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I. Background

It has not been clarified how parents perceive the
self-care skills of their infant or school-age children
with congenital heart disease (CHD) and how
parents relate to their children to develop their self-
care skills to promote their engagement in treatment
and therapeutic behavior, and there have been no
studies that consider nursing support focusing on
parents’ parenting attitudes.

IL. Objectives

Study 1: To elucidate the factors that influence the
perceptions and care provided by the parents who
train infants and school-age children with CHD in
self-care behaviors, and derive suggestions for
nursing support to be offered those parents.

Study 2: To investigate the usefulness of the nursing
support for the parents proposed in Study 1.

II1. Definitions of Terms

1. Self-care: The ability of children to, according to
their cognitive development level, show interest in
their disease and disease management, participate in
treatment and disease management, and express
their thoughts and feelings to others.

2. Parenting attitude: How a parent balances
responsiveness and demandingness to develop the
child’s self-care skills, with independence in mind.
IV. Conceptual Framework

In Study 2, the researcher considered adaptation
practices engaged by the parents that would foster
self-care according to the abilities of the child being
cared for as a part of child illness management. This
could be achieved by altering the coping processes
of parents (cognitive information processing,
learning, judgment, emotions) through the three
nursing support practices that were proposed in
Study 1, which utilized the Roy Adaptation Model.

V. Methods

1. Study 1 Cooperators: 10 mothers who have
children aged 7 to 17 with cyanotic CHD, who have
encouraged self-care since early childhood. Data
collection method and analysis method: Semi-
structured interviews were conducted. The collected
data were analyzed qualitatively, and the nursing
support for parents was proposed.

2.Study 2 Study design: Longitudinal
intervention study, using a multiple-case study
design Participants: 5 mothers rearing children
aged 3 to 8 planning to have surgery for cyanotic
CHD Data collection methods and nursing
support: Data were collected at three points: before
surgery, before discharge, and after discharge,
through a questionnaire designed for parents to self-
evaluate their involvement in self-care development
and semi-structured interviews. Nursing support was
provided two times: at the time of surgery
preparation and before discharge, in accordance
with the nursing support guidelines. Analysis
methods: Changes in parents’ perceptions and
attitudes at the three data collection points were
qualitatively and inductively analyzed. The
effectiveness of the nursing support was evaluated
individually and as a whole, taking also into account
parents’ self-evaluations.

3. Ethical Considerations Approval were obtained
from both the institutional review board at Kobe
City College of Nursing and the research ethics
committees of participating hospitals.

VI. Results

1. Study 1: With support from healthcare providers,
mothers understood the necessity of developing self-
care skills from early childhood, and assessed their
child’s ability. Also, regarding therapeutic behavior



as part of daily habits, mothers <encouraged their
child to do what he/she can do for him/herself even
if he/she has heart disease>, and <taught (when they
think appropriate) and encouraged their child to
engage in therapeutic behavior>. When finding it
difficult to respect their child’s feelings and desires,
mothers tried to balance demandingness and
responsiveness, since early childhood. Mothers’
ability to assess their child’s self-care ability was
influenced by their attitudes such as <responding
openly to the child’s questions™> since early
childhood, <understanding the necessity of
developing self-care from early childhood>,
regarding the child as the subject of treatment and
self-care, and learning from healthcare providers and
teachers about their child’s ability. Based on the
interviews of study 1, literature review and clinical
experience of the researcher, the following nursing
support guidelines were suggested. Nursing support
1: Understand parents’ anxiety and distress related to
self-care development, nursing support 2:
Encourage parents to understand their child’s self-
care skills and nursing support 3: Encourage parents
to learn how to relate to their child to improve
his/her self-care skills.

2. Study 2

1) Changes in the five mothers after receiving
nursing support: According to the characteristics
in mothers’ perceptions and attitudes, mothers were
divided into two groups: Pattern A and Pattern B. As
for mothers’ self-evaluations, all of the five mothers
reported improved scores on healthcare provider-
child communication and understanding disease.
Pattern A also had improved scores on self-decision-
making ability and utilization of others.

(1) Effects of nursing support 1: In Pattern A, the
provision of support led to awareness on improving
his/her self-care skills and thus, providing
reassurance even in a mother of Pattern B, in which,
there was no sense of difficulty prior to surgery.

(2) Effects of nursing support 2: Through the
nursing offered at the time of surgery preparation,
Pattern A learned how to assess their child’s ability
and how to relate to their child. They also reviewed
their past attitude toward their child, understood

their child’s feelings in refusing to receive
examinations, and realized their child’s ability when
explaining to him/her. Pattern B noticed changes in
her child when refusing to take medicine and
acknowledged the child’s ability anew.

(3) Effects of nursing support 3: Pattern A
reflected on their attitudes, and became convinced of
the importance of self-care development. They also
explained and encouraged their child to do what
he/she could for him/herself, and began to utilize
others’ support more readily. They also began to
relate to their child by combining responsiveness
with demandingness. Pattern B understood the
necessity to explain to her child about therapeutic
behavior, but this did not lead her to relate to her
child according to the child’s self-care ability.

2) Individual analysis: A mother of a four-year-old
child in Pattern A explained to her child about
therapeutic behavior and examinations before
surgery, but felt difficulty relating to her child in a
way that suited her level of autonomy. Nursing
support 2 enhanced this mother’s perception of her
child’s self-care. In the course of Nursing support 3,
the mother learned how to explain things to her
child while encouraging the child to do what she
could do while empathizing with the child’s
feelings. After discharge, to help prepare the child to
enter kindergarten, the mother, while confirming the
child’s intentions, encouraged her child to participate
in medication management by doing what she could
do.

VII. Discussion

These results suggest the effectiveness of the nursing
support. Mothers felt these changes in their children,
and became more convinced of the importance of
developing self-care skills, making them more
motivated to be involved in self-care development.
It is considered that nursing support has brought
about a virtuous circle (adaptation), as mentioned
above. The nursing support provided in this study
was effective in increasing mothers’ confidence and
self-efficacy in relating to their child, but it has been
suggested that changes in mothers are related to their
abilites to assess their child’s self-care ability, and
reflect on how they relate to their child.



