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ABSTRACT: Cervical cancer represents a high burden in women’s health. Introduction of cervical cancer screening and Human
Papillomavirus (HPV) vaccination programs are making a measurable impact to reduce cervical cancer prevalence and mortality ina
number of countries. However, there are still discrepancies in service provision and uptake in different countries, with women with
intellectual disabilities being at greater risk of being impacted. The aim of this literature review is to highlight the current state of
cervical cancer screening, with a special focus on the barriers and enablers affecting women with intellectual disabilities. We found
that there are multiple obstacles for the uptake of cervical cancer screening among women in general, but even more in women
with intellectual disabilities. Barriers to cervical cancer screening can be due to geographical, psychosocial or economic reasons,
together with poor understanding by the caregiver/s and/or the patient herself or misconceptions from healthcare professionals.
Improved knowledge for caregivers, health care professionals and persons with intellectual disability will lead to better uptake
of cervical cancer screening. In conclusion, the implementation of enablers in order to overcome the obstacles faced by women,
especially those with intellectual disability, is a public health priority which has the potential to lead to less morbidity and mortality
related to cervical cancer.
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INTRODUCTION

ing. Introduction of Human Papillomavirus (HPV)
vaccination programs is also making a measurable

Cervical cancer represents a high burden in wom-
en’s health (1). It is well established that cervical can-
cer screening programs are effective in reducing
morbidity and mortality. Significant progress has
been made over the past years concerning screen-
ing strategies, namely the choice of screening test,
its frequency as well as the age to start the screen-

impact to reduce cervical cancer prevalence and
mortality. However, there are still discrepancies in
service provision and uptake in different countries,
with women with intellectual disabilities being at
greater risk of being impacted.

The aim of this article is to highlight that, over and
above the current discrepancies in cervical cancer
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screening programs and access to HPV vaccination
in different countries, there are further obstacles
faced by women with intellectual disabilities. This
is followed by an outline of the enablers and strat-
egies on how to improve cervical cancer screening
among this vulnerable group.

Current cervical cancer screening

According to a recent survey conducted by the Euro-
pean Board and College of Obstetricians and Gynae-
cologists (EBCOG) (2), 91% of European countries
have an organized national or regional screening
program for cervical cancer. Of these, 45% use both
cytology and testing for HPV as screening test, 31%
use cytology exclusively and 17% only perform HPV
testing. There are considerable differences regard-
ing the interval of the screening test. There are coun-
tries performing HPV detection triennially, while
others perform only conventional cytology every
5 years. Up to 69% of countries begin screening
for cervical cancer in women aged 25 to 29 years,
four of them using HPV detection as the screening
test. Six countries begin cervical cancer screening
before the age of 25. Almost all countries have imple-
mented national HPV vaccination program, except
in Poland and Turkey. The 9-valent HPV vaccine is
the most frequently offered (77% of countries). The
majority of the vaccination programs include both
girls and boys.

Cervical cancer screening in women

with intellectual disability

When compared with the general population, adults
with intellectual disabilities are more likely to die of
cancer, particularly that affecting the female genital
organs (3). Effective cancer screening must be avail-
able for all eligible individuals without discrimina-
tion. However low cancer screening participation
rates are evident in women with intellectual disa-
bility (4, 5). According to Kuper et al, women with
intellectual disabilities are less likely to undergo cer-
vical cancer screening (RR = 0.65, 0.50-0.84) (6). In
fact, the proportion of women with intellectual dis-
ability who are not screened for cervical cancer is
nearly twice what it is in the women without intel-
lectual disability, even in case of prior pregnancy (7,
8). There tends to be overreporting of receipt of Pap
tests among women with intellectual disability. Son
etal. (9) showed that, in the case of Pap smear, there
was only a 75% total agreement between self-report
and medical record of receipt of this test (9). A Swed-
ish cohort study suggests that patients with cervi-
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cal cancer and a preexisting diagnosis of an intellec-
tual disability have worse overall and cervical can-
cer-specific survival than other patients (10). This may
be partly attributable to cancer stage and sociode-
mographic characteristics at the time of diagnosis.
To date, there are marked variations and discrepan-
cies among countries in the delivery of cervical can-
cer screening programs (11), and this health inequity
is even more evident among women with intellec-
tual disability. These variations can be due to organ-
izational, economic or cultural reasons. The imple-
mentation of a unified policy of prevention, screen-
ing and early detection of cervical cancer is urgently
needed in order to optimize clinical outcomes and
ensure equal access to screening.

