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Abstract

Background The epidemiology and pattern of cancer in people with an intellectual disability is poorly documented.
Emerging evidence reports that a different profile and trajectory of cancer burden is experienced in this population.
The prevalence and incidence of cancer in this group have not been systematically synthesised. This review will
address a significant gap in the evidence base.

Methods The Joanna Briggs Prevalence and Incidence methodology was used to guide the conduct of this review.
Reporting the review adheres to the PRISMA checklist. Observational studies reporting prevalence and incidence

of cancer and cancer subtypes in adults with intellectual disability were identified through searches of Embase,
MEDLINE, CINAHL, PsycINFO, Web of Science, and grey literature from database inception dates to May 2025. A
modified JBI Critical Appraisal Checklist was used to assess study quality. Meta-analyses were completed using
Meta-XL,, with pooled estimates reported where appropriate and narrative synthesis provided for heterogeneous
results.

Results Two articles reported cancer prevalence and ten reported cancer incidences. The pooled prevalence was
2% (95% Cl: 1-3%). Incidence estimates varied from 1.0 to 4.7% but were from studies with different designs and
follow-up periods, limiting direct comparability. Overall, findings tentatively suggest a similar to lower overall cancer
prevalence and incidence to the general population, but some studies reported higher rates of ovarian, testicular
and unknown primary cancers. The methodological quality of most (n=11) studies was high. Meta-analyses showed
substantial statistical heterogeneity for included incidence studies reflecting methodological and clinical differences.

Conclusions Comparisons across studies are limited by heterogeneity in definitions of intellectual disability, study
settings and cancer case identification. Challenges in synthesising cancer data in this population highlight the urgent
need to identify people with intellectual disabilities at a population level and in cancer registries to help develop
evidence that supports policy and practice in this area. Robust evidence is needed to inform clinical decision-making
and policy development as the current epidemiological evidence is currently insufficient for this purpose.
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Background

Intellectual disability (ID) comprising of 1-3% of the
population [1] is a lifelong neurodevelopmental condition
that originates during the developmental period with sig-
nificant deficits in intellectual functioning, and adaptive
behaviour, consisting of conceptual, social, and practical
skill [2]. People with intellectual disability have a complex
health profile, with a higher prevalence of certain condi-
tions, including epilepsy, sensory issues, cerebral palsy,
obesity, osteoporosis, congenital heart defects, and thy-
roid disorders [3—6]. They experience health inequali-
ties and inequities [7, 8], and die at much younger ages
than the general population [9-12] often from conditions
which would have been amenable to good quality health-
care [3, 13].

Cancer is one of the most characterised diseases in
the general population with well documented data on
incidence, prevalence and outcomes across high income
countries [14—17]. However, despite increasing atten-
tion to health inequities for people with intellectual dis-
ability the descriptive epidemiological cancer evidence
is lacking and inconsistent. Emerging evidence signals
that people with intellectual disability have a higher like-
lihood of developing cancer [18, 19], developing cancer
at younger ages [20—-22], and dying from cancer [21-23].
More recent evidence also highlights some specific dis-
orders (e.g., Down’s syndrome) and certain genetic muta-
tions (e.g. neurofibromatosis type 1) potentially elevating
the risk for developing particular cancers [24].

Recent population-based studies in people with intel-
lectual disability are reporting that people with intel-
lectual disability are more likely to be diagnosed with
metastatic breast and colorectal cancer [20], cancer of
the female uterus and male genital cancers [21]. Con-
cerningly, in these studies, people with an intellectual dis-
ability are commonly diagnosed with cancer at advanced
stages which supports an English study that found that
over a third of all cancers in a population of people with
intellectual disability were diagnosed at late stages in
emergency presentations [25]. These inequalities with the
general population are potentially exacerbated by lower
screening rates. Diverse barriers exist which inhibit can-
cer screening for those with intellectual disability such as
unpreparedness, fear, communication issues from both
health professionals and patients, and a lack of knowl-
edge [26].

Despite these concerning trends, the overall body of
available epidemiological evidence provides mixed find-
ings of cancer in adults with intellectual disability. Over-
all, the data on the prevalence and incidence of cancer in
this population is inconclusive with existing studies vary-
ing widely and as far as we are aware, no study has to date
undertaken a detailed prevalence and incidence evidence
synthesis. Such reviews are important as they provide
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information on cancer burden, trends and geographi-
cal distributions while allowing healthcare professionals
and policymakers to understand disease burden in popu-
lations. To address this gap the aim of this review is to
estimate the prevalence and incidence of cancer in adults
with intellectual disability and where possible, identify
any trends in subgroups based on age, sex and severity of
intellectual disability.

