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The Role of Parents in Starting and Spreading the Use of Home
Mechanical Ventilation by Children in Japan:
From the Activity of Bakubaku-no-kai, the Association of Parents with
Children Using Artificial Ventilators

YAGI Shin'ici

Abstract:

In Japan, the number of children using home mechanical ventilation (HMV) has been rapidly growing from the
1990s to the present. However, the role of parents in the spread of HMV has not been researched. This paper
focuses on Bakubaku-no-kai, the Association of Parents with Children Using Artificial Ventilators; the research
is based on interviews and a review of group's newsletters. The research clarifies the following. First, although
HMYV had been introduced to Japan in 1983, most parents with children in need of an artificial ventilator were
unaware of HMV until the activities of Bakubaku-no-kai from around 1990. Second, although doctors and
nurses had made opportunities for letting the children go out from hospitals for short periods, it was parents
who pushed for the use of HMV, because HMV enabled their children to go home permanently. Third,
Bakubaku-no-kai's activities attracted media and social attention to HMV’s potential for children, and this
inspired other parents who were in similar circumstances in Japan. Therefore, in the history of HMV for
children, in addition to the invention of the artificial ventilator, the will of parents in Bakubaku-no-kai must be

recognized.

Keywords: home mechanical ventilation (HMV), parent's group, Bakubaku-no-kai, Association of Parents with

Children Using Artificial Ventilators, profound and multiple disabilities
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