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A Study of Parent-Child Interaction From The Perspective of

Sibling of Individual With Tuberous Sclerosis

Abstract

The purpose of this study was to investigate the effect of individuals with
Tuberous Sclerosis on their parents and the eldest siblings from the perspective
of the eldest siblings. This research included the following topics : 1. the effect
of individuals with Tuberous Sclerosis on their families, 2.the expectation of
parents of individuals with Tuberous Sclerosis on their eldest child, 3.the
response to parents of individuals with Tuberous Sclerosis from their eldest
child, 4.the self-role positioning of the eldest siblings in view of the
relationship with their sibling with Tuberous Sclerosis.

This study adopts the method of narrative analysis. The researcher of this
study, the eldest sibling of an individual with Tuberous Sclerosis, wrote down
her own family story and then interviewed the eldest sibling of other three
families using the method of purposive sampling. The data from the interview
was collected and then analyzed with accompanying documents. The main
findings were as follows:

The effect of individuals with Tuberous Sclerosis on their family were both
negative and positive. Negative effects included the financial impact, the time
and effort spent on caring for the patients, marital conflict, the impact on
parent-child relationships, and guilt and worry toward the patients. Positive
effects included more compassion to persons with disabilities, and vocational

choices of the siblings of patients relating to issues of disabilities. Both the
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negative and positive effects were influenced by the financial condition of the
family, the severity of the patients’ condition, and the degree of social support.
Among these three influences, the financial condition of the family had the
greatest influence. Failure of the parents to complete their roles in the family by
parents led to the dysfunction of the family system, which in turn led to
parents’ passing on their duties to siblings of the patients, and thus caused
problems of role conflicts and difficulties in adjusting to those roles for

siblings.

The expectations of parents and the responses from the eldest normal
children of the four families were different owing to differences in parents’
financial condition, patients’ severity and the degree of social support. Parents
with a poorer financial condition often expected that their eldest normal child
should give stable financial support to the whole family or even become a
surrogate parent of the patient. When the patient’s condition was more severe,
parents hoped their normal children could at the minimum accept the patient.
When the level of social support was higher, parents only hoped their normal

child could assume some or even no responsibilities at all.



The self-role positioning of the four eldest siblings among the four families
of the patients was different owing to the differences in the financial condition
of the family, the siblings’ age, the patients’ severity, and the sibling’s gender.
When the family had poorer finances, the eldest normal sibling of the patient
had to provide financial support or even had to become the surrogate parent of
the patient. When the siblings were adolescents, they could only support the
patient in other ways. When the siblings were female, they often tended to have
closer relationships with the patient, which were also mediated by the patient’s
severity. When the family had a higher income and the patient’s condition was
less severe, the relationship between the siblings in the family was almost the
same as one in a normal family. As a result, the family’s finances, the patient’s
condition, the sibling’s age and gender influenced how the eldest siblings

viewed their roles in the family and in society.

Based on the findings and conclusions of this study, suggestions are

proposed for related organizations and further studies in the future.

Keywords: Tuberous Sclerosis, parent-child interaction, narrative analysis
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