Materials and methods

Intellectual disability definition

Intellectual disability begins before adulthood and is
characterised by having a significantly reduced ability
to understand new or complex information and to learn
and apply new skills (impaired intelligence and mental
capacity) which results in a reduced ability to cope inde-
pendently (impaired social functioning) and has a life-
long effect on development [27]. An IQ of less than 75
is indicative of limitations in intellectual functioning and
those with an intellectual disability e.g. Down Syndrome
typically learn more slowly and may not grasp abstract
concepts [28].

The authors are committed to inclusive and respect-
ful content upholding the principle that language shapes
perceptions and influences discourse. Therefore, we do
not condone the use of derogatory, offensive, or discrimi-
natory language in any of our articles and any reference
to derogatory language has been removed from studies
included in this review.

Registration and reporting

This systematic review followed the JBI guidance for
Systematic reviews of prevalence and incidence [29].
Reporting the review adheres to the PRISMA (Pre-
ferred Reporting of Items for Systematic Reviews and
Meta-Analyses) [30] reporting guidelines. The review
protocol was published in 2024 [31]. The protocol is
registered at the International Prospective Register of
Systematic Reviews (PROSPERO; registration number:
CRD42023423584). Supplementary methodological files
are hosted on Open Science Framework (OSF) (available
here https://osf.io/ruaqg5/.)

Eligibility criteria

Types of studies

Eligibility criteria included quantitative studies that were
observational (retrospective and cross sectional), and/or
longitudinal with published baseline data that had esti-
mated or presented data on the prevalence or incidence
of cancer in adults with intellectual disability. No geo-
graphical, date or language restriction was applied. Stud-
ies were only included if the numerator and denominator
of the prevalence and incidence estimation fraction was
reported.
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Types of participants

Adults (=18 years) of any sex, ethnicity or socioeconomic
status who are identified as having intellectual disability
e.g. by self-report or administrative data were included in
this review. Differences in reporting across countries and
jurisdictions were considered. Studies reporting on chro-
mosome abnormalities were assessed for the presence
of intellectual disability and where specific conditions
where intellectual disability could not be assumed (for
example cerebral palsy) those were excluded unless the
presence of intellectual disability could be determined.

Outcomes

The primary outcome measures were: (1) the prevalence
of any type of cancer, (2) the incidence of any type of can-
cer. The secondary outcomes were the prevalence and
incidence of cancer subtypes. The underlying informa-
tion for these outcomes were cancer diagnoses, which
were made in different ways. All cancer types reported
in the included studies had to be diagnosed by an appro-
priately qualified medical professional with or without
classification, self-reported or obtained from appropriate
cancer registries.

Search strategy

Database search

The Condition Context Population (CoCoPop) frame-
work [32] was used to frame the search strategy, and a
subject librarian undertook all database searches and
imported the results into Covidence. Embase (Elsevier;
1947-), MEDLINE (EBSCO; 1879-), CINAHL Ultimate
(EBSCO; 1937-), PsycINFO (EBSCO; 1967-) and Web
of Science — Core Collection (Clarivate; 1945-) were
searched with no limits or filters placed on the search.
Each database was searched from inception to May 2025.
The reference lists from included full-text articles were
hand searched and forward citation searching under-
taken. To increase the sensitivity of the search, NEAR
proximity operators were applied to the keyword search.
The search strategy was peer-reviewed by two additional
Subject Librarians and the Peer Review of Electronic
Search Strategies (PReSS) checklist to improve quality of
the literature search was followed [33]. Supplementary
searches for grey literature were also undertaken. Full
details of the search strategy are detailed in McMahon et
al. (2024). Supplementary file 1.

Study selection and quality assessment

Screening of titles and abstracts Three review-
ers screened (SW, AW, LL) the title and abstracts and
retrieved articles independently based on eligibility crite-
ria. Any conflicts were resolved through discussion and
moderation with an independent researcher not included
in the screening process (MMcM). The primary discussion
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points at this stage were studies that did not report on the
presence of intellectual disability. The online reviewer tool
COVIDENCE (https://www.covidence.org/) was used to
manage the screening process and EndNote X20 by PDF
Tron™ Systems Inc was used to manage bibliographies.

