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Presentation Outline and the Life Course in
Intellectual Disability

v Overview of the evidence base

v Cancer incidence in people with intellectual disability

v" Mortality, survival and premature death

v Diagnosis patterns (stage, delays, emergency presentation)
v’ Screening uptake and coverage

v’ Barriers to early detection

v Healthcare inequalities across the cancer pathway

Trinity College Dublin, The University of Dublin @ agei n gWit h I D



Rising Cancer Burden in People with Intellectual Trinity Centre for Ageing

. cpogs and the Life Course in
Disabilities Intellectual Disability

v

Support needs

Higher risk of
chronic conditions
-cancer

Declining physical Slower metabolic
function process

(Dolan et al., 2019; McCarron et al., 2018)

Trinity College Dublin, The University of Dublin @ agei n gWit h I D



Cancer inequalities in intellectual disabilities

Trinity Centre for Ageing
and the Life Coursein
Intellectual Disability

Adults with intellectual

disabilities face a cancer pattern| —

that is easy to misread if access to

] ] . . . healthcare
incidence is considered on its

own.

(McMahon et al., 2025; Stirling et al., 2021; Cuypers et al., 2021; Ward et al., 2024; Kennedy et al., 2025)

Trinity College Dublin, The University of Dublin

Premature
mortality

Cancer in
people with Under
intellectual recognition
disabilities

Under
investigation
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What the evidence base shows and the Life Course in
Overall cancer burden Intellectual Disability

Recorded overall incidence is often similar to lower than the general population.

Under Younger age

diagnosis structure

Competing
mortality

(McMahon et al., 2025; Cuypers et al., 2021; Ward et al., 2024)

Trinity College Dublin, The University of Dublin @ agei n gWit h I D
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A simple claim that cancer is less common in adults with intellectual
disabilities does not fit the full evidence.

Trinity College Dublin, The University of Dublin @ agei n gWit h I D



What the evidence base shows
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Intellectual Disability

Dutch cohort (Dutch national cohort)

Cancer incidence and diagnostic
characteristics in people with
intellectual disabilities in the
Netherlands: a national registry-based
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ABSTRACT

Objective People with Intelectual disabilities (D) face.
notable health disparities, also affecting cancer care. This
‘study is among the first to use nationwide population and
cancer regisiry databases 1o compare cancer incidence in
‘the population with 1D and the general population.
Methods and analysis A population-based cohort
‘study enrolled all Dutch adults (18+) with indicators of

ID (N=187 14) and a 1:4 random general population
sample without 1D (N=760 907). Al cancer diagnoses from
1 January 2015 until 31 December 2020 were collected
fro the naliona| cancer regislry to compare incidence
and diagnostic details.

Results Overall, fewer incident cancer cases were
found ameng individuals with ID than without D (51.0 vs
104.1/10 000 person-years; adjusted OR (ad].0R) 0.79
(0.76-0.81)), with cases occurring at younger ages and
heing diagnosed more often at a more advanced stage
than in the general population. Key distinctions from the
‘general population include reduced dds of skin cancer
{adi.OR 0.39 (0.36—0.43)) and elevated odds of cancer

of unknown primary (OR 1.60 (1.29-1.98)). The fewest
cancer diagnoses occurred among those entitied to
long-term ID care (adj.OR 0.63 (0.60-0.66)), with those
living independently being at greater risk for cancers of
digestive. respiratory and female genital organs.
Conclusion Although the overall incidence of cancer

in the population with ID appears lower than in the
general population, significant variations exist across 1D
‘subgroups and cancer types. These differences indicate

M Group. varying exposures, lower cancer awareness and bartiers
Degariment of Primaryand 10 healthcare for individuzls with 0. Addressing these
Commurity Care, Rachougume,  differences requires customised strategies for public
MNijmegen, health, long: logy

IntellectualDisabilty and Healt,

Hiimegen, The Netherlands NTRODUCTION

“Degarment of Medical
Oncology, Radooudum,
Nijmegen, The Netherkands

Cancer is a significant health concern for
individuals both with and without intellec-
tual_disabilities (ID), with the

(Cuypers et al., 2025)

WHAT IS ALREADY KNOWN ON THIS TOPIC

— People with intellectual disabilties (D) experience
significant health disparities, including challenges.
in cancer-care access and oulcomes. Existing re-
search indicates variable cancer risks in this pop-
ulation, but comprehensive, population-based data
are limited.

