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(Summary)

Congenital adrenal hyperplasia (CAH) is composed
of multiple disorders and 21-hydroxylase deficiency
(21-OHD) is a leading cause of CAH. Due to the lack
of 21-hydroxylase activity, 21-OHD patients exhibit
decreased production of glucocorticoids and mineralo-
corticoids associated with excess production of andro-
gens, which causes masculinization in 46, XX females ;

therefore, 21-OHD is categorized as a 46, XX DSD
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(disorders/differences of sex development). The pur-
pose of this study is to reveal the current understandings
of the medical condition in girls and young women with
CAH and their parents. A semi-structured interviews
survey was performed in 13 CAH patients (10-22 years
old) and their 15 parents. The underlying disorder was
21-OHD in all the patients. Eighty percent of parents
explained the reason and importance of taking the medi-
cation to their children, and this was acknowledged by
the same number of patients ; however only 30% of par-
ents gave a full explanation for the treatment history and

current condition of external genitalia because most of
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the parents lack the accurate knowledges regarding this
disorder. In addition, most of the patients showed little
interests in their disease. Taken together, these results
indicate that healthcare staff should educate both the pa-
tients and their parents in a structured way in order to

foster patients’ independence.
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