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At every stage of the cancer continuum, 
people with intellectual disabilities are disad-
vantaged, leading to inequitable cancer 
deaths.1 Globally, 1%–3% of people are esti-
mated to have intellectual disabilities char-
acterised by significant impairments in both 
intellectual and functional ability. Improving 
cancer care for people with intellectual 
disabilities is urgent, from understanding 
aetiology and prevention, to detection, diag-
nosis, and treatment, to address this major 
injustice.

The evidence base is severely limited in 
understanding cancer in people with intellec-
tual disabilities, including the prevalence of 
cancer among people with intellectual disabil-
ities.2 Tumour growth propensities of some 
(genetic) intellectual disabilities syndromes 
could increase the risk of developing certain 
types of cancer. Furthermore, the entire 
population of people with intellectual disabil-
ities are at increased risk of developing and 
dying from colorectal cancer (standardised 
mortality ratio 2.4 (95% CI 1.3 to 3.8)),3 
which is more common in this population 
due to obesity, sedentary lifestyles and higher 
levels of constipation. People with Down’s 
syndrome specifically are at elevated risk for 
leukaemia and testis carcinomas, while risk 
for other solid tumours seem lower.4 Differ-
ences in age structure complicate interpreta-
tion of cancer risks and comparisons with the 
general population; life expectancy of people 
with intellectual disabilities is generally lower, 
but ageing and age- related diseases have 
earlier onset.5

The differences in cancer risk and earlier 
onset of disease potentially impacts on the 
type of cancers to screen for and the age of 
screening onset, as the balance of benefits 
and harms of screening may differ for people 
with intellectual disabilities. Uptake of cancer 
screening is strikingly lower among people 
with intellectual disabilities compared with 
the general population6 and strategies to 
improve access are urgently required. But 

most cancers present symptomatically which 
is particularly challenging for people with 
intellectual disabilities. A range of patient, 
healthcare and multimorbidity factors put 
people with intellectual disabilities at risk of 
diagnostic delays and limit opportunities for 
early interventions. Recognition of cancer 
symptoms may be overshadowed by the mani-
festation of intellectual disabilities traits. For 
example, an inability to express pain, due to 
communication barriers, and limited disease 
insight and body awareness can result in 
behavioural changes for people with intel-
lectual disabilities, for example, rubbing 
stomach. In a recent study of cancer in 
deceased adults with intellectual disabilities, 
over one- third of cancers were diagnosed via 
emergency presentations and almost a half 
were at advanced stages when diagnosed.7 In 
a population- based cross- sectional study in 
Canada, people with intellectual disabilities 
were more likely to have stage IV breast and 
colorectal cancer at diagnosis compared with 
the general population.8

People with intellectual disabilities receive less 
cancer- related care compared with the general 
population9 with cancer treatments tending 
to be less intensive, including dose reduc-
tion and omission of chemotherapy or radio-
therapy, despite limited evidence to support this 
approach.10 In particular, little is known about 
the effectiveness of treatment in specific genetic 
intellectual disabilities subgroups. Scientific 
knowledge about cancer treatment tolerance is 
mostly limited to case reports on patients with 
syndromic intellectual disabilities; evidence has 
not yet been included in treatment guidelines 
which puts people with intellectual disabilities 
at risk of unwanted treatment variation. Shared 
decision- making and legal capacity for cancer 
treatment with patients with intellectual disabil-
ities can be challenging, potentially leading to 
suboptimal treatment decisions. Health profes-
sionals and family members may be hesitant to 
offer or accept cancer treatment for people with 
intellectual disabilities. They may have concerns 
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about the safety or tolerance of the treatment, or the addi-
tional psychological and behavioural needs of the person with 
intellectual disabilities despite the potential for reasonable 
adjustments to be made to support patients with cancer with 
intellectual disabilities.11 Reasonable adjustments should be 
tailored to the needs of the individual and could include, for 
example, a doula for adults with intellectual disabilities and 
cancer who could support and ease the treatment process.12

Some guidelines on palliative and end- of- life care of 
patients with intellectual disabilities are available, however, 
none are included in cancer treatment guidelines. A recent 
review also found no published work on cancer survivorship 
in people with intellectual disabilities.1

There are significant gaps in the evidence base on care 
for people with intellectual disabilities across the cancer 
continuum globally. Much of the existing research is based 
on old data when people with intellectual disabilities had 
much shorter life expectancies and data are often incomplete 
making conclusions challenging. These gaps limit the ability 
of clinicians and policy- makers to reduce the cancer burden 
in people with intellectual disabilities and contribute to 
discrimination and ableism within oncology care.13 Research 
is urgently required from understanding the epidemiology to 
best treatment and survivorship if we are to address this injus-
tice in cancer care impacting our most vulnerable in society.

Twitter Kathryn A Robb @Katie_Robb_Glas

Acknowledgements We thank Dr. Esther Bakker- van Gijssel and Professor Jim 
Norman for providing valuable comments on an earlier version of the manuscript

Contributors MC, DC and KR conceptualised this commentary. The original draft 
was written by authors MC, DC and KR with all authors contributing to reviewing 
and editing. All authors have reviewed the manuscript and approved it for 
submission. All authors agreed to be accountable for all aspects of the work.