Barriers to cervical cancer screening

In general, barriers to cervical cancer screening can
be due to geographical, psychosocial or economic
reasons, together with poor understanding. Access to
services can be anissue, especially in remote areas.
Cultural issues and embarrassment, particularly in
case of lack of female health care professionals can
lead to failure to turn up for appointments. Other
psychosocial issues can include previous negative
experience, and possibly even sexual assault. Fear
of pain and/or anxiety about the result itself may
also deter women from undergoing cervical can-
cer screening. The cost of a gynecological appoint-
ment or time constraints could be some of the eco-
nomic barriers. Poor understanding of the signifi-
cance of cervical cancer screening and its role in can-
cer prevention, especially in asymptomatic women,
is another major factor where women end up not
considering it as a health priority.

In addition to the above, there are also barriers
which are specific to women with intellectual disa-
bility (12, 13). These challenges include communica-
tion barriers, lack of access to appropriate health-
care and social stigma. Another contributing factor
is a possible lack of understanding among health-
care providers and/or caregivers about the needs of
women with intellectual disability. One factor is that
of caregivers not knowing or not believing that the
exam is needed for their family member (14). This
can be due to family caregivers themselves lacking
knowledge about the need for cervical screening by
women in general, and in women with intellectual
disability. This can be coupled with the physician’s
or caregiver's assumptions that screening is unnec-
essary because they assume that women with intel-
lectual disability are not sexually active (15). Cervi-
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cal cancer screening and HPV vaccination inevitably
come with resource and budget implications, espe-
cially if strategies need to be adapted for popula-
tions with intellectual disability. These adaptations
include extended time slots, special training for
healthcare professionals and modified equipment.

Enablers for cervical cancer screening

Itis important for every community to work on ena-
blers in cervical screening, in particular in women
with intellectual disability. First and foremost, car-
egivers need to be better informed on the impor-
tance of cancer screening, thus increasing their own
knowledge as well highlighting the importance of
screening women with intellectual disability. The
accessibility to screening to women with intellec-
tual disability needs to be facilitated. The national
screening program has to be adapted accordingly
to ensure equity. According to Swaine et al. (14), the
most common response to what enabled women
with intellectual disability to receive the exam was
appropriate preparation prior to the exam itself.

DISCUSSION

The implementation of enablers to overcome the
obstacles faced by women, especially those with
intellectual disability, is a public health priority. The
latter has the potential to lead to less morbidity
and mortality related to cervical cancer. Improving
cervical cancer screening for women with intellec-
tual disabilities requires a multi-faceted approach
that addresses the unique challenges faced by this
population. Several strategies can be employed to
enhance cervical cancer screening in this group.

Education and awareness need to be tailor-made
and aimed towards women with intellectual disa-
bilities; caregivers and families; and healthcare pro-
viders respectively. Women with intellectual disabili-
ties need to be provided with accessible, easy-to-un-
derstand information about cervical cancer, the
importance of screening, and how the screening
process works (16). This can be done through sim-
ple language, visual aids, and videos (17). Empow-
ering women with intellectual disabilities to under-
stand the importance of regular screening and their
rights can improve engagement. Since caregivers
and family members often make healthcare deci-
sions on behalf of women with intellectual disability,
they also need to be educated and informed about
the need for regular screening. Hence, they can

become more supportive in facilitating the screen-
ing process (15).

Healthcare providers including general practition-
ers, gynecologists and nurses, need to be trained
on the unique needs of women with intellectual
disabilities (Power et al, 2024). This includes under-
standing the communication challenges and how
to modify their approach to make these women
feel comfortable and supported during the screen-
ing. In the clinic, strategies need to be adopted by
healthcare professionals for building good rapport
to help build trust, especially in women with intel-
lectual disability. This is crucial to obtain equitable
and accessible informed consent from the person
with intellectual disability (18).

