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Background Findings

Congenital Adrenal Hyperplasia (CAH) is a Parents reported a number of ways in which CAH impacted on them and their
children. Many of the impacts can be attributed to two factors associated with the
condition including the treatment regime and the rarity of the condition. These are
described below in greater detail...
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known about the psychosocial impact of
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parents) as a result of the frequency of medication required.

medication regime for their child’s immediate and future health and
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Method

Taking @ qualitative approach, 17 semi- it be to childminders, playgroups, school or the patients themselves.
r For some parents, this had a direct impact on their employment

treatment regime (due to some of the reasons outlined above) whether
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very aware of the time all

structured interviews were conducted in the
UK during 2014, with parents of children
affected by CAH. Parents were recruited
via the ‘Living with CAH’ Support Group.
Interviews were conducted face-to-face or diate control wher
via the telephone, and each lasted he grows older....going
_ _ out, getting drunk [and]
approximately one hour. Interviews focused
on parents’ experiences during the
diagnosis period, the psychosocial impact of
the condition on parents and children, and
the families’ experiences of treating the
condition. They were audio-recorded,
transcribed  verbatim and  analysed
thematically with the support of Computer
Assisted Qualitative Data  Analysis
Software, NVivo8.
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rarity of CAH:

when he’s out of our

forgetting all about their » A lack of awareness about CAH amongst general health professionals

medication... and the public. As a result, parents particularly valued the opportunity to

connect and share experiences with other families via support groups.

»Delays in getting an accurate diagnosis, with some families having to

\ wait until their child fell seriously unwell (an adrenal crisis) betfore

receiving a diagnosis or treatment.
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In conclusion, the study offers a rare insight in to the daily experiences of families affected by CAH and has c;ﬁiii‘:;‘fi;,ffﬁi"in

important implications for the ongoing TAIN project and the care and treatment of the condition in the future. The o) 'i‘:*r';m
findings have informed the development of an online survey which will be disseminated to European parents in
English, Dutch and German in spring/summer 2015.
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'Genetic Alliance UK is an alliance of over 180 patient organisations
and the national charity working to improve the lives of patients and
families affected by genetic conditions www.geneticalliance.org.uk
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