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Cross sectional survey of cervical cancer screening in
women with learning disability

Ken Stein, Nick Allen

Evidence exists that cervical smears are rarely offered
to women with learning disability! We examined
whether women with learning disability were being
offered and were accepting screening.

Methods and results

All residents with learning disability in one English
health district who were known to health or social
services were identified from the computer records of
the local community health services trust and the
social services department. Records were adjusted for
double counting, and women eligible for cervical
screening were defined as all women aged 20-64 years.

Screening histories were checked against the
records of the cervical cancer screening programme.
To preserve confidentiality the data collection manager
who checked the records was blind to the nature of the
population under study. The proportion of eligible
women screened was compared with available data for
the whole district.

The local ethics committee advised that the study,
which was part of an audit programme, did not require
ethical approval provided that nothing was to be done
to the people concerned and adequate steps were
taken to ensure that confidentiality was maintained.

In all, 389 of the 461 women (age range 18-94
years) identified in the overall sample of 969 residents
(giving a district prevalence of learning disability of 2.2
per 1000) were eligible for cervical screening.

Forty nine (13% (95% confidence interval 9% to
16%)) of the eligible women had a record of a smear test
in the previous five years. Two (4%) had inadequate
smear tests, and one had follow up of a previously
abnormal test. No significant differences in mean age
were seen between women screened and those not
screened (40.4 years v 37.4 years). Coverage in women
with learning disability was markedly lower than for the
general district population (which was 88% in 1992-3%).

Comment

The sample population of residents with learning
disability probably did not include the entire district
population with learning disabilities; prevalence was
lower than expected (2.5 to 4 per 1000 population) and
may have included people without learning disability
who are in contact with those services—for example,
people with brain injury acquired in adolescence).
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However, such misclassification is unlikely to account
for the results.

Coverage in the cervical cancer screening pro-
gramme is markedly lower for women with learning dis-
ability than for the general female population. We were
not able to make appropriate exclusions on the grounds
of hysterectomy, although the number to whom this
would apply is probably small. It is difficult to say
whether the poorer coverage in women with learning
disability is inequitable or reasonable as little is known
about the incidence of cervical cancer in this population
group. In the general female population cervical cancer
is clearly related to sexual activity. Assumptions,
however, that people with learning disability are sexually
inactive may be wrong’' Moreover, although the
incidence of cervical cancer is extremely low in women
who have never been sexually active, we believe that such
women should still be invited for screening—if only to
record the grounds on which they have been excluded
from the screening programme.

Additional factors that may contribute to limited
access and may be amenable to change include low
demand for screening from women with learning
disability; perceived difficulty in obtaining consent for
screening’; difficulties with using appointment systems
and waiting rooms; uncertainty about whether general
practitioners or specialist teams are responsible for
routine care; poor liaison with specialist services; inad-
equate training of general practitioners in communica-
tion skills; pressure of competing demands from other
groups of patients.

Further research is needed into the effectiveness
and efficiency of screening and, perhaps most
importantly, into acceptability of screening by women
with learning disabilities.
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