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(Summary)

Support provision for children who are highly depen-
dent on medical care and under continuous home treat-
ment has been an important issue in pediatric home
healthcare”. After the idea of inclusive education, which
means that all children learn together regardless of their
health condition, was endorsed at the United Nations
Educational, Scientific and Cultural Organization (UNES-
CO) World Conference in 1994, efforts have been made
towards the realization of a symbiotic society in Japan as
well. According to the survey conducted by the Ministry
of Education, Culture, Sports, Science and Technology in
2012, the number of children in need of medical care who
attend their neighborhood schools increased from 670 in
the previous year to 8387, revealing that quite a number
of children with severe disabilities received education at
their neighborhood schools. The number of children with
severe disabilities requiring multiple types of advanced
care, for example, those with ventilator dependence, who
attend elementary schools or junior high schools is ex-
pected to gradually increase in the future. Children with
severe disabilities include those who are orthopedically
or intellectually impaired, and they require a high level
of medical care or nursing care. It is difficult to provide
support to such children because they often have com-
munication impairment due to mental retardation or mo-
tor impairment>”. The kind of intensions these children
express and their means of expressing them largely de-
pend on the people around them?. From our experience,

we feel that the parents of children with spinal muscular
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atrophy (SMA) Type 1 and those of children with other
diseases causing severe disability have different attitudes
towards their children’'s communication skills. Therefore,
this study clarifies the parents’ perception of the ele-
ments that form the foundation of the communication
skills of children with severe disabilities. It also examines
the issues surrounding the provision of child-raising
support that reflects the characteristics of the parents’
perception of children with SMA 1 and those with other
diseases. We conducted a survey from early August to
the end of September 2012, and valid responses were
obtained from a total of 117 individuals via mail. The re-
sults showed that in terms of the parents perception of
the elements that form the foundation of the communica-
tion skills of children with severe disabilities and ventila-
tor dependence, the parents of SMAI children and those
of children with other diseases differed in their percep-
tion of gaze skills, pursuit movement, ability to express
intentions, ability to communicate with the eyes, use of

switches for people with disabilities, and the rate of use

AN

of communication aids and time to start using such aids.
However, only slight differences were found in their
perception of objective information on the development
of children, reasons for not using or stopping the use of
communication aids, and current state of communication
support. In addition, it is presumed that the parents’ dis-
tinctive perception of the children with severe disabilities
and ventilator dependence was reflected in the parents’
ways of understanding their children’s daily needs, their
understanding of what their children communicate, and
their usual ways of dealing with their children. These
indicate that there are issues to be addressed in order
to provide child-raising support that reflects the charac-
teristics of the parents’ perception of the communication
skills of children with severe disabilities and ventilator

dependence.
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