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Abstract

Amyotrophic Lateral Sclerosis (ALS) is a motor neuron disease which evokes
complicated questions in Japanese health care system. Wide range of ethical, legal,
and social consideration should be taken to analyze those questions especially
regarding withholding and withdrawing mechanical ventiration. In the first section of
this paper I provide a brief review of facts surrounding Japanese patients with ALS:
(1) the relation between patient's will and mechanical ventiration; (2) the barrier for
home care, especially the burden on family to take care of patients under ventiration,
e.g. removing sputum from patient's trachea; (3) the barrier for institutional care, e.g.
the limitation of health care resources; and (4) the limit of the range of choice at the
end stage of patient's life. The second section is an ethical analysis of these facts: (1)
the relation between autonomy and dignity, which have been dissociated in the recent
ethico-legal argument regarding the end of life issues; (2) the consideration about
justice of resource allocation to empower patient's autonomy and dignity. In
conclusion, Sen's argument on capability should be used as foundation of more
allocation to the care for patients with ALS, and expand the range of choice to live with
or without mechanical ventiration.
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