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(Summary)

A survey was conducted by interviewing six parents
of five children with mucopolysaccharidosis type I (mild
case) who continued to receive the enzyme replacement

therapy (ERT) in their school days, to clarify those

AN BR B R

parents  experiences and discuss what the future sup-
port should be. Data obtained from the interviews were
qualitatively analyzed to extract the following six catego-
ries : “expectations for ERT which saved parents from
great shock”, “relief and satisfaction with ERT beyond
a heavy load resulting from continuation of ERT", “State
of being torn between continuation of ERT and school-
work and efforts to achieve both”, “difficulty in continu-
ing ERT and anxiety for the risk of disease progression”,
“growth of family members and encouraged parental
role” and “expectation for social support and develop-
ment of novel therapy”. It was found that the parents
overcame the shocking diagnosis, and then wanted their
children to continue to receive the ERT. Those parents
were also found to be worried about the future, but also

long for a good therapy to be newly developed.

(Key words)
mucopolysaccharidosis type I (mild case),

enzyme replacement therapy, parents, experiences

Presented by Medical*Online



	0169
	0170
	0171
	0172
	0173
	0174
	0175
	0176