According to the Queensland Council of Social Ser-
vices (19), these strategies include being clear about
the healthcare professional’s role and the purpose
of the interaction. Using a person'’s preferred name
when speaking with them and having a pleasant tone
that is clear and precise. Words and expressions
that may be unfamiliar need to be explained using
age-appropriate language and avoiding jargon. One
needs to speak slowly and leave pauses for the per-
son to process the healthcare professional's words.
It is important to speak directly to the person con-
cerned. The healthcare professional should ask one
guestion at a time and provide adequate time for
the person to process the question and then formu-
late and communicate their response. If the person
uses a communication device, it must be ensured
that they have access to it, and if necessary, the
healthcare professional should read the directions
(usually on or in the device/book) and use the device
with them. If it is necessary to obtain part/all history
from the carer, it is important to still maintain the
focus on the person with the intellectual disability
through eye contact and body language. Through-
out the consultation, particularly during examina-
tions involving intimate areas, any healthcare profes-
sional should convey acceptance by showing inter-
est and concern. This applies to all patients, but in
particular to women with intellectual disabilities.
Longer appointment times are needed to allow for
more time to explain the procedure itself, manage
anxiety, and offer breaks if needed (20). The environ-
ment needs to be adjusted to create a welcoming,
non-judgmental atmosphere that caters to the sen-
sory and communication needs of women with intel-
lectual disabilities. This might include a quiet room,
visual cues, or the presence of a trusted person to
help reduce anxiety. Healthcare assistants or sup-
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port workers who are trained in working with indi-
viduals with intellectual disabilities are needed to
ensure that this vulnerable group feels comfortable
and supported throughout the screening process.
For women with intellectual disabilities who face
transportation or other access barriers, telemedicine
consultations might be useful for initial pre-screen-
ing assessments, education, and follow-up (21).
Pre-screening assessments can help identify the
specific needs and challenges of women with intel-
lectual disabilities before they undergo cervical can-
cer screening, such as anxiety, lack of understand-
ing or any previous trauma. However, actual screen-
ings would still need to occur in a clinical setting.
For women who experience anxiety or fear around
screenings, allow for a gradual introduction to the
process. Using mobile health clinics or community
outreach programs can facilitate the provision of
cervical cancer screening services in community
centers or at locations where women with intel-
lectual disabilities and their caregivers can easily
access them. Peer support networks can be estab-
lished where women with intellectual disabilities who
have undergone screening can share their experi-
ences with others. This could reduce fear and pro-
vide a sense of community.

Increased outreach and advocacy can be carried
out via public health campaigns. These campaigns
raise awareness about cervical cancer screening
specifically targeted at women with intellectual dis-
abilities, their families, caregivers, and communi-
ty-based organizations. In addition, if held in collab-
oration with disability advocacy groups, these can
focus on the benefits of screening and how to nav-
igate the process. Educational materials and train-
ing can be provided for both the women and health-
care professionals.

Access to affordable and convenient healthcare
services, including routine screenings, may involve
policy changes or advocacy for better coverage of
these services for women with intellectual disabil-
ities. The promotion of the integration of services
for these people within mainstream health services
makes the process of screening and follow-up more
inclusive. By incorporating these strategies, it is pos-
sible to improve cervical cancer screening rates and
outcomes for women with intellectual disabilities,
ensuring they have equal access to preventative
care and health services. Co-production studies to
address inequities in cervical screening participa-
tion, such as the one carried out by Bateson et al.
(22) and Petitpierre et al. (17), are very much needed.
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CONCLUSIONS

While great progress has been achieved in the fight
against cervical cancer, it isimportant to continue work-
ing on enablers for cervical cancer screening, in par-
ticular in women with intellectual disability. While HPV
vaccination during the teenage years plays a crucial role
in cancer prevention, cervical cancer screening is still
necessary. This is a very pressing public health issue
which can lead to less morbidity and mortality among
women with intellectual disability. Future research is
needed on pilot programs testing modified screening
protocols, to be able to better inform policy makers
and thus implement the very much needed changes.
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