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MOTHERS PERCEPTION OF AND INVOLVEMENT IN THE DAILY LIFE OF
SCHOOL-AGE CHILDREN WITH BILIARY ATRESIA SURVIVING WITH THEIR NATIVE LIVER
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In order to clarify the characteristics of mothers” perception of and involvement in the daily life of school-age
children with biliary atresia surviving with their native liver, a qualitative descriptive study was conducted.

Semi-structured interviews were conducted with 6 mothers. As a result, the mothers’ perceptions and involvements
were categorized into 3 themes: “Feeling anxiety and being scared of physical changes that cannot be perceived, and
always worrying about their children”, “Recognizing future uncertainty for themselves and their children and not daring
to face it”, and “Supporting the therapeutic regimen in situations that are difficult to consider in order to promote the
children’s autonomy”. Regardless of differences in the child’s condition, the mothers felt anxious and scared of physical
changes that they could not perceive. Therefore, they always worried about their children and about taking care of the
children. In addition, they continued daily life without considering about the possibility of disease progression and
living donor liver transplantation. Furthermore, regardless of differences in the child’s developmental stage, all mothers
demonstrated the following characteristics: they did not provide explanations to their children about the disease and
the therapeutic regimen, and it was difficult for the mothers to consider promoting the children’s autonomy, owing to
the characteristic of the disease and the mothers’ anxiety.

The findings revealed that the following factors should be considered: 1. to confirm the monitoring index of
physical condition and the appropriate method of management; 2. to accept the mother’s uncertainty and provide
support so that the mothers can accept the uncertainty by themselves; and 3. to promote the children’s coping skills and
to provide the necessary support to maintain an appropriate relationship between the parent and child.
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