WHAT THIS STUDY ADDS

= This study provides a large-scale, population-based
analysis using Dutch registry data, enabling stratl-
fication within the population with ID by residency
stalus and need for supportive care. Findings reveal
distinet cancer risks among ID subgroups, with the
lowest incidence in those with access to long-term
residential care and higher risks for certain cancers
‘ameng individuals with 1D living independently.

HOW THIS STUDY MIGHT AFFECT RESEARCH,

PRACTICE OR POLICY

=+ The findings enhance understanding of the cancer
burden in the population with ID and differential pat-
terns relative 1o the general population. Canclusions:
can inform policy and clinical practice by highlight-
ing the importance of accessible cancer-care path-
ways and targeted public-health interventions for
individuals with ID.

Defined as limitations in cognitive and
adaptive functioning, 1D is caused predomi-
nanily by genetic or developmental disorders
emerging before adulthood.®  Individuals
with 1D experience health differences due
to genetic and biological vulnerabilities, as
well as social and sysiemic barriers that limit
their access to equitable healtheare.* ! These
barriers contribute to shorter life expectancy
and higher rates of avoidable mortality.” ®

Trinity College Dublin, The University of Dublin
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Lower overall cancer incidence

Earlier diagnosis age: 58.3 vs 67.9 years

More likely to be diagnosed at an advanced

stage
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What the evidence base shows

Trinity Centre for Ageing
and the Life Coursein
Intellectual Disability

Cancer Incidence vs Mortality (Scotland)

H
g
. P
BM) Open Population-based cancer incidence and H
. . -
mortality rates and ratios among adults i
with intellectual disabilities in Scotland: a
. .
retrospective cohort study with g
H
. 2
record linkage 7 ¢ . °
a ower cancer incidence
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David Morrison,? Michael Fleming,? Colin McCowan,® Katie Robb © * 3
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rerospective cobart study ‘adults with intellectual disabilities and controls with = By using nationwide rabust data linkage of high- | 2 of
with record linkage. BMI records linked to the Scottish Cancer Registry and quality electronic health records, we provide reliable g 8
2024140084421, doi 10,1136/ death cerlificate data (March 2011-December 2019). data with minimal bias. g i3
bmjopen-2024-084421 ‘The contral cohort without intellectual disabilities and/ = Limitations include our inability to account for can- g o ° °
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s, pleasa visitthe joumal  Results. Adults with intellectual disabllities were most incidence, 3
online (hitps-//doi.org/10.1136"  likely diagnosed cancers of digestive, specifically = Death certificate data \mmgcns\m is considered, but | 3
Dmjopen-2024-064421) colorectal (14.23), lung (9.3%), breast (female our dual-analysis (underlying cause and all-cause | &
— 22.8%), body of the ulerus (female 9.3%) and male analyses), mitigates differences and indeed have | 3
Recelved 18 January 2024 qgenital argans (male 17.6%). Higher incident cancers similar interpretations =
Accepted 19 July 2024 included metastatie cancer of unknown primary origin g
{female SIR=1.70, male SIR=2.08), body of uterus
female SIR=1.63), ovarian (female SIR=1.59), kidn
! st Yo INTRODUGTION

M) Check for updates.

© Authors or their
employer(s) 2024 Re-usa
BY.

{female SIR=1.85] and testicular (male SIR=2.49).
SMRs were higher, regardless of a higher, similar o
lower Incidence (female SMR=1.34, male SMR=1.07).
Excess mortality risk was found for colorectal

{total SMR=1.54, male SMR=1.59), Kidney (total
SMR=2.01 u, female SMR=2.85 ), female genital
organs (SMR=2.34 (ovarian SMR=2.86 u, body of
uterus SMR=2.11), breast (female SMR=1.58) and
metastatic cancer of unknown primary erigin (female
SMR=2.50u, male SMR=2.84)

Conclusions Adults with intellectual disabilities
were more likely to die of cancer than the general

