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The development of the way of life among healthy siblings

who live with an autistic child

Azusa Kawakami

ABSTRACT

It is clear that the healthy siblings who share the daily living with the authentic
children needs much care for their normal development. Because the healthy siblings
needs more support in order to help their autistic brothers and sisters. In this case the
healthy siblings are considered to have the specific experiences and needs for the
normal development. Among the siblings who live the autistic brothers or sisters are
reported to suffer from problems related to the developmental disorder such as
communication difficulties and physical attacks. Those research reports suggest that
these special experiences at their early lives have a significant impact on the lives of
healthy siblings. However the majority of the existing research exploring problems
experienced by children with special needs and their family members focused mainly on
the sense of burden and stress among mothers and the accepting process of the
disabilities of their children. But the lives and viewpoints of healthy siblings have been
explored only to a limited extent. Therefore, the purpose of the study is to identify the
life experiences and the viewpoints of healthy siblings in order to support for their
normal development.

Data were collected between December 2009 and December 2011. | conducted
semi-structured interviews involving 12 years old to 22 years old healthy siblings. The
interview results were analyzed using a grounded theory approach, employing a
constant comparative method. The reliability of the analysis was obtained by making

agreement with the research supervisor.



As a result, we extracted the following the major five concepts (categories) in
relation to the process of how the healthy siblings developed their ways of life:
“intervening others to provide protection”, “interacting with the autistic brother or
sister while maintaining a certain personal distance from the world of an autistic
individual”, “feeling uncertainty about the self-confidence”, “showing concern for the
parent”, and “considering their future life that is inseparable from that of the autistic
brother or sister”.

When “intervening others to provide protection for the autistic child”, the
healthy siblings sought to work with people around them who had little or no
understanding of the developmental disorder, in a proactive manner, to protect
themselves and their autistic brothers or sisters. Such efforts were made when the
healthy siblings assessed a situation as being not reasonable and troublesome, with a
definite method to resolving the situation.

When “interacting with the autistic brother or sister while maintaining a certain
personal distance from the world of an autistic individual”, the healthy siblings did so
based on their understanding of how to engage with, and show consideration for, their
autistic brothers or sisters. They were aware of the presence of a world that was unique
to the autistic individuals. Attempted communications and interactions with autistic
brothers or sisters often turned out to be only one-way and thus, the healthy siblings felt
that there was not much shared world between the two.

The healthy siblings found themselves “feeling uncertainty about the
self-confidence” because of the constant and dynamic changing in relationships with
their autistic brothers/sisters, parents, friends, and others. This concept represented the
siblings’ unstable state of development regarding self-worth and values at their
developmental stages.

While “showing concern for the parents”, the healthy siblings developed both



positive and negative feelings towards their parents who were exhausted from caring for
their autistic children. This concept reflected the siblings’ consideration and action - to
help their parents with care-giving, expecting not to place an additional burden on them.

When “considering their future life that is inseparable from that of the autistic
brother or sister”, the healthy siblings were unable to dissociate themselves from the
lives of their autistic brothers or sisters, and often had trouble making decisions. This
concept was characteristically associated with the stage of abstract thinking.

Based on the identified the major concepts , | developed a theory of “protection
of life and dignified existence”. The key concept “Protection” has the specific
characteristics described by “subjects requiring protection”, “personal distance”,
“methods”, “specific situations” and “motivations”, and all of which were interrelated
each other. In particular, “personal distance” was found to be the important to develop
the healthy relationship. The findings revealed that the healthy siblings established and
maintained a certain personal distance from their autistic brothers or sisters to protect
themselves and their ways of life. That, in turn, led to protecting the distinctive worlds
of their autistic brothers or sisters, and facilitating their development.

Thus the health siblings seems to develop finding a comfortable relationship with the

autistic child and other important others and taking role of the protection.
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