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g')findings that people with IDD

st cancer, and a 42% higher risk of

In this issue of Cancer, Mahar and colleagues r

experienced a 60% higher risk of stage IV fem
stage IV colorectal cancer, compared to Q hout IDD. With no comparable studies in
the literature, the findings have |nt a research, practical and clinical relevance
highlighting health inequities k o curative-intent cancer treatments for a population

not well-identified, and less in health systems that are difficult to navigate.

Intellectual or@\iojmental disabilities (IDD) affects over 1.4% of the global population

and mcIuecelays and limitations in functioning that manifest during the developmental

period as a result of disorders or injuries affecting neurodevelopment.!) People with IDD are
\ N\

at a significantly greater risk than their peers from common social determinants of health?)

A J

associated with increased risk of developing cancer® and poorer health outcomes.®

Individual factors including health and lifestyle behaviours, as well as structural and

institutional factors (for example, the way health systems are organised and delivered) put

people with IDD at greater risk of developing cancer, receiving a late diagnosis and

experiencing poorer outcomes. (3



As the authors also note, people with IDD experience greater levels of poverty, (©)
unemployment,!”) social isolation,® and many live in precarious living environments. (/)
People with IDD have high rates of obesity and sedentary behaviour,® have an atypical
pattern of healthcare utilisation!? and have high rates of physical and mental health
issues.(11-13) These factors are associated with increased cancer risk and also limit the ability

of people with IDD to receive timely diagnosis and optimal cancer care.

Mahar et al. highlight that even though there were organised population-based canc
screening programs available, people with IDD still presented at a later stagejor
(female) and colorectal cancer compared to those without IDD. This is not u%

Canada. Recent evidence from England not only concurs,* but high@% ong

cancer deaths in people with IDD (N=1,096), of those who died with colorectal cancer, 43%
D \ he
were below the age threshold for colorectal screening. Similar opportunities for people with
P e\ WV

IDD to avail of the national screening program, did not reduce inequities. With such a high
~ ~

percentage dying before reaching the screening age threshold, this highlights that screening
™S\

criteria were not addressing the needs of people with IDD. The Mahar et al study finding
[ N

regarding higher levels of late-stage diagnosis for Pkeast (female) and colorectal cancers
again point out that age criteria for screa%jgigned for the general population may not

be adequate or appropriate for pe(;@r

D.

Mahar and colleagues right\ly sﬁzgest that extended surveillance and early intervention for
cancer among individu\als V\kh\lDD is warranted. This is a worthy recommendation deserving
of meaningful attena)}. I-}owever, it is well documented that as people with IDD leave
school—baseg{%\g'\;a;r:es and become adults, whether by choice or exclusion many people

with IDD rapidly become unknown to health and social care services with a marked
di@etween the ‘administrative’ and ‘true’ prevalence of IDD. This is often referred
to as the ‘visible minority’, i.e., those known to health and social care services and the
‘hidden majority’, i.e. those with IDD but not known to health and social care services.!?) In
the IDD literature, this is referred to as the ‘transition cliff @) where children with IDD
reaching adulthood become “lost” and whose lives are less likely to be identified and
followed making the construction and monitoring of life and health histories more difficult

and unlikely.



Longitudinal analysis as compared to cross sectional analysis confirms this trend. For
example, a longitudinal study on ageing and intellectual disability (IDS-TILDA) in Ireland
reports high screening uptake for colorectal and breast cancers in comparison to the general
population;*> however, larger administrative studies of people with IDD in Canada (*®) and
Denmark®”) report lower screening uptake for these cancers. The differences likely speak to
this issue that where purposeful follow-up is absent, there are a subgroup of adults with IDD
who are not known to any services, the ‘hidden majority’ of people with IDD, and they may
be vulnerable to not being screened early enough or frequently enough leading to@ter
likelihood of late-stage cancer diagnosis. * %

her

As noted by Maher and colleagues late-stage cancer diagnosis limits @s for
curative treatment which then impacts survival rates. Such concern %ﬂ
compounded by findings in a recent review that upon diagnosis & with IDD receive less
intensive cancer treatment than is generally administere% populations. 18 This is an
additional inequity. The principles for treating cance;s\@ld the same for people with
IDD as the general population and they should receive the most effective care and
treatment. In practice, such delivery of care Xomplicated by the severity of the
person’s IDD, their communication abiIity@e er influence, complex ethical and legal
considerations, diagnostic and trea.t %1 Il

A\

be required, behavioural presen& nd absence of the capacity to consent. These

factors pose a real ethical.a opal dilemma, which resolves around the challenges of

enges where sedation and anaesthesia may

disentangling the adv ges ahd disadvantage of a treatment approach while striving to

maintain a bala n outcomes and quality of life for people with IDD.

