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Distress in patients undergoing amyotrophic lateral sclerosis treatment
and their caregivers, and nursing support: An investigation into a
case treated using tracheostomy invasive positive pressure ventilation

Mihoko MIUrA” Yoshihiro AsaNumA™”

O Akita Social Insurance Hospital
0 O Graduate School of Health Sciences, Akita University

The purpose of this study is to clarify the distress in patients undergoing amyotrophic lateral sclerosis
(ALS) treatment that shifted to mechanical ventilation at home as well as a method of solving this, and
furthermore, to investigate the health factors observed in main caregivers living in distress from the point
of view of the 3 elements (sense of comprehensibility ; sense of manageability ; sense of meaningfulness)
making up the concept of the ability to cope with stress (SOC: Sense of Coherence) by AronAntonovsky
to develop implications for nursing support.

The distress in patients undergoing ALS treatment with an artificial respirator attached include:
anxiety of continuing artificial respiration at home ; questions regarding the presence of others who do not
seriously understand what is being expressed by the eyes and the meaning of the existence of the patient
themselves ; and suffering from wanting the daughter, who is the main caregiver, to live life without
feeling the pressure of care-giving, but not being able to achieve this. Accordingly, a variety of technical
support is required in order for a patient to continue artificial respiration at home with ease. Moreover,
nursing support that makes the patient feel that they are important to family members and medical
workers and allows them to feel the meaning of their own existence, which may also support caregivers,
is very important.

Distress in caregivers includes : progression of the condition ; burden from care beyond expectations;
communication uncertainty and the dilemma of not being able to give priority to the children etc.
However, the strongest distress is the struggle to choose to stay alive, which leads to caregivers sometimes
losing their will to live. Regarding the actions of caregivers to cope, they understood the situation by
distinguishing information and obtaining support from others by taking in the present condition. Their
attitude towards life in working on meaningful challenges and living with an objective supports this action
and is comparable to having a sense of meaning in terms of the concept of the ability to cope with stress,
SOC. Accordingly, acting upon the 3 elements making up SOC is important as the nursing support
towards caregivers ; however, it was believed that support must be given with serious consideration into
the sense of meaningfulness.
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