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Immunisation against HPV in girls
with intellectual disabilities
Rebecca MacLeod,1 Catherine Tuffrey2
Since September 2008 in the UK, immunisation against human papillomavirus
(HPV) has been routinely offered to all
girls aged 12–13 years as part of the childhood immunisation programme. It has
been shown in previous research, that
children attending schools for children
and young people with intellectual disability are less likely to receive routine vaccines compared with non-disabled peers.1
Unpublished data from an audit carried
out in the Portsmouth district suggests
similar issues for HPV vaccination. This
paper looks at what we know about HPV
infection and the risks to individuals with
intellectual disability, as well as why
immunisation rates may be lower and
what we should do about this.

RATES OF HPV IMMUNISATION
There has been no research published
which looks speciﬁcally at HPV vaccination rates in disabled girls and we are not
aware of any routine collection of such
data. A recent study from Bristol2 showed
that rates in young women in nonmainstream educational settings were signiﬁcantly lower than those in mainstream
schools. This was a heterogeneous group,
however, with schools for young people
with ‘signiﬁcant additional needs’ combined with pupil referral units, young
offender units, hospital schools and
home-educated girls.
Research in other disadvantaged groups
has shown in some populations that HPV
vaccination rates are signiﬁcantly lower in
communities with high social deprivation3
and among ethnic minority girls,2 3 girls
of travelling families, ‘Looked after
Children’, some religious groups and girls
who are not in school.4
Our own local unpublished data
showed uptake in girls in local schools for
moderate or severe intellectual disabilities
in 2010–2011 was signiﬁcantly lower
than that compared with girls in a local
mainstream school (77% vs 93%)
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although socioeconomic status and ethnicity were not controlled for. Anecdotal
reports from local school nurses indicate
that obtaining truly informed consent for
the vaccine from the parents of girls with
intellectual disabilities is considerably
more challenging. Informed consent
requires sufﬁcient information to be available to enable the weighing up of the risks
and beneﬁts to that individual. So what
information is available?

CERVICAL CANCER RISK
Cervical cancer is the second most
common cancer of women worldwide.5
The introduction of a national cervical
screening
programme
signiﬁcantly
reduced the incidence of cervical cancer
and associated mortality. However, in the
UK, the lifetime risk remains at 1 in 134
and approximately one-third of women
die within 5 years of diagnosis of invasive
cervical cancer.6 Persistent infection with
high-risk types of HPV is detectable in
more than 99% of cervical cancers.7 The
HPV vaccine is over 99% effective at preventing HPV-associated precancerous
lesions.8

CERVICAL CANCER IN WOMEN WITH
INTELLECTUAL DISABILITIES
It is difﬁcult to ﬁnd speciﬁc data on cervical cancer rates in the adult intellectually
disabled population. There is ample data
showing that health outcomes generally
are worse than those for the general
population, with all-cause mortality rates
among people with moderate to severe
intellectual disabilities being three times
higher than the general population.9 In
part, this has been found to be due to barriers in accessing timely and effective
healthcare. Although women with intellectual disabilities appear to be at lower
risk of cervical cancer than the general
population, their risk is not negligible.10
Cytological abnormalities are found in
between 0.2% and 4% of smears taken
from women with intellectual disabilities,11 compared with a rate of 5.9% in
the general population.12 Whether this is
due to suboptimal smears, a lower prevalence of HPV or a combination of both
remains to be shown.11 There is a signiﬁcant lack of data in the medical literature

on the actual risks of HPV infection
within this speciﬁc population.

RISK FACTORS FOR HPV
The main risk factors for cervical cancer
among HPV-positive women are early age
at ﬁrst intercourse, the most recent sexual
relationship starting more than 6 years
previously and cigarette smoking.13 For
cigarette smoking, there is a strong dose–
response relationship and smoking has
been shown to act with HPV to cause cervical neoplasia. Smoking rates among
those with mild and moderate intellectual
disability have been shown to be similar to
or higher than the general population in
adolescence.14 Rates of smoking in adults
varies between studies, with rates overall
lower than the general population; but in
some samples with milder intellectual
disabilities, rates are higher than in the
general population.9 Studies looking at
contraception in adult women with intellectual disabilities have shown differing
patterns to the general population with signiﬁcantly less use of barrier methods,15
thus increasing the risk of sexually transmitted diseases, including HPV.