Intellectual disabilities are a group of condi-
tions with significant limitations in intellec-
tual functioning and adaptive behaviour,
with enset in childhood affecting 1.4% of the
world population.' People with intellectual
disabilities continue to face substantial health
inequalitics culminating in a 20year prema-
gap.’ and a higher propor-
tion of avoidable deaths compared with
the general population.” * One of the most

seiBojouyoa sejurs pue ‘Bur

an SIBIDO0IIAA 18 0707 ‘&7 udw uo Ao flua

permitted under GC BY. ‘population. Reasons for this may include later common avoidable mortalities is cancer, as

y B (50 poorer outcomes), poorer  many cancers are considered either prevent-
For of both. Accessible public able or treatable.” However, there lacks
end ofarile hoalth annrnaches ara imnartant for nennla with enhuser mrmmmvarivns stdise o sansne i

(Ward et al., 2024)

Trinity College Dublin, The University of Dublin
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What the evidence base shows and the Life Course in
Intellectual Disability

Cancer Incidence and Early Onset (UK Cohort)

Cancer diagnoses, referrals, and survival in people with a 02_ Slightly |Ower Overa" cancer inCidence (1.9%

learning disability in the UK: a population-based, matched
cohort study VAY 2 . 0% )

Oliver John Kennedy,“** Umesh Chauhan,” Louise Garman,” Paul Lorigan, " Samuel Merrisl* Tjeerd Van Stao," Alisan Wright,”* and

Darren Mark Ashcroft*! m

“Division of Cancer Sciences, University of Manchester, Manchester, UK

“The Christie MHS Foundation Trust, Manchester, UK

“School of Medicine, University of Lancashire, Lancashire, UK

“National Institute for Health and Care Research (NIHR) Greater Manchester Patient Safety Research Collaboration (GM PSRC), The
University of Manchester, Manchester, UK

“Centre for Primary Care and Health Services Research, University of Manchester, Manchester, UK.

L3 Ll L L L3
Centre for Pharmacoepidemiology and Drug Safety, Division of Pharmacy and Optametry, School of Health Sciences, Faculty of
Biology, Medicine and Health, University of Manchester, Manchester, UK

“Manchester Academic Health Science Centre, Manchester, UK

Summary The Lancet Regional
Background People with a learning disability (LD, alse known as intellectual disability) face poorer health outcomes, "f“s‘"“,ii‘"“ﬂ*
yet the burden of cancer in this population is poorly und d. This study investigated c. lated putcomes jn  2025:60: 101519

peaple with a LD compared to the general population.

Published Online 14
202

Methods A matched cohort study was conducted using linked primary care, hospital, mortality, and cancer registry |_,:q,,. 2025
data from Clinical Practice Research Datalink (CPRD) Aurum. In total, 180,911 individuals with a LD were matched 101519

with 3,405,467 controls. Outcomes included urgent suspected cancer (USC) referrals, cancer diagnoses, treatment

within six months, and overall survival (OS) post-diagnosis.

o i e e i e et Markedly higher risk of cancer before age 50

ratio [aRR] 0.52, 95% confidence interval [CI] 0.49-0.55). LD was associated with several cancers, including sarcoma
(adjusted hazard ratio [aHR] 1.98, 1.65-2.39), central nervous system (aHR 3.42, 2.99-3.90), testicular (aHR 2.06,
1.61-2.62), and ulerine cancers (aHR 1.69, 1.40-2.05) as well as cancer before age 50 years (aHR 1.74, 1.63-1.86).
Absolute incidence was lower in individuals with a LD compared to without {3396 [1.9%] vs 67,506 [2.0%]) due to
increased all-cause mortality (aHR 3.19, 3.12-3.27). LD was associated with fewer diagnoses via USC referrals (aRR
0.81,0.76-0.86), fewer treatments within six months (aRR 0.83, 0.80-0.85) and shorter OS {median 4.4 years, 95% CI
3.9-5.1 vs 9.1 years, 8.3-9.5; aHR 1.73, 1.65-1.83). Melanoma, breast, and prostate cancers were less common but
had up 10 a fourfold increased risk of death after diagnosis in individuals with a LD.

