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Ampyotrophic lateral sclerosis (ALS) is an intractable motor neuron disease. Its clinical features
are characterized by progressive muscle weakness and atrophy. while sensation. awareness and
intellect remain intact. Previously most patients died of respiratory failure. Now they have an
option of mechanical ventilation to prolong the life. During the course of progression, patients are
faced to the difficult question : whether or not to choose ventilatory support. Although the decision
making is an extremely serious matter, little is known about what patients think. how they feel.
what makes them decide. and how it feels to live with a ventilator.

Reported here is based on the interview with 14 ALS patients for one year. Questions for all
patients were : the preference for the ventilator and its reasons (for 5 ventilated patients, their
wishes before equipped with ventilator). Ventilated patients were also asked how they felt about
the present state.

Six patients preferred to survive with ventilator. 5 did not, and 3 were suspended. Nine
patients raised both reasons to survive and discontinue the life. showing their ambivalent state. The
most frequently cited reason to accept the ventilator was “fear of death and/or suffering to choke”.
while the most frequent opposite reason was “burdens on family”. Four of five ventilated patients
were satisfied with the result.

The choice is a matter of life or death, and it may be hard to come to the conclusion. Patients
who would have to be faced with such situation in the future frankly expressed their feelings. The
words of already ventilated patients help us to picture the state before as well as after mechanical

ventilation. The highlight of this study is a narrative vividly stated by them, which must be of great
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help for all who are concerned with ALS.
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