ACCESS TO CERVICAL SCREENING
Studies have widely reported that women
with intellectual disabilities have signiﬁcantly reduced access to screening. In a
population of nearly 400 women in an
English district who had intellectual disabilities and were eligible for cervical
screening, only 13% had a record of a
smear test in the previous 5 years.16 This
was signiﬁcantly lower than the 88%
coverage for the general population in the
same geographical area. A recent literature
review identiﬁed several main barriers for
women with intellectual disabilities accessing screening services: uninformed attitudes and lack of training of professionals,
carers and service users; inadequate
resources and invitation letters; and issues
around a perceived difﬁculty in obtaining
consent.17
Recommendations for future practice to
break down these barriers are endorsed
without hesitation, but changing culturally
embedded professional and lay attitudes is
never a quick process. Achieving an equitable HPV vaccine coverage for girls with
intellectual disabilities could go some way
towards protecting a vulnerable population from a disease where access to screening is reduced.

INFORMATION PROVISION
The Department of Health publishes a
standard fact sheet that is designed for
obtaining parental consent for HPV
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vaccination. No speciﬁc information
leaﬂet for parents of girls with intellectual
disabilities exists nationally. An ‘easy read’
version of any information should be
available for those girls and young women
who have capacity to consent but ﬁnd
standard information too complex to
access. It must also be remembered that
some of these girls’ parents may also have
intellectual disability and would also
beneﬁt from more accessible information.

WHY PARENTS WITHHOLD CONSENT
It is well recognised that the parents of
girls, in general, may withhold consent
because of unfounded concerns around
the safety of the vaccine,18 although there
are very few individuals who cannot
receive the vaccine. The only contraindication is a conﬁrmed anaphylactic reaction
to a previous dose (or any component) of
HPV vaccine.19
The objective of the programme is to
vaccinate all females before they reach an
age when the risk of HPV infection
sharply increases. Many parents have
expressed the opinion that they feel their
daughters are given the vaccine at an
inappropriately young age, and thus may
construe that by consenting at such a time
they are condoning underaged sexual
activity.18 Some parents of intellectually
disabled girls may share these opinions.

SOCIETAL ASSUMPTIONS
There may also be parental assumption
that the vaccine is unnecessary because
their intellectually disabled daughters will
not be sexually active in the future.
Societal views and attitudes are often
incorrect, with a tendency to infantilise
disabled adults and to perceive them as
asexual.20 Professionals too may hold
such views. Empirical research has challenged this view for adults with intellectual disabilities. Reid found that around
half the individuals in a population of
adults with profound intellectual disabilities were engaged in some sort of sexual
activity.21 He found no correlation with
intellectual ability.
Peckham reviewed the available evidence and concluded that intellectually
disabled individuals are highly vulnerable
to, and indeed at increased risk of, sexual
abuse.22 Prevalence rates cited in the literature vary hugely but are reported to
range from 8% to as much as 83%,
depending on deﬁnitions used. So, should
health professionals be sensitively sharing
this evidence with parents as part of the
routine process for obtaining informed
consent for HPV vaccination? It would

2

present an ethical challenge and may have
signiﬁcant time and training implications
for staff.

THE FUTURE
There should be no inequalities in the
delivery of any immunisation programme,
and this includes that for HPV. However,
for a variety of reasons, girls with intellectual disabilities may be particularly vulnerable to remaining unprotected and health
professionals will, therefore, need to go
the extra mile to ensure equity. We
suggest the following:
▸ Routine data collection of immunisation rates in girls with disabilities
attending both special school and
mainstream settings.
▸ Targeted training of school nurses,
general practitioners, paediatricians
and other relevant professionals to
highlight the issues and plan local
responses to ensure optimal uptake.
▸ Development and widespread availability of speciﬁc and relevant patient
information to ensure that truly
informed parental consent is obtained.
▸ Provision of techniques, such as social
stories, should be explored in addition
to written information to help young
women themselves understand, where
possible, the risks and beneﬁts of
immunisation.
▸ Services seeing adults with intellectual
disability need to be aware that
immunisation may have been missed in
adolescence and to offer it to women
at risk.
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