Mabhar et al contrasting finding that people with and without IDD were as likely to be
diagno Q?F(tage IV lung Cancer. The authors do highlight the higher rates of missing

sta mong those with IDD and lung cancer compared to those without, but it is
important to underline Mahar et al.’s point that that rates of tobacco smoking may also be
relevant. In the field of IDD there are conflicting reports on whether tobacco smoking is
higher or lower in this population.(*®) Perhaps lower in the ‘visible minority’, it may be higher
in the ‘hidden majority’ of people with IDD who often have a lower socioeconomic status
but it remains to be fully researched as does the prevalence of exposure to carcinogens
associated with lung cancer development. However, Mahar and colleagues most important

and actionable findings are in terms of breast and colorectal cancers.



Action requires first, the ‘transition cliff’ which can also involve a disconnect from health
services must be mitigated if screening and health promotion programs are to be most
effectively offered to people with IDD. That people with IDD present with greater risks of
developing these cancers and are more likely to receive later stage cancer diagnosis will
then be more likely to be addressed. Primary care physicians and specialist community
services play a leading role in pre-emptive health surveillance (often referred to as an
Annual Health check in the UK) and a second priority is that they must increase their
engagement in regular checks and evaluation for symptoms or signs of illness in peo ith
IDD. Greater attention and knowledge about people with IDD and their risks ?{\%
cancers will then mean that resources may be planned and delivered at a scale and

V o NV 4
intensity proportionate to the substantial and wide-ranging degree of need‘among people
with IDD."” Third, to advance such surveillance and action, prof %I health care training
programs across disciplines must better address unders Q?@D and health

responses/non-responses that negatively impact the standakd of care, and diagnosis and

treatment delivery. As Mahar et al. cite health Kwi rs are too often influenced by
‘diagnostic overshadowing’ and ‘ableism’. F ?,\e nable adjustments, the positive
f

changes made to accommodate the need pe&ople with IDD need to be instituted across

all health services including increasing

accessible, involving people witt\ i
It

advanced care directives a QJ or hospital passports documenting a person’s ability,
~

needs, general health and desires for treatment.
Perhaps most critical is a fourth recommendation that some cancer screening programs may
N\

need to be available at an earlier age for this population; however, rigorous empirical work
(@ N |
needs to be undertaken to justify this first.

- N

Finally, research in the area of cancer and IDD is lacking. While large scale administrative
Y -
studies are important to identify and detect associations at a population level, prospective

f appointments, making information

ecision making at an earlier stage, and developing

cohort studies will better assess which specific IDD determinants (lifestyle and genetic
factors, behaviours, environmental exposures, and healthcare utilisation) are associated
with increased cancer risk and poorer outcomes. Such studies are costly and difficult to
coordinate, and an international approach is needed to unite resources. In Europe, a recent
COST Action ‘Cancer- Understanding Prevention in Intellectual Disabilities’ (CUPID)(29)

project is developing a research agenda and knowledge base to improve cancer care



inequalities for people with IDD in the European Union and beyond. Mahar’s et al. findings
will inform the direction of this COST Action and improve the likelihood that future research

will signpost how to reduce inequities in cancer care that people with IDD experience.

Most countries are signatory to the UNCRPD protocol (2006) which sets out under Article
25a that people with disabilities should be provided with “...the same range, quality and

standard of free or affordable health care...”. From this viewpoint, the inequity reported in

Mahar et al’s study needs to be addressed as a matter of priority.
. %&



Reference

1. Durkin MS, Rubenstein E. Epidemiology of intellectual and developmental disabilities. APA
handbook of intellectual and developmental disabilities: Foundations, Vol 1. APA handbooks i
psychology®. Washington, DC, US: American Psychological Association; 2021. p. 73-87.

2. Emerson E, Hatton C. Health Inequalities and People with Intellectual Disabi?ﬂ\
Cambridge: Cambridge University Press; 2013. %

3. Alcaraz KI, Wiedt TL, Daniels EC, Yabroff KR, Guerra CE, Wender RC%%nding and
addressing social determinants to advance cancer health equity in the *ﬁdSt tes: A blueprint for
practice, research, and policy. CA: A Cancer Journal for Clinicia 2%%):31—46. doi.
https://doi.org/10.3322/caac.21586.

