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Critical Pass for the Amyotrophic Lateral Sclerosis (ALS)

Mieko Qcino

Department of Neurology, Kitasato University

It is an important and challenging task for
neurologists to tell the diagnosis and manage-
ments of ALS for the first time to the patient.
Giood understanding of the disease and clinical
experiences are necessary neurologists to give
patients necessary advices at proper timing.
Ethical issue regarding the decision making for
terminal care is also difficult. The purpose of
this paper is to propose a standard manage-
nment of ALS for neurologists.

Anticipation of discase progression is very
important to make patients be prepared for the
forth coming problems. Four major impairments
should be assessed, including ambulation, swal-
lowing, speech difficulties (communication dis-
turbance) and respiratory dysfunction.

To make therapeutic decision especially me-

chanical ventilation, it is necessary to perform a
good informed consent. Informed consent should
be obtained from the patients themselves at
very early stage and need to confirm several
times at different stages.

The living will card is useful in case the
emergency to make the patient’s decision clear
for medical staff. In the process of preparing the
living will card, neurologists must explain the
possible problems encountered at the end of life
including how we give them parietal care.

Finally, to manage many problems a group of
various medical professions (medical doctors,
nurses, social workers, medical engineers, reha-
bilitation therapists, nutritionists, psycholo-
gists, and home care staff need to work with
good collaboration.
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ALSERBRIZOWTOMBBR S 0 H

An Ethical Analysis of the Care for Patients
with Amyotrophic Lateral Sclerosis (ALS) in Japan

sigxpEes HIR B
Niigata University Faculty of Medicine Michio MIYASAKA

Abstract:

Amyotrophic Lateral Sclerosis (ALS) is a motor neuron disease which evokes complicated questions in
the Japanese health care system. In order to address these questions, we must analyze a wide range of
ethical, legal, and social issues, paying special affention to the ethics of withholding and withdrawing
mechanical ventilation. In the first section of this paper I provide a brief review of the facts concerning
Japanese patients with ALS: (1) the effect of the patient’s own wishes on choices concerning mechanical
ventilation; (2) the barriers to home care, especially the burden placed on-the families taking care of
patients on ventilation, e.g. removing sputum from patients’ tracheas; (3) the barrier for institutional care,
e.g. the limitation of health care resources; and (4) the limited range of choices at the end stage of a
patient’s life. The second section is an ethical analysis of tl;e preceding issues: (1) the relation between
autonomy and dignity, which have been dissociated in recent ethico-legal arguments regarding end of life
issues; (2) Consideration of the justice of allocating resources which may empower patient’s autonomy
and dignity. In conclusion, Sen’s ideas on capability will be used as the foundation of arguments for
increasing the allocation of resources to care for patients with ALS, and to expand the range of choices

patients can make as to living with or without mechanical ventilation.
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