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Abstract

With the general shift from hospital care to home medical care for paediatric patients in the
21st century, several ways to reduce the duration of hospitalization of children have been
sought. Most children hospitalized for a long time include those who must use a respirator at
all times. Due to rapid progress in the development of respiration apparatus from the 1950s to
1960s, portable laptop type respirators are available today. The impression of a respirator has
changed from a “life-sustaining apparatus” to a “magic box” that potentially opens up the
world to the children who use it. Currently, respirators are regarded as a too! commonly used
in daily life. As a result, the parents of a child who uses a respirator and is hospitalized for a
long time often face the difficult choice of determining where their child should live. However,
there are still many problems to be solved in order for children to stay at home in their local
community using a respirator. Furthermore, parents must decide whether they should look
after their child at home or keep him/her hospitalized without fully understanding the progno-
sis of their child’ s illness and without knowing what the future may bring. One of the mis-
sions of nursing staff at the hospital is to help in this process of decision-making, while respect-
ing the rights of the children and their parents and family members. In order to establish an
effective manner in which nursing staff can support the parents in the decision-making process,
the parents’ perception of the transition of their children from hospital care to home care was
investigated from the perspective of the parents, and was based on two studies of parents
whose children must use a respirator at all times.

By the time the parents chose home care for their child, they had realized, through their
experiences with the medical staff, that there was a difference in perception between them-
selves and the medical staff; the medical staff considered the most important factor to be that
the child was alive, while the parents wished their child “to grow up” . Subsequently, the par-
ents had to change their expectation to that of the medical staff regarding the functioning of
their child. Such changes during the decision to move to home care for their child were largely
influenced by the parents’ uncertainty of the situation in which their child was placed.

Choosing to care for the child at home does not simply mean choosing a location. We found
that choosing home care depended on the perception of the parents, reflecting how the parents
make up their mind to accept full responsibility for the life of their child and how they give up
hope for their child to spend his/her life like that of a child who does not need a respiration aid.
Decision-making for home care of their children was a question of the parents’ attitude: What
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they value most in their life and how they will actualize their wish.

The present results also suggest that the precept of current medical treatment, in which the

medical staff generally values above all
questioned.

Keywords :
Decision-making.
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