
lence of mental disorder,5 and accepting that some
individuals with congenital adrenal hyperplasia may
struggle to adapt, we conclude that the women with
congenital adrenal hyperplasia in our small study are
psychologically robust. Future studies must consider
factors contributing to good psychological outcome,
including timing of surgery and communication with
parents and patients.
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Commentary: A support group’s perspective
Melissa L Cull

Living with congenital adrenal hyperplasia (CAH)
poses many challenges, especially for women—the
issues of genital surgery, disclosure, informed consent,
weight, and general wellbeing not to mention having a
chronic condition that is life threatening. Not only does
working as a research assistant provide insight into
how the medical profession views these conditions, but
also working voluntarily with support groups for CAH
for many years and also having CAH myself gives me
insight that few doctors or psychologists will ever see
or experience.

More research is now being done into the psycho-
logical long term outcomes of women with CAH, and
that is good to see.1 Although I am glad that the small
cohort of women in the paper generally had good out-
comes, support groups tend to hear a somewhat differ-
ent story.2 Perhaps only people who are dissatisfied
with their treatment come to support groups—though
going by the rarity of the condition and the compara-
tive number of members it shows many are not
surprisingly dissatisfied—but we get people who are
satisfied as well. Long term qualitative and quantitative
research is important, but the difficulty is getting a
large number of participants.

Depression and stress are often reported, particu-
larly to do with relationships, with sexual difficulties after
surgery and weight problems associated with steroid
replacement. Non-disclosure, shame, secrecy, and stig-
mas attached to having ambiguous genitalia, an intersex
condition, and surgery to “normalise” all place a heavy
toll on a woman’s psychological wellbeing. What is nor-
mal, anyway, if everyone is individual and different?

As more long term surgical outcome studies are
done,3 it can be seen that the result is psychological as
well as physical impact. Genital surgery as young chil-
dren that was not personally consented to often causes
compromised genital sensation and inability to
orgasm, and functional damage can give rise to
feelings of loss of body ownership. Surgery is often

cited as “one stage fix all,” but many women need
repeat procedures and ongoing dilatation treatment,
which can be a constant reminder of difference.

Many women with CAH avoid social situations,
frightened that people will find out they have a rare mis-
understood condition. Fear of rejection conditioned by
parents and the medical profession forces them to avoid
intimate contact let alone enter into sexual relationships.
Body image for women is important, 4 and it is depend-
ent on how well the family adjust to having a daughter
with CAH as well as how many genital examinations and
how they are done. In turn, body image and self esteem
affect avoidance of social situations.

A recent paper questions whether it is better to bring
up children with such conditions without surgical inter-
vention until they are old enough to be informed and
consent themselves but also stipulates multidisciplinary
care to reduce any psychological problems.5

Although most women with CAH do cope well,
others find it difficult. Much stigma is still attached to
seeking psychological help and particularly so with
intersex conditions. Multidisciplinary one stop patient
centred care with endocrinology, gynaecology, and
psychology expert teams are now gradually becoming
the excellent cornerstone of care for CAH. Women
who attend these clinics such as the authors’ are coping
much better psychologically. Were the study to be
repeated in conventional clinics, I am sure the results
would unfortunately be less positive.
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What is already known on this topic

Intersex children may have increased prevalence of psychiatric
morbidity; research on adult psychological outcomes is limited despite
fears that the condition may adversely affect psychosocial adjustment

What this study adds

Most women with congenital adrenal hyperplasia have good long term
psychological outcome, with no dramatic increase in psychological
morbidity, good social adjustment, and no deficit in self esteem
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