Screening of full text reports Three independent
reviewers (LL, AW, SW) reviewed the full text of all arti-
cles and conflicts were resolved through discussion with
the lead author (MMcM).

Assessment of methodological quality To assess the
methodological quality of included studies a modified
version of the JBI Critical Appraisal Checklist for Studies
Reporting Prevalence Data was used for all studies [29].
This nine-question tool addresses the: appropriateness of
the sampling frame and study participants; the adequacy
of the sample size; the description of study subjects and
setting; sufficiency of data analysis; validity of identifi-
cation of condition; reliable measurement of condition;
appropriate statistical analysis; and, response rate. For
each question there is a ‘yes] ‘no; ‘unclear’ or ‘not appli-
cable’ response. Two reviewers [AW, LL] independently
determined the strength of each included study where
‘ves’ and ‘not applicable’ are scored ‘2, unclear scored
‘I’and ‘no’ scored ‘0’ This left a range of scores of ‘0-18’
with 18 being the highest quality.

Data synthesis Meta-analyses of overall prevalence and
incidence data from the included studies were conducted
using MetaXL. Due to the level of heterogeneity, results
are presented narratively, with pooled estimates provided
where appropriate. Full meta-analytic outputs are avail-
able as supplementary files.

Data extraction A comprehensive data extraction form
was predesigned and piloted on five records to assess suit-
ability for the review. No changes were required after the
pilot. Data extracted to the form included: Authors and
year; Country of study; Study design; Sample origin; Age
range (mean (SD); median); Sex (male/female as reported)
(%); Measurements (ID=IQ<70); Cancer diagnosis
method; Subtype of cancer(s) as per ICD-Classification
system; Death (%);Sample size N; and Cancer prevalence
or incidence % (95% CI) which included comparative and
subgroups if available. One reviewer (LL) extracted data
and a second reviewer (SW) reviewed extraction to cor-
roborate accuracy and comprehensiveness.

Results

Search and selection results

Database search

Figure 1 (PRISMA Flow Diagram) illustrates the results
of the search and selection process. The database search
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Fig. 1 Preferred Reporting Items for Systematic Reviews and Meta-Analyses for Cancer in adults with intellectual disability: a systematic review of preva-
lence and incidence
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for prevalence and incidence studies identified 3,321
records for consideration and a further 190 records
were identified from other sources (e.g. citation search-
ing). Two additional studies that were included at this
stage were preprints [34] the first that was subsequently
published in July 2024 [21] and the second is in print
as of May 2025 [35]. A rerun of the search in May 2025
resulted in 182 additional articles. The total number of
articles include for review was 3,693. Following removal
of duplicates (n=1,676), 2,107 records were screened, of
which 1,934 were excluded after title and abstract review.
In total, 83 full text records were reviewed. At this stage
71 total records were excluded for example children and
adults could not be separated in 20 studies, only mortality
rates were available in five studies, full text was unavail-
able for three articles, one article could not be translated
into English and in four studies intellectual disability
could not be established. This resulted in 12 studies that
were quality appraised and subsequently included in the
review.

Main results

Description of included studies

Included studies were conducted in various countries,
including the UK [36] Australia [37, 38], France [39, 40]
Denmark [41] Germany [42] Sweden [43], Finland [41],
Scotland [21] and the Netherlands [35]. Most studies
used national or regional health registries [35, 44] and/
or relied on — linked — administrative, survey [38], or
institutional data [43]. The age of participants varied
widely from 18 years to over 85 years. Overall, gender
was in general balanced apart from two studies [37, 40]
who included only female participants. Level of intellec-
tual disability was not reported in most studies with two
studies [36, 37] only reporting it. Study results were very
diverse, with low consistent measures. Of the 12 studies
included in this review, two studies reported Odds ratio
(OR) or ORs could be calculated from overall population
data reported [38, 45] for prevalence. Most incidence
studies [35, 41, 43, 44, 46—48] reported cancer counts and
overall population with four studies using SIR for inci-
dence studies [21, 42, 46, 47]. Using the modified version
of the JBI Critical Appraisal Checklist for Studies Report-
ing Prevalence Data ([29], most studies had a medium
to high quality score (Appendix). Characteristics of all
included studies are summarised in Table 1.

