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The Situation Surrounding ALS Patients and Their Families Who Had to Make a Decision on Whether to
Use Invasive Artificial Ventilation - Clarification of Their Situation Based on Interviews with Them

Nami TAKAHASHI

Doctor’s Program in Nursing at the Graduate School of Nursing & Social Services,
Health Sciences University of Hokkaido

Abstract

This study aims to clarify the situation surrounding ALS patients and their families who have had to
decide whether to use artificial ventilation.

The author conducted semi-structured interviews with five patients and their families (five groups) and
then checked and analyzed the data from the interviews. The following four findings were obtained. 1)
Only one group reported having been provided with a full explanation of the use of artificial ventilation by
a doctor, and only that group reported having had a full discussion of that among family members. 2)
Three of the four groups who reported not having received a full explanation reported not expressing
their intention to their doctors on whether to use artificial ventilation. 3) The remaining group reported
expressing their intention to the doctor on whether to use artificial ventilation. However, that group did
not have a discussion about that among family members. The family members did not try to discuss the
subject with the patient. 4) Times when the patients greatly wavered on whether to use artificial ventilation
were identified as follows : i) when they received the diagnosis of ALS, ii) when they interacted with a
ventilated patient and iii) when they realized their respiratory problems.

The results suggest that nurses should focus on the three times mentioned above regarding decisions on
whether to use artificial ventilation and that there is a need to establish a system for providing continual
nursing support to patients and their families.

Key words : amyotrophic lateral sclerosis, tracheostomy positive pressure ventilation, decision making,
qualitative descriptive research