Interpretation Individuals with a LD have higher cancer risk, more diagnoses outside USC pathways, fewer treat-
ments, and poorer prognosis. Fewer diagnoses of some cancers, alongside worse outcomes, may indicate under-
investigation. As premature allcause mortality improves, cancer burden in this population may rise
disnranortianately

(Kennedy et al., 2025)

Trinity College Dublin, The University of Dublin @ agei n gWit h I D
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What the evidence base shows and the Life Course in
Intellectual Disability

Cancer Risk in Younger Cohort (Sweden)

PLOS MEDICINE

Higher overall cancer risk in younger
individuals with ID

Cancer risk in individuals with intellectual
disability in Sweden: A population-based
cohort study

Qianwei Liux'*#, Hans-Olov Adami»***%, Abraham Reichenberg®®,
Alexander Kolevzon®®7, Fang Fang'¥, Sven Sandin»2%%

1 Institute of Environmental Medicine, Karolinska Institutet, Stockholm, Sweden, 2 Department of Medical

and Institutet, Stockholm, Sweden, 3 Institute of Health and Society,
) Uriversity of Oslo, Oslo, Norway, 4 Department of Epidemilogy, Harvard T.H. Chan School of Public Health,
Boston, Massachusetts, United States of America, 5 D Psychiatry, Medicine at
'.) Mount Sinai, New York, New York, United States of America, 6 Seaver Autism Center for Research and
Treatment, Ichan School of Medicine at Mount Sinai, New York, New York, United States of America,
Check for 7 Department of Pediatrics, lcahn School of Medicine at Mount Sinai, New York, New York, United States of
updates America

# These authors are joint senior authors on this work.
* gianwei liu @kise
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Abstract

Increased cancer risk

Citation: Liu Q, Adami H-0, Reichenberg A,

Kolevzon A, Fang F, Sandin S (2021) Cancer risk in

individuals with intellectual disability in Sweden: A

population-based cohort study. PLoS Med 18(10:.  Bac! kgroun d

€1003840. https://doi.org/10.1371/journal . . . - -

pmed.1003840 A knowledge gap exists about the risk of cancer in individuals with intellectual disability (ID).
. L The primary aim of this study was to estimate the cancer risk among individuals with ID com-

‘Academic Editor: Wei Zheng, Vanderbilt University

Gohanl af Maririna 1INITEN CTATEC pared to individuals without ID.

(Liu et al., 2021)
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$ \ and the Life Course in
’b(\ Intellectual Disability
o

Findings are not contradictory

Lower recorded incidence can occur alongside higher mortality

—_—

v’ Possible explanations:

/ * Late diagnosis of cancer \
* Age structure
* Underdiagnosis or missed cases
* Higher all-cause and competing mortality, reducing chance of
cancer being detected at older ages.

(McMahon et al., 2025; Cuypers et al., 2025; Kennedy et al., 2025) \/

Trinity College Dublin, The University of Dublin @ a ge| n gW|t h I D



What the evidence base shows
Specific cancer types

Trinity Centre for Ageing
and the Life Coursein
Intellectual Disability

Unknown primary

Genital cancers

Testicular cancer

Kidney cancer

CNS cancers

Sarcoma

Oesophageal cancer

Trinity College Dublin, The University of Dublin

Patterns vary by cohort age, case
mix, and whether syndromic
subgroups are included.

(Banda et al., 2024; McMahon et al., 2025)

@ageingwithID



What the evidence base shows

Trinity Centre for Ageing
and the Life Coursein
Intellectual Disability

Pattern

Headline finding

Sources

Earlier burden

Cancer diagnosis and cancer death occur at
younger ages

Cuypers et al., 2021;2025; Kennedy et al.,
2025

Unknown primary

Higher incidence and much higher mortality
suggest late recognition

Cuypers et al., 2021;2025; Ward et al., 2024

Female genital cancers

Uterine and ovarian cancers are repeatedly
elevated in some cohorts

Ward et al., 2024; Kennedy et al., 2025;
Cuypers et al., 2025

Testicular cancer

Raised incidence appears across large national
studies

Ward et al., 2024; Kennedy et al., 2025

CNS and sarcoma

Higher risks are especially clear in the UK cohort

Kennedy et al., 2025

Lower recorded breast, prostate,
and skin cancers

Likely shaped at least in part by under detection
and lower screening or case finding

Cuypers et al., 2025; Ward et al., 2024;
Kennedy et al., 2025

Trinity College Dublin, The University of Dublin
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Mortality, late diagnosis, and pathway failure and the Life Course in
Netherlands

Intellectual Disability

About one in five deaths

Risk of dying from cancer is around
fifty percent higher

Colon cancer- around one and a half
times higher risk

Breast cancer- almost twice the risk

Cervical cancer- almost twice the risk

(Cuypers et al., 2021)

