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(Summary)

A survey was conducted by interviewing 14 parents
of 11 children with mucopolysaccharidosis type I (seri-
ously ill type) who continued to receive the enzyme re-
placement therapy (ERT). Those parents experiences
were clarified to discuss what the future support should
be. Data obtained from the interviews were qualita-
tively analyzed to extract the following six categories :
“constantly feeling a deep affection towards child and
devoting herself (or himself) to child rearing although
shocked to hear the information about child's disease”,
“making every effort to take care of child by gaining
some effect from ERT chosen with hesitation”, “lavishing
deep affection on child and fulfilling parental role”, “hav-
ing worries about child’s disease progression and feeling
pity for child, to be absorbed in childcare”, ‘hesitating
to continue ERT and always thinking over the best way
for child” and “hoping that child's life once entrusted
to parents will go on in a peaceful life with family mem-
bers”. The results showed that the caregivers of children
with severe case MPS II, who were shocked to hear
the diagnosis of their children’s disease have devoted
their deep affection to their children and continued to
take care of them with expectations for the effect from
ERT which was chosen with hesitation. At the same
time, those parents have realized the limitations of the
ERT, so that they have been agonizing over the choice
of the therapies including ERT. It was found that those
parents have respected their children’s peaceful life with
their family members. The survey showed that it made
a great difference in the parents views about the ERT
whether their children’s case was mild or severe even
though the children’s illness was mucopolysaccharidosis
type II in common. This survey suggested the necessity
of a support useful for their decision-making in consider-

ation of the children’s and parents’ needs and beliefs.

(Key words)
mucopolysaccharidosis type I (seriously ill type),

enzyme replacement therapy, parents, experiences
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