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Abstract

The story of mothers raising
their children with profound

multiple disabilities.

Jiwan Lee

Interdisciplinary Program

in Early Childhood Education
The Graduate School

Seoul National University

This study examines how mothers with a child with profound
multiple disabilities nurture their children as well as what the
mothers go through, feel during the process, and find out what the
experiences mean to mothers. The followings are the main research
questions. First, what are the parenting experiences of mothers of
children with profound multiple disabilities? Second, what does it
mean for mothers to raise children with profound multiple disabilities?

The interviewed six research participants were mothers with a

child who has profound multiple disabilities and has the experience in
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attending a early childhood school within three years. This study
employed purposive sampling to recruit some of the research
participants, followed by snowball sampling for additional participants.
The main findings are as follows.

First, the participants felt that their children were growing
gradually and steadily beyond what the participants expected when
their children were very young. Second, educational experience
changed the attitude of participants. The participants pondered
whether to send their children to an early childhood school because
they were not sure about what their children can learn from
attending a school. However, with the educational experience, the
participants realized that their kids are capable of doing a lot of
things including interacting with other kids and developing heir social
skills. Significant was the role of teachers with the expertise in
providing tailored education. Third, the research participants felt social
support not only from the mother—child relationship but also from the
various environments and relationships around them. Such social
support 1s generally in the same vein as the support that mothers
experience in general, while including some unique experience from
being the mother of a child with disabilities. Fourth, perceiving their
children as active agents of expression rather than passive and static
ones, the participants deepened their understanding of their children,
This change in the attitude of the participants also changed the
attitude of others around them. The participants recognized that
numerous expressions and reactions occur inside their children even
when not explicitly revealed, With the recognition, participants started
to pay more attention to small expressions and growth of children,
feeling their children’s potential. Fifth, the experience of the study

participants varied with the spectrum of the available interaction with

-



their children. The children of research participants ranged widely
from those who are capable of only limited interactions with others to
those who feel comfortable with verbal communication. Watching
their children talk and express themselves let the participants have a
optimistic view about their children’s lives. Sixth, the educational
experience made the participants feel optimistic about the possibility
that their children adapt to society in the future despite the
disabilities. The participants realized the positive effect of spending
time with others, building their social relations, and responding to
stimuli on their children.

This study showed the multifaceted nature of profound multiple
disabilities through the experience of participants, deviating from the
socially prevalent pathological perspective of regarding a child with
profound multiple disabilities a “patient.” This view will improve
social awareness of families with a disabled child and will contribute
to disseminating the importance of social support for them. In
addition, this study has great significance in that it investigated the
Interactions among diverse microsystems of various environments
surrounding  impaired children and mothers. The enhanced
understanding of the interactions can contribute to improving the
institutional support for children with disabilities and the educational
materials for professionals such as teachers. Lastly, this study
explored the experience that children with profound multiple
disabilities go through and viewed them as active agents of
expression, while investigating the changes and growth of the
children that their mothers realize. Therefore, this study can alleviate
the wide-spread biases viewing children with profound multiple
disabilities as passive and pathological and can encourage perceiving

them as independent children as they are.
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