Key findings

Prevalence of cancer

Of the two studies that reported prevalence, one study
[36] compared the likelihood of cancer in individuals
with intellectual disability versus the general popula-
tion using effect sizes (ES) expressed as ORs. McMahon
and Hatton (2021) [36] (OR=0.39, 95% CI [0.16, 0.97])
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reported a lower odds of reporting cancer in comparison
to the general population. One study [47] also reported
on prevalence proportions within the intellectual dis-
ability population who had cancer, independent of direct
comparison to a control population. Reported cancer
prevalence ranges from approximately 1 to 2.3% [38, 45].

A meta-analysis of the two prevalence studies was con-
ducted (Fig. 2). Heterogeneity was low (I* = 9%), support-
ing the appropriateness of combining the study results.
The pooled prevalence was 2% (95% CI: 1-3%), indicating
a small but statistically significant overall estimate across
the included studies.

Incidence of cancer

Incidence and sex-stratified meta-analyses are available
in Supplementary File 2, with the key findings reported
narratively below. High heterogeneity in this analy-
sis reflects variation in study methods, populations and
measurement and as a result, cautious interpretation is
warranted. Ten studies [21, 35-50] reported on the inci-
dence of cancer in adults with intellectual disabilities.
Hasle et al. (2000) [46], Sullivan et al. (2003, 2004) [37,
38] and Patja et al. (2006) [41] all reported consistently
low estimates of around of 1-2% while Krieg et al. (2024)
[42], Cuypers et al. 2025 [35] and Ward et al. (2024) [21]
reported higher incidence rates ranging from 2.9 to 4.7%
respectively. As with prevalence rates, the incidence of
cancer in adults with intellectual disability ranged widely
across studies. Meta-analysis was completed for the nine
studies that used percentage of cases.

Incidence stratified by gender

Analysis of cancer incidence stratified by gender, com-
paring the ORs for females and males with intellec-
tual disabilities was undertaken. Ward et al. (2024) [21]
indicated a statistically significant lower risk of cancer
in both males and females with intellectual disabilities
(Total SIR=0.76, 95%CI 0.7-0.82). Furthermore, Krieg
et al. (2024) [42], (OR=0.79, 95%CI 0.57-1.09, p =0.144),
and Sullivan et al. (2004) [38] (Males SIR =0.29, 95%CI
0.24-0.36; females SIR =0.45, 95%CI 0.36—0.55) reported
a lower but not statistical difference in cancer inci-
dence. In the most recent study Cuypers and colleagues
[35] reported that cancer incidence was slightly higher
in females (OR=0.82 95% CI 0.79-0.86) with intellec-
tual disability than in males with intellectual disability
(OR=0.78 95% CI 0.75-0.81) but significantly lower than
the general population.

Subtypes of cancer, age and severity of intellectual disability
Due to significant variability in cancer subtypes among
people with intellectual disabilities we were unable to
undertake meta-analysis. Overall, the studies revealed
a distinct pattern of cancer subtypes in adults with
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Fig. 2 Meta-analysis of prevalence studies

intellectual disability. Haematological malignancies, par-
ticularly leukaemia was prominently reported in people
with Down Syndrome [42, 46]. Conversely, Krieg et al.
(2024) [42] reported lower incidence rates of digestive,
respiratory, and genital cancers in people with Down
syndrome. Cancers of the digestive system including
colorectal cancer were reported [21, 42] with Ward et al.
(2024) [21] also reporting elevated risks for ovarian and
uterine cancers in women with intellectual disability,
and higher rates of testicular cancer in males. Patja et al.
(2005) [41] reported increased risks of testicular cancer
in men with Down syndrome. Trétarre et al. (2017) [40]
found the incidence of breast cancer was similar to that
of the general population (standardised incidence ratio,
SIR 0.857, 95% CI 0.42-1.53). Other cancers, for example
melanoma and other skin cancers were comparatively
rare but still reported, with Pellikaan et al. (2023) [47]
noting occasional unique subtypes, such as intracranial
hemangiopericytoma in Prader-Willi Syndrome with low
rates of malignancies associated with this syndrome. Sul-
livan et al. (2004) [38] reported that the age-standardised
incidence of all cancers in people with intellectual dis-
ability was not significantly different from the general
population. Similarly, Trétarre et al. (2017) [40] found
the age risk was not significantly different from that of
the general population. Hasle et al. (2000) [46] reported
the unique situation of no leukaemia after the age of 29
years along with no significant increase in solid tumours
in people with Down syndrome. The most recent study
[35] from Cuypers and colleagues reported an overall
lower incidence of combined cancer types in adults with
intellectual disability compared to the general popula-
tion, but there were higher incidences of unknown pri-
mary, oesophageal and all female genital cancers, with
lower rates of skin cancer. People living in residential
care - potentially reflecting increased severity of intel-
lectual disability - had the lowest overall cancer incidence
and interesting, this study reported that those with intel-
lectual disabilities were diagnosed with cancer nearly 10

years earlier on average than the general population, with
incidence peaking between ages 55-64 years.