4. Health Do. Healthy lives, healthy people: Our stra%%r public health in England: The
Stationery Office; 2010. \x
5. Cuypers M, Schalk BWM, Boonman AJN, erg J, Leusink GL. Cancer-related mortality

among people with intellectual disabilities: A@n ide population-based cohort study. Cancer.

2022;128(6):1267-74. doi. 10.1002/cn3r®

6. Emerson E, Graham H, Hat@ measurement of poverty and socioeconomic position
in research involving people )‘% ctual disability. International review of research in mental

retardation. 2006;32:77-%08.

7. McMahon M DL, Hatton C. Not such an ordinary life: A comparison of employment,
marital status a ?ﬂ!profiles of adults with and without intellectual disabilities. Tizard Learning
Disability Re 9:24(4):213-21.

8. gAD, McCallion P, McCarron M. The antecedents of loneliness in older people with
an% | disability. Research in developmental disabilities. 2019;85:116-30.

9. Lynch L, McCarron M, McCallion P, Burke E. Sedentary behaviour levels in adults with an
intellectual disability: a systematic review and meta-analysis [version 3; peer review: 2 approved].
HRB Open Research. 2022;4(69). doi. 10.12688/hrbopenres.13326.3.

10. McCarron M, Cleary E, McCallion P. Health and health-care utilization of the older

population of Ireland: comparing the intellectual disability population and the general population.

Research on aging. 2017;39(6):693-718.


https://doi.org/10.3322/caac.21586

11. McMahon M, Hatton C. A comparison of the prevalence of health problems among adults
with and without intellectual disability: A total administrative population study. Journal of Applied
Research in Intellectual Disabilities. 2021;34(1):316-25.

12. Ouellette-Kuntz H, Minnes P, Garcin N, Martin C, Suzanne Lewis M, Holden JJ. Addressing
health disparities through promoting equity for individuals with intellectual disability. Canadian
Journal of Public Health. 2005;96:58-S22.

13. Hughes-McCormack LA, Rydzewska E, Henderson A, Maclintyre C, Rintoul J, Cooper S-A.
Prevalence of mental health conditions and relationship with general health in a whole-countgy
population of people with intellectual disabilities compared with the general population

Open. 2017;3(5):243-8 ‘\%
14. Heslop P, Cook A, Sullivan B, Calkin R, Pollard J, Byrne V. Cancer ind ce@lts with

intellectual disabilities: English population-based study using linked data fro ources. BMJ

N\

ul, A., Ryan,, C,

Open. 2022;12(3):e056974. doi. 10.1136/bmjopen-2021-056974.

15. McMahon M, Gorman, A, O’Connell, J, Corrigan, S, O’Dwy

Pavithra, P, McCallion, P., McCarron, M. . Chapter 5 HealthcareNdtilisation. IDS-TILDA Wave 5
Report in press. gl
16. Ouellette-Kuntz H, Coo H, Cobigo V, Wilton & of Colorectal Cancer Screening

among Ontarians with Intellectual and Developm abilities. PLOS ONE. 2015;10(2):e0118023.

doi. 10.1371/journal.pone.0118023. Q
17. Horsbgl TA, Michelsen S, Lasse Qe K, Bigaard J, Hoei-Hansen CE, et al. Breast Cancer

Screening Among Women With Int\ isability in Denmark. JAMA Network Open.
2023;6(1):€2248980-€. do%% anetworkopen.2022.48980.
8. Boonman AJ, Cuygers eusink GL, Naaldenberg J, Bloemendal HJ. Cancer treatment and

decision making in indiwi with intellectual disabilities: a scoping literature review. Lancet

Oncology. 2022; -E83, <Go to ISI>://W0S:000820119500013.

19 Huxl , on M, Tsui YYY, Hayhurst KP. Prevalence of alcohol, smoking, and illicit drug
use am &%Ie with intellectual disabilities: review. Drugs: Education, Prevention and Policy.
201 65-84. doi. 10.1080/09687637.2018.1488949.

20. Association. C. CA21123 - Cancer- Understanding Prevention in Intellectual Disabilities

(CUPID) 2023 [Available from: https://www.cost.eu/actions/CA21123/.



https://www.cost.eu/actions/CA21123/