Trinity College Dublin, The University of Dublin

People with intellectual
disabilities died 10 years

younger than in the
general population

@ageingwithID



Mortality, late diagnosis, and pathway failure
UK, Canada

Trinity Centre for Ageing
and the Life Coursein
Intellectual Disability

s About 50% less likely to get an urgent cancer referral —_—

Lower treatment rates and shorter survival

m Higher risk of death after diagnosis —_

(Kennedy et al., 2025

Trinity College Dublin, The University of Dublin

Additionally, in Manitoba,
mixed intellectual or
developmental disability
cohorts showed a 20 percent

higher risk of metastatic
disease at diagnosis and a 53
percent higher risk of death
after cancer diagnosis

Hansford et al., 2023)

@ageingwithID
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Mortality, late diagnosis, and pathway failure and the Life Course in
Intellectual Disability

England Scotland
Delayed
recognition
4 D / N
35% emergency Incidence and Delayed
A IO mortality for — referral
> - metastatic cancer
% * of unknown Delayed
45% stage IV; primary markedly diagnosis
34% stage | or |l raised
L | 9 )
(Heslop et al., 2022; Ward et al., 2024)

Trinity College Dublin, The University of Dublin @ age| n ngt h I D



What the evidence base shows
Mortality and prognosis

Trinity Centre for Ageing
and the Life Coursein
Intellectual Disability

Cancer mortality is higher and survival is worse.

More likely to be diagnosed at an advanced (metastatic) stage
Mortality after cancer diagnosis is about fifty percent higher
Survival differences vary by sex

Overall cancer mortality is higher, particularly among females.
Excess deaths in:
Colorectal and kidney cancers
Female cancers (ovarian, uterine, breast)
Metastatic cancers (unknown primary)

Cuypers et al., 2021;: Ward et al., 2024: Hansford et al., 2023: Kennedy et al., 2025
Trinity College Dublin, The University of Dublin
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So the question becomes... and the Life Course in
Intellectual Disability

Where in the pathway are these inequalities arising?

One of the most important aspects is the surveillance of
symptoms and screening

Trinity College Dublin, The University of Dublin @ age| n ngt h I D
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What the evidence base shows and the Life Course in
Screening Intellectual Disability
4 N
Breast
screening
4 N 4 N
. %
Cervical Colorectal
screening screening
G J L V.
Lower
uptake

Most evidence is from organised screening programmes in high income settings

(McMahon et al., 2025; Power et al., 2024)

Trinity College Dublin, The University of Dublin @ agei n gWit h I D
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What the evidence base shows and the Life Course in
Screening Intellectual Disability

Lower cervical
screening
uptake- 35%

/ Studies reported that adults with IDD \
experienced inequities at various
points along the cancer continuum.

Numerous social and physical determinants
Much less . .
. of health influenced the experiences and
likely to be

outcomes of adults with IDD.
screened R/ /

(Banda et al., 2024; Osborn et al., 2012; Ouellette-Kuntz et al., 2015; Power et al., 2024)

Trinity College Dublin, The University of Dublin @ agei n gWit h I D
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Screening participation gaps and the Life Course in
UK Intellectual Disability

Screening rates

0.54 for cervical 0.76 for 0.86 for bowel 0.87 for PSA
screening mammography screening testing

25% of women

with ID excluded Often recorded as refused or inappropriate
Vs 6% without

(Osborn et al., 2012)

Trinity College Dublin, The University of Dublin @ agei n gWit h I D



Screening participation gaps
Netherlands

Trinity Centre for Ageing
and the Life Coursein
Intellectual Disability

Cervical: Breast:

45.2% vs 68.1% 55.5% vs 76.0%

Colorectal:
51.7% vs 72.7%

/ Quality of Screening \
More invalid/unreliable results

Suggests ongoing accessibility and

About 60% less likely to participate

(Banda et al., 2025)

Trinity College Dublin, The University of Dublin

WV% after attendance /

@ageingwithlID



Screening participation gaps
Ontario

Trinity Centre for Ageing
and the Life Coursein
Intellectual Disability

Women with
Intellectual
disabilities

2x more likely to 1.5x more likely
be unscreened for to be unscreened
cervical cancer for breast cancer

(Cobigo et al., 2013; Ouellette-Kuntz et al., 2015)

Trinity College Dublin, The University of Dublin

Adults with
Intellectual
disabilities

Less likely to
complete bowel
cancer testing

Less likely to be up
to date with
colorectal screening

@ageingwithID
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So the key question now is... and the Life Course in
Intellectual Disability

Why do these gaps persist?