Discussion

Our systematic review yielded quantitative findings indi-
cating wide variability in the prevalence and incidence of
cancers in adults with an intellectual disability. An incon-
sistent and complex summary of cancer burden in this
population is presented. Overall, while studies here show
a trend of lower rates of overall cancers [36, 43], there
is evidence of an increase in specific cancer subtypes
from other studies, such as ovarian, unknown primary,
oesophageal and testicular cancer [21, 35]. Reported
prevalence ranged from 1 to 2% [38, 45] while, there was
significant divergence in cancer incidence, ranging from
1-3% [37, 46] to higher incidence in recent studies (Ward
et al., 2024: 5%) [21]. Importantly, the Ward et al. (2024)
[21] study uses population-level data to identify an over-
all lower incidence of cancer in the intellectual disabil-
ity population compared to the general population but
reports higher rates of metastatic cancer of unknown pri-
mary origin (female SIR=1.70, male SIR=2.08), cancer
of the uterus (female SIR =1.63), ovarian cancer (female
SIR=1.59), kidney cancer (female SIR=1.85), and tes-
ticular cancer (male SIR =2.49). Similarly, the Cuypers et
al., 2025 study reports higher rates of unknown primary
(OR 1.60), and oesophageal cancer (OR 1.26). Concern-
ingly, despite the lower overall incidence reported, the
Ward et al. [21] study also reports that people with intel-
lectual disability are more likely to die from cancer than
the general population. Similar findings by Cuypers et al.
(2022; 2025) [23, 35], reported that people with intellec-
tual disability die from cancer at younger ages. This dem-
onstrates a clear trend of higher cancer deaths despite a
lower comparable incidence to the general population.
When the results of the recent Mahar et al. (2024) [20]
study, which reported the prevalence of intellectual dis-
ability among people diagnosed with cancer, is consid-
ered where people with intellectual disability were more
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likely to be diagnosed with breast and colorectal cancer at
later stages—a worrying picture emerges and highlights
the urgent need for greater understanding of cancer epi-
demiology in this population, particularly with the need
to influence and inform in four primary areas: cancer
disease burden with a particular focus on subgroup dif-
ferences; identifying inequalities and inequities that exist
across the diagnostic spectrum; improving cancer detec-
tion using a pre-emptive health surveillance approach
and addressing research gaps and informing policy and
clinical guidance.

The meta-analyses indicate substantial heterogeneity
for cancer incidence and sex-stratified analysis across
the included studies, due to clinical and methodological
heterogeneity. It is therefore important that the findings
in the supplementary files are interpreted with caution,
as these summary estimates may lead to unreliable and
misleading conclusions [45]. They do however also help
illustrate the scale of the challenge and the extent of the
cancer burden in adults with intellectual disability.

On one level, the lower prevalence and incidence rates
may be attributable to the non-identification of people
with an intellectual disability in the population, referred
to as the ‘hidden majority’ in administrative data [44, 48].
For example, the majority of people with an intellectual
disability are not known to services, making them dif-
ficult to identify in health and social care registries and
therefore prohibit the linkage to national cancer reg-
istries. However, the Scottish study from Ward et al
(2024) [21], bridges this gap by linking census data with
National Cancer Registry data, making it more likely to
capture those not known to health and social care ser-
vices and, theoretically, reflecting the population of peo-
ple with intellectual disability more broadly. There are,
however, limitations—with low absolute case numbers
for some cancers limiting the study’s power to detect dif-
ferences. From this perspective, coupled with older data
identified in this review [41, 46, 47, 50] there needs to
be concentrated and collaborative effort among research
communities to identify and measure intellectual disabil-
ity in a consistent manner and engage in data linkages to
identify people with intellectual disability who have can-
cer and to unite to explore better use of data sharing and
integration.

