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Abstact
Background: DiGeorge Syndrome (DGS) is a disease caused by a microdeletion of
the 22911.2 position on the long arm of 22nd chromosome. The clinical symptoms of
this disease include congenital heart disease, hypothyroidism and cleft palate. Since
this is a kind of rare disease, their caregivers may feel more stress and the quality of
life is interfered, so we would like to to explore related factors.
Methods:
Samples were collected from pediatric outpatient and patient associations of the three
medical centers in the north of Taiwan. A total of 52 studies were conducted for the
caregivers of DiGeorge syndrome and congenital heart disease, while 54 from general
child caregivers were used as the control group. The research is based on a structured
questionnaire, which includes the basic information of the study subjects and children,
the quality of life questionnaire, the parental stress scale, the parental toughness scale,
the child's gas quality table, and the basic attributes of children and parents. The
collected data is compiled, filed and then analyzed.
Result:
First of all, according to the basic information given, there is no significant difference
between the caregiver in terms of age, education level, income conditions, etc.
However, the data from the children showed a significant difference in birth weight
and growth satisfaction. The child with DiGeorge syndrome is the worst and follow
by the children with congenital heart disease.
Secondly, the quality of life in the three groups considered physical, psychological,
social and environmental aspects, there are no significant differences. However,
similar to result of the satisfaction from children, the total score showed that caregiver
of the children with DiGeorge syndrome is the worst and children with congenital

heart disease is second.
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Third, analysis of the parental stress scale demonstrated that the pressure from
external environment has the highest score, followed by the adjustment of child
rearing and life. If segmented using age analysis, the results showed that when child is
less than three years old, the pressure of the caregiver mostly come from raising and
teaching children.

At last, the pressures of the caregiver showed no significant correlation with parenting
attitude and child temperament, but a strong positive correlation with the severity of
the disease.

Conclusion:

This study showed that the poor quality of life scores from DiGeorge syndrome
caregivers were negatively correlated with parental stress, while the source of stress
was majorly the severity of the child's condition. It is highly recommended that the
caregiver should be better informed regarding the disease and the problems that they
may encounter in the future. Moreover, introducing the caregivers to relevant patients
may give them more support and help them build up psychological preparations in
advance. Eventually, we hope this can reduce their stress and improve the quality of

life.

Keywords: DiGeorge syndrome, Congenital heart disease, parental stress, quality of

life, child temperament table of Contents
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