And that brings us to the barriers to screening and
early detection

Trinity College Dublin, The University of Dublin @ age| n ngt h I D
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. and the Life Course in
What the evidence base shows ourse
Screening — Key barriers Intellectual Disability
e N
e Fear, anxiety e Misconceptio
n and limited
accessible
information
\ Individual Knowledge J
factors and
awareness
Healthcare Social
e system support \
e Communication Caregivers
and consent .
challenges Carer support
. y,

(Banda et al., 2025; Osborn et al., 2012; Ouellette-Kuntz et al., 2015; Power et al., 2024)

Trinity College Dublin, The University of Dublin @ age| n ngt h I D



What the evidence base shows
Screening — Facilitators

Trinity Centre for Ageing
and the Life Coursein
Intellectual Disability

. Higher ]

income, dual
insurance
coverage

Healthcare

® Previous use

\.

engagement

of healthcare
services

(Arana-Chicas et al., 2020; Chan et al., 2021; Power et al., 2024)

Trinity College Dublin, The University of Dublin

e Education
(e.g. via social
media)

e Supervised
setting

e Carer support

_J

@ageingwithlID



What the evidence base shows
Service access

Trinity Centre for Ageing
and the Life Coursein
Intellectual Disability

Referral, treatment, and pathway access are worse.

Survivorship and palliation remain under studied.

Less cancer-related care
Inequalities increase with age

Fewer urgent referrals
Less treatment within 6 months
Shorter survival after cancer diagnosis

Greater disparities in females Some cancers less common but higher risk of death

Lower use of screening programs

after diagnosis

(Cuypers et al., 2020; 2004; Kennedy et al., 2025; Stirling et al., 2021)

Trinity College Dublin, The University of Dublin
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Why the inequalities are so persistent and the Life Course in
Barriers to Cancer Screening and Across the Cancer Care Pathway Intellectual Disability

Diagnostic overshadowing

Delayed investigations

Less intensive treatment

Limited survivorship

(Chan et al., 2021; Cuypers et al., 2024; Power et al., 2024; Ouellette-Kuntz et al., 2015; Stirling et al., 2021)

Trinity College Dublin, The University of Dublin @ agei n gWit h I D
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Intellectual Disability

So if inequalities are built into the system, the next
question is — how do we change that?

Trinity College Dublin, The University of Dublin @ age| n ngt h I D
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Implications for clinicians and policy and the Life Course in
Intellectual Disability

The evidence supports a shift from generic equality language to concrete service design.

Cancer risk assessment should go beyond incidence, incorporating mortality, age at diagnosis,

stage, emergency presentation, and route to diagnosis to better capture inequalities.

Organised screening programmes should make reasonable adjustments standard, including
accessible information, supported decision-making, longer appointments, service navigators, staff
training, and transport or support funding.

Primary care and referral pathways should use lower investigation thresholds when symptoms are

nonspecific or communication is difficult, making this a clear clinical priority.

(Cuypers et al., 2021; Heslop et al., 2022; Kennedy et al., 2025; Weise et al., 2024; Marriott et al., 2015)
Trinity College Dublin, The University of Dublin
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Implications for clinicians and policy and the Life Course in
Intellectual Disability

Cancer registries, screening systems, and routine records should record intellectual disability
more reliably. Without that, inequities remain partly hidden and hard to act on.

(Heslop et al., 2022; Cuypers et al., 2004; 2024b; Kennedy et al., 2025; McMahon et al., 2025)
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Cancer incidence
is similar or
lower, but
outcomes are
worse

Screening
participation is
lower across
cervical, breast,
and colorectal
programmes

Cancer occurs
earlier and has
higher mortality

Inequalities arise
from cumulative
disadvantages
across the entire
cancer pathway
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Main Ta keaways and the Life Course in
Intellectual Disability

This is not just about access to care
— it is about ensuring that care is
designed to meet the needs of
everyone.
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