Additionally, the concept of diagnostic overshadow-
ing [51]— arising from a cognitive bias where present-
ing symptoms are attributed to the intellectual disability
rather than investigated as potential signs of other con-
ditions—may overshadow cancer diagnoses. In this situ-
ation, cancer rates will continue to appear low because
they are not identified and recorded. There is a wealth
of evidence that supports this theory [3, 49, 52], and the
Mabhar et al. (2024) [20] and Cuypers et al. (2025) [35]
studies highlights the late-stage diagnosis of cancers in
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people with an intellectual disability. Additionally, the
high prevalence of multimorbidity [4, 53, 54] in this pop-
ulation also complicates diagnosis with the added burden
of complex clinical presentations and the reduced abil-
ity to self-report symptoms in many cases. It is therefore
reasonable to question how common it is for people with
intellectual disability to have cancer but never receive a
diagnosis and die from cancer or issues secondary to can-
cer due to factors such as communication barriers and
healthcare access issues.

Furthermore, national cancer screening programmes
are also an important public health intervention. How-
ever, if cancers are occurring in this population at
younger ages, then policy makers and national cancer
screening programmes should consider if they need be
adapted to meet their needs [55]. This should be con-
sidered a human rights issue under the United Nations
Rights of Persons with Disabilities (2006) [56]. Nev-
ertheless, as far as we are aware, there is no evidence
that explores the effectiveness of cancer screening pro-
grammes for people with an intellectual disability. How-
ever, some evidence shows that those living in residential
settings or have a higher intellectual disability level par-
ticipate in less screening [52]. This requires attention,
as does the recording of cancer diagnosis and staging in
people with intellectual disability. For example, a recent
study has reported an increased risk of missing stage
data at diagnosis for adults with intellectual disability in
Canada [57]. This creates problems at both an individual
level, where treatment decisions are impacted for the
person themselves and at a population level, where over-
all surveillance and reporting are compromised. These
differences underscore a significant health inequality and
inequity that also require attention [58].

It is critically important to discuss the heterogeneity
observed between studies, which underscores the chal-
lenges in quantitatively synthesising cancer prevalence
and incidence in this population. Differences in study
populations, study design, methodology, sample size
and outcomes were observed. While this limits gener-
alisability, it highlights the challenges associated with
undertaking such a review and underlines the urgent
need to address these issues to improve future research.
As attempts are made to reduce heterogeneity, future
research should focus on the improved identification of
people with an intellectual disability with more robust
methodologies. Additionally, the concept of targeted
screening for high-risk subtypes of cancer (for example,
breast and colorectal cancer at younger ages) should be
a focus of future research, as well as the evaluation of the
implementation of educational training programmes for
those involved in the care of people with an intellectual
disability at primary, secondary, and tertiary care lev-
els to help improve recognition of cancer symptoms in
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this population. Furthermore, longitudinal studies with
appropriate sample sizes and robust data-sharing prac-
tices should be undertaken to help track cancer incidence
over time and measure the effectiveness of interven-
tions. Addressing these gaps would go some way towards
understanding the epidemiology and subtypes of cancer
in people with an intellectual disability and addressing
the health inequality and inequity gap that exists.
Although this review provides important insights into
the prevalence and incidence of cancer in adults with
intellectual disabilities, it is not without limitations,
and the following need to be considered when assessing
the value of these findings. The significant heterogene-
ity observed across studies indicates variability in study
findings, which limits confidence in presenting reliable
pooled estimates. The lack of subgroup stratification
in studies prohibits detailed subgroup analysis, which
would be helpful in terms of drawing more nuanced
conclusions. All the studies come from high-income
countries, and this geographical bias may not be repre-
sentative of the cancer burden in people with intellectual
disabilities in middle- and low-income countries. There is
significant variation in sample sizes, which creates diffi-
culty in detecting differences, especially when stratifying
different subgroups to explore trends. Finally, studies did
not typically differentiate gender from biological sex, and
this may not capture gender diverse populations of adults
with intellectual disability. These limitations highlight the
complexity of conducting such a review in this popula-
tion. Despite this, our review provides important findings
that reinforce the complex and inconsistent picture of
cancer burden in people with intellectual disability.

Conclusion

Due to the level of study differences observed, the find-
ings present a complex picture of the prevalence and
incidence of cancer in adults with intellectual disability
and highlight the challenge of quantitatively measuring
cancer burden in this population. Overall, the cancer
prevalence and incidence appear to be lower than in the
general population but higher for some specific subtypes
of cancer. Findings from this review highlight the urgent
need for robust evidence to support policy and clinical
decisions to inform and influence efforts to improve can-
cer outcomes for this population. Key points to achieve
this will include the following:

« Improvement in the identification and standardised
measurement of people with intellectual disability
across countries through data linkage with cancer
registries.

