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(Summary)

The social and psychological concerns peculiar
to the features of mucopolysaccharidosis were col-
lected from the caregivers having children with
mucopolysaccharidosis, and clarified to discuss the
way to support them. We found the following is-
sues: “less understanding for doctor and dependence
on doctor”, “child’s physical features and lack of

understanding about those features”, “special con-

69

sideration to doctor and disappointment over the
result that doctor did not prove almighty”, “parental
guilt and isolation, i.e., to blame oneself for the
inherited disease” or “discrimination against the
child’s unusual condition and pity for the abnormali-
ties” In summary, the caregivers tended to expect
too much for the doctor. The caregivers tended to
blame themselves and feel pity for their children’s
hereditary disease and abnormal physical condi-
tions. As the supporting system, it is important to
positively show the presence of a medical support
team to lighten the load on a doctor and make ef-
forts to establish the field of genetic nursing and
deepen the caregivers’ understanding of the disease

of mucopolysaccharidosis.

(Key words]
mucopolysaccharidosis, caregiver, social and psy-

chological issues
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