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The Process of Constructing Home Life of Children in Need of
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Abstract

Background
A shift from hospital-centered treatments to home treatments has been promoted.
The number of children in need of medical and nursing care at home has increased
with continuing the medical care such as ventilator and oxygen therapy. Support for
children in need of medical care who want to live at home has been enhanced little by

little, but it cannot be said that it has reached the satisfactory level.

Purpose
This study aims to clarify various aspects and construction process of the home
lives of children in need of medical care who live at home, based on the experiences of
their mother and supporters and focusing on their responses and changes in their

living.



Methods
This study used the grounded theory approach for analysis. The grounded theory

approach can show the basis of an analysis and the process existing in a mixture of
different phenomena after comparing different situations. It took up symbolic
interactionism as the theoretical premise. 20 groups of a child needing medical care, a
principal caregiver and a supporter, were chosen as the cooperators of this study. Data
were collected from participant observations, semi-structured interviews, and basic
information. This study was approved in advance by the Research Ethics Committee of
the Research Institute of Nursing Care for People and Community at College of

Nursing Art and Science, University of Hyogo.

Results
This study obtained cooperation from six institutions in Kinki and Tokai areas. It

also obtained cooperation from 20 pairs of a child and its principal caregiver (all of
them are the children's mothers) and 15 nurses in charge of visiting nursing of these 20
children (five of the nurses were in charge of multiple children). Data analysis
identified 4 principal themes: (1) saving lives under medical care; (2) the time when the
children go back home as the place where they live; (3) living at home without complete
recovery; and (4) living a normal life as a member of his or her family while keeping
the balance. By further analyzing these categories and subcategories from the
viewpoint of how the lives of the children have been changing, a core category "children
returns to the home where there is his life" was extracted. Further analysis of how
nurses view the life of the children and their family and support them revealed a
category of "medical staff that connects the children with the life of their family" and

six subcategories.

1. Saving lives under medical care
The children were staying in hospitals because they had a congenital disease, had
an accident as an infant, or developed a disease. During the stay in hospitals, "medical
treatments were given priority" to save their lives and it was a life of "there may not be
a tomorrow." Their mothers and family members were "not able to leave the side of the
child" because they had been asking medical staff to take care of the child under the
condition that anything may happen to the child at any time.

2. The time when the children go back home as the place where they live
The children's life was saved, but they confront with the limitation of medical

care that there is no possibility of further recovery, which leads to "their return home



where the child lives his or her life". The children survived the crisis of life, but he or
she has to live with various disabilities. The child's mother had "anxiety and heavy
responsibilities of taking the child's life on, but has a premonition that the child grows
up in the life with the family". She felt uncertain while thinking that she had better
take her child home as soon as possible. But she got an experience of "noticing the

child's power," and she eventually decided that she had no other choice but to do it.

3. Living at home without complete recovery

The children was in a different environment from that of the hospital, got medical
care from his or her mother, and lived with his or her brothers, sisters and other
members of the family. This lead to changes in physical his condition and an "irregular
sleep-wake rhythm", resulting in "repeated hospitalization", "decrease in the child's
abilities manifests", but "there is an increase in responses and signs", which lead to
more care from his or her mother or other members of his or her family. The mother
had to keep an eye and a hand on her child because of frequent suction, hourly
injection, etc. As she lived her life paced with medical care, she got advice and
suggestions from a visiting nurse, a visiting rehabilitation staff member, etc., and she
came to learn appropriate care for her child from experience, taking the child's vital

signs and subtle changes in the child's facial expression as a sign from the child.

4. Living a normal life as a member of his or her family while keeping the balance
The mother experienced the child's seasonal physical changes in his or her

condition and lives her life with her family including the child without any problem.
The child had been expanding his or her world beyond his or her home a family to a
nursing garden, a school, etc., "creating the child's own time and world". The mother
and other family members are always in the situation of conflicting life, and it is not
that they have only one side of life and experience changes in life. Even after the
situation in which "the child lives his or her life as a member of his or her family or
society" has been achieved, life open to the child may regress again due to the child's
unstable physical condition, which tends to get worse easily, or changes in family

relationships.

Discussion
The goal of medical care is not just to give treatments to children with a disease or
disabilities, recover their physical functions, and discharge them from the hospitals. I

think that medical staff needs to find a way to return the children to their homes from



the child's perspectives even if they still have a disease or disabilities and that they

need to discuss it with the children's families.
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