the
circumstances of the daily life of a pre-tracheostomy ALS patient living alone at home.
Method: I conducted participant observation of the daily life of a male ALS patient in his sixties
living alone at home and examined living circumstances and the development of support from
records made between July 14th, 2008 and January 20th, 2009.
Results: Medical care providers sought measures in anticipation of the progress of symptoms, but
the patient prioritized what could be done now, partly in consideration of the burden on helpers
with whom he was together much of the time, and in response to these needs intensive visit
nursing care helpers provided support. Timing of support from medical and nursing care
professionals that differed depending on their experience and perspective was required in his
home environment, and in some cases led to conflicts. During the period when along with the
loss of muscular strength in his arms and legs accelerated deterioration of his speech, swallowing,
and breathing functions were all occurring simultaneously, nursing care methods were unstable
and it was difficult to distinguish between physical symptoms caused by stress and breathing
impairment caused by the progress of ALS. With visiting nursing care personnel being
insufficient, I provided assistance in order to alleviate the nursing burden on helpers until a

tracheostomy was performed.

Keyword: ALS patients living alone, daily life at home, medical care and nursing care, home

support, tracheostomy timing.
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