Funding This study was funded by Radboud- Glasgow Collaboration Fund

Competing interests None declared.

Patient and public involvement Patients and/or the public were not involved in 
the design, or conduct, or reporting, or dissemination plans of this research.

Patient consent for publication Not applicable.

Provenance and peer review Not commissioned; externally peer reviewed.

Data availability statement No data are available.

Open access This is an open access article distributed in accordance with the 
Creative Commons Attribution Non Commercial (CC BY- NC 4.0) license, which 
permits others to distribute, remix, adapt, build upon this work non- commercially, 
and license their derivative works on different terms, provided the original work is 
properly cited, appropriate credit is given, any changes made indicated, and the use 
is non- commercial. See: http://creativecommons.org/licenses/by-nc/4.0/.

ORCID iD
Kathryn A Robb http://orcid.org/0000-0002-1672-0411

REFERENCES
 1 Stirling M, Anderson A, Ouellette- Kuntz H, et al. A scoping review 

documenting cancer outcomes and inequities for adults living with 
intellectual and/or developmental disabilities. Eur J Oncol Nurs 
2021;54. 

 2 Sullivan SG, Hussain R, Threlfall T, et al. The incidence of cancer 
in people with intellectual disabilities. Cancer Causes Control 
2004;15:1021–5. 

 3 Glover G, Williams R, Heslop P, et al. Mortality in people 
with intellectual disabilities in England. J Intellect Disabil Res 
2017;61:62–74. 

 4 Hasle H, Friedman JM, Olsen JH, et al. Low risk of solid tumors in 
persons with Down syndrome. Genet Med 2016;18:1151–7. 

 5 Evenhuis HM, Hermans H, Hilgenkamp TIM, et al. Frailty and 
disability in older adults with intellectual disabilities: results from the 
healthy ageing and intellectual disability study. J Am Geriatr Soc 
2012;60:934–8. 

 6 McCowan C, McSkimming P, Papworth R, et al. Comparing uptake 
across breast, cervical and bowel screening at an individual level: a 
retrospective cohort study. Br J Cancer 2019;121:710–4. 

 7 Heslop P, Cook A, Sullivan B, et al. Cancer in deceased adults with 
intellectual disabilities: English population- based study using linked 
data from three sources. BMJ Open 2022;12:e056974. 

 8 Mahar AL, Biggs K, Hansford RL, et al. Stage IV breast, colorectal, 
and lung cancer at diagnosis in adults living with intellectual or 
developmental disabilities: A population- based cross- sectional 
study. Cancer October 30, 2023. 

 9 Cuypers M, Tobi H, Huijsmans CAA, et al. Disparities in cancer- 
related healthcare among people with intellectual disabilities: 
A population- based cohort study with health insurance claims 
data. Cancer Med 2020;9:6888–95. 

 10 Boonman AJ, Cuypers M, Leusink GL, et al. Cancer treatment 
and decision making in individuals with intellectual disabilities: a 
scoping literature review. Lancet Oncol 2022;23:e174–83. 

 11 George S, Salloway R, Welsh K. Making reasonable adjustments 
to cancer services for people with learning disabilities. Cancer 
Nursing Practice 2022;21:35–42. 

 12 Reisman A. Standard of Care. N Engl J Med 2023;389:1549–51. 
 13 Smith SR, Blauwet C, Wells TPE. Anti- ableist oncology care: 

ensuring equity for people with physical disabilities. The Lancet 
Oncology 2023;24:1168–70. 

 on F
ebruary 14, 2024 by guest. P

rotected by copyright.
http://bm

joncology.bm
j.com

/
bm

jonc: first published as 10.1136/bm
jonc-2023-000171 on 13 F

ebruary 2024. D
ow

nloaded from
 

https://twitter.com/Katie_Robb_Glas
http://creativecommons.org/licenses/by-nc/4.0/
http://orcid.org/0000-0002-1672-0411
http://dx.doi.org/10.1016/j.ejon.2021.102011
http://dx.doi.org/10.1007/s10552-004-1256-0
http://dx.doi.org/10.1111/jir.12314
http://dx.doi.org/10.1038/gim.2016.23
http://dx.doi.org/10.1111/j.1532-5415.2012.03925.x
http://dx.doi.org/10.1038/s41416-019-0564-9
http://dx.doi.org/10.1136/bmjopen-2021-056974
http://dx.doi.org/10.1002/cncr.35068
http://dx.doi.org/10.1002/cam4.3333
http://dx.doi.org/10.1016/S1470-2045(21)00694-X
http://dx.doi.org/10.7748/cnp.2022.e1806
http://dx.doi.org/10.7748/cnp.2022.e1806
http://dx.doi.org/10.1056/NEJMp2308010
http://dx.doi.org/10.1016/S1470-2045(23)00406-0
http://dx.doi.org/10.1016/S1470-2045(23)00406-0
http://bmjoncology.bmj.com/

	Identifying the deficits in cancer care for people with intellectual disabilities
	References


