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Cervical screening in 
women with classic 
congenital adrenal 
hyperplasia: uptake 
and barriers

Journal readers may be aware that 
population uptake of the National 
Health Service (NHS) Cervical 
Screening Programme has been 
declining in recent years with up 
to one in four of those eligible for 
screening not attending. As a result, 
in 2019 Public Health England 
launched a national cervical screening 
campaign to promote uptake.1 It has 
been recognised that certain popula-
tion groups may experience additional 
challenges in attending for cervical 
screening: this may be related to socio-
economic or ethnic factors, disability 
or age, for example. There have been 
efforts to facilitate screening in trans-
gender men, and those who have 
experienced sexual violence.2

Healthcare professionals may be 
able to identify other patient groups 
who may find cervical screening 
challenging. As endocrinologists, we 
hypothesised that women with the 
condition classical congenital adrenal 
hyperplasia (CAH), which can cause 
developmental differences of the 
genital tract, may also experience 
barriers, and conducted a population 
survey to explore this hypothesis.

In brief, CAH is a rare autosomal- 
recessive disorder of adrenal steroid 
synthesis affecting 1 in 10 000–20 000 
live births. As well as causing adrenal 
insufficiency, CAH is associated with 
adrenal androgen accumulation, 
which in females results in varying 

degrees of genital virilisation. Features 
include clitoromegaly, labial fusion 
and a shared urethral–vaginal opening, 
often requiring surgery. In adulthood, 
women with CAH commonly experi-
ence vaginal stenosis.3

We invited women with a self- 
reported diagnosis of classical CAH 
aged between 25 and 64 years (ie, 
those eligible for invitation to cervical 
screening) to complete an anonymous 
online survey about their cervical 
screening experiences. This was 
conducted between 1 January and 1 
August 2020 (following appropriate 
ethical approvals) using the Online 
Surveys software accessed via a link 
from the Living with CAH charity 
website. Results were compared with 
population figures from NHS Digital 
and published population survey 
data.4 5

In total, 38 respondents were eligible 
for inclusion in our study. Some 
84% of respondents had undergone 
previous genital tract surgery, with 
79% describing that vaginal narrowing 
was a problem in adulthood.

When asked about their last invi-
tation to screening, only 37% of 
respondents had attended, compared 
with 78% of the general popula-
tion (p=1.28 E-9).4 Some 39% stated 
they had never attended for cervical 
screening, compared with just 3% of 
those questioned in a 2009 population 
survey (p=1.59 E-24).5 When asked 
about their previous experiences, 39% 
of women reported finding the proce-
dure painful or embarrassing, and the 
procedure could not be completed in 
22% of respondents.

As shown in figure 1, reasons given 
for not attending screening included 
no recent, or only female, sexual 

partners, a previous painful or unsuc-
cessful experience, and embarrass-
ment about the appearance of their 
genitals, with some women reporting 
that healthcare professionals had 
commented negatively about the 
appearance of their external geni-
talia which had deterred them from 
future examinations. Others had been 
incorrectly informed that they lacked 
a cervix and so screening was not 
indicated.

While national public health 
campaigns may raise awareness at the 
population level, healthcare profes-
sionals, particularly in the fields of 
reproductive endocrinology, gynae-
cology and sexual and reproductive 
health, have an important role in 
improving access to these important 
health interventions in their specialist 
patient groups. For example, having 
the procedure performed by an expe-
rienced person familiar with their 
condition was supported by this 
surveyed group, and we are trying to 
establish a pathway for this within our 
region. Notably, only 29% of respon-
dents reported ever discussing sexual 
health issues with their specialist care 
provider.

While this survey reflects a small 
patient group, we found the results 
striking and invite journal readers to 
consider whether there may be similar 
unmet health needs in their own 
patients that should be explored.
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Figure 1 Reported barriers to attending cervical screening in women with classic congenital adrenal 
hyperplasia. HPV, human papillomavirus.
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