« Examination of issues impeding cancer screening for
those in residential settings and with more severe
intellectual disabilities.
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Article
number

Article name Score

[Yes, N/a=2,
unclear=1

no=0]

Qual-
ity
Rat-
ing

Ward, L.M.,, Cooper, SA, 18
Sosenko, F, Morrison, D.,
Fleming, M., McCowan, C,
Robb, K., Hanna, C,, Hughes-
McCormack, L., Dunn, K. and
Conway, D,, 2024. Population-
based cancer incidence and
mortality rates and ratios
among adults with intel-
lectual disabilities in Scotland.
medRxiv, pp.2024-01. [21]

McMahon, M. and Hatton, 17
C, 2021. A comparison of

the prevalence of health
problems among adults

with and without intellectual
disability: A total administra-

tive population study. Journal

of Applied Research in
Intellectual Disabilities, 34(1),
pp.316-325. [36]

Satgé, D, Axmon, A, Trétarre, 17
B., Sandberg, M. and Ahl-

strom, G., 2020. Cancer diag-
noses among older people

with intellectual disability
compared with the general
population: a national regis-

ter study. Journal of Intellec-

tual Disability Research, 64(8),
pp.579-588. [43]

Sullivan, S.G., Hussain, R,, 17
Threlfall, T. and Bittles, AH.,

2004. The incidence of cancer

in people with intellectual
disabilities. Cancer Causes &
Control, 15, pp.1021-1025.

[38]

Sullivan, S.G,, Glasson, E.J,, 17
Hussain, R, Petterson, B.A.,
Slack-Smith, L.M., Mont-

gomery, PD. and Bittles, AH.,
2003. Breast cancer and the
uptake of mammography
screening services by women
with intellectual disabilities.
Preventive medicine, 37(5),
pp.507-512.[37]
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High

High
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Article Article name Score Qual- Article Article name Score Qual-

number [Yes, N/a=2, ity number [Yes, N/a=2, ity
unclear=1, Rat- unclear=1, Rat-
no=0] ing no=0] ing

6 Bourgarel, S, Trétarre, B., 17 High 12 Cuypers M, Naaldenberg, J., 18 High

Satgé, D. and Stoebner-
Delbarre, A, 2016. Frequency
and screening of colorectal
cancer in persons with intel-
lectual disability living in in-
stitution in France. Oncologie,
18(4), pp.265-270. [39]

7 Patja, K., Pukkala, E., Sund, 17 High
R, livanainen, M. and Kaski,
M., 2006. Cancer incidence
of persons with Down
syndrome in Finland: a
population-based study. In-
ternational journal of cancer,
118(7), pp.1769-1772. [41]

8 Hasle, H., Clemmensen, I.H. 17 High
and Mikkelsen, M., 2000.
Risks of leukaemia and solid
tumours in individuals with
Down'’s syndrome. The Lan-
cet, 355(9199), pp.165-169.
[46]
9 Krieg, S., Krieg, A, Loosen, 15 High
S.H. Roderburg, C. and
Kostev, K., 2024. Cancer
Risk in Patients with Down
Syndrome—A Retrospective
Cohort Study from Germany.
Cancers, 16(6), p.1103. [42]
10 Pellikaan, K., Nguyen, N.Q,, 15 High
Rosenberg, A.G, Coupaye, M.,
Goldstone, AP, Haybye, C,,
Markovic, T, Grugni, G., Crino,
A., Caixas, A. and Poitou, C,,
2023. Malignancies in Prader-
Willi syndrome: results from
a large international cohort
and literature review. The
Journal of Clinical Endocrinol-
ogy & Metabolism, 108(12),
pp.e1720-e1730.[47]
" Trétarre, B, Bourgarel, S, 12 Me-
Stoebner-Delbarre, A., Jacot, dium
W, Bessaoud, F. and Satge,
D, 2017. Breast cancer and
screening in persons with an
intellectual disability living in
institutions in France. Journal
of Intellectual Disability
Research, 61(3), pp.266-278.
[40]

Banda, A, Oost, L., Bloemen-
dal, H., & Leusink, G. Cancer
incidence and diagnostic
characteristics in people with
intellectual disabilities in

the Netherlands: A national
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