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LIVING AND DYING WITH DIGNITY :
THE SELF-DECISION RIGHT OF AMYOTROPHIC
LATERAL SCLEROSIS PATIENTS WHCO REFUSE LIFE-PROLONGING TREATMENT

Tatsuhiko YUASA

Abstract Amvotrophic lateral sclerosis (ALS) 1s an intractable neurclogical disease. Generally, its
natural course without ventilator support is limited within several vears. Although life can be
prolonged by mechanical ventilation, it is not always easy to continue such a life both for patienus
and their family members, who are often primary care givers. In Japan, to improve QOL of the
ALS patient, a great deal of effots have been made such as improving medical skill, promoting
social support, and preparing suitable medical care systems. As a consequence, the number of
ALS patients living with a respirator increase overwhelmingly in comparison with other countries.
The number of home care patients also increased. On the contraly there are still the patients whoe
do not want life sustaining medical treatment especially mechanical ventilation. For those patients
we should build up the palliative medicine, promote hospice care to assure the right of living and
/or dying with dignity. And it also needs to make the social consensus that admit a patients’ right
to self-determination respecting their autonomous decision.

(Key Words : amyotrophic lateral sclerosis, death with dignity, life with dignity, right to

self-determination)
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