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Presentation Outline

✓ Overview of the evidence base

✓ Cancer incidence in people with intellectual disability 

✓ Mortality, survival and premature death 

✓ Diagnosis patterns (stage, delays, emergency presentation) 

✓ Screening uptake and coverage 

✓ Barriers to early detection 

✓ Healthcare inequalities across the cancer pathway
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Rising Cancer Burden in People with Intellectual 
Disabilities

Support needs

Declining physical 
function

Slower metabolic 
process

Higher risk of 
chronic conditions 

-cancer

(Dolan et al., 2019; McCarron et al., 2018)
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Cancer inequalities in intellectual disabilities 

Adults with intellectual 
disabilities face a cancer pattern 

that is easy to misread if 
incidence is considered on its 

own. 

Cancer in 
people with 
intellectual 
disabilities

Premature 
mortality

Under 
recognition

Under 
investigation

Unequal 
access to 

healthcare

(McMahon et al., 2025; Stirling et al., 2021; Cuypers et al., 2021; Ward et al., 2024; Kennedy et al., 2025) 
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What the evidence base shows

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

Overall cancer burden

Under 
diagnosis

Younger age 
structure

Competing 
mortality

(McMahon et al., 2025; Cuypers et al., 2021; Ward et al., 2024) 
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A simple claim that cancer is less common in adults with intellectual 
disabilities does not fit the full evidence.
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What the evidence base shows

Dutch cohort (Dutch national cohort) 

Lower overall cancer incidence

Earlier diagnosis age: 58.3 vs 67.9 years 

More likely to be diagnosed at an advanced 
stage

(Cuypers et al., 2025)
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What the evidence base shows

Cancer Incidence vs Mortality (Scotland)

Lower cancer incidence

Higher cancer mortality

(Ward et al., 2024)
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What the evidence base shows

Cancer Incidence and Early Onset (UK Cohort)

Slightly lower overall cancer incidence (1.9% 
vs 2.0%)

Slightly higher risk of cancer diagnosis

Markedly higher risk of cancer before age 50

(Kennedy et al., 2025)
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What the evidence base shows

Cancer Risk in Younger Cohort (Sweden)

Higher overall cancer risk in younger 
individuals with ID

Increased cancer risk 

(Liu et al., 2021)
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Findings are not contradictory 

✓ 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.

Lower recorded incidence can occur alongside higher mortality

(McMahon et al., 2025; Cuypers et al., 2025; Kennedy et al., 2025)
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What the evidence base shows

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

Specific cancer types

Unknown primary

Genital cancers

Testicular cancer

Kidney cancer

CNS cancers

Sarcoma 

Oesophageal cancer (Banda et al., 2024; McMahon et al., 2025)
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What the evidence base shows

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
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Mortality, late diagnosis, and pathway failure
Netherlands

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

People with intellectual 
disabilities died 10 years 

younger than in the 
general population

(Cuypers et al., 2021)



Trinity College Dublin, The University of Dublin @ageingwithID@ageingwithID

Mortality, late diagnosis, and pathway failure
UK, Canada

About 50% less likely to get an urgent cancer referral

Lower treatment rates and shorter survival

Higher risk of death after diagnosis

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

(Kennedy et al., 2025                                                   Hansford et al., 2023)
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Mortality, late diagnosis, and pathway failure

England

35% emergency 
presentation

45% stage IV; 
34% stage I or II

Scotland

Incidence and 
mortality for 

metastatic cancer 
of unknown 

primary markedly 
raised

Delayed 
recognition

Delayed 
referral

Delayed 
diagnosis

(Heslop et al., 2022; Ward et al., 2024)
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What the evidence base shows

Cancer mortality is higher and survival is worse.

Mortality and prognosis

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)
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So the question becomes...

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

Where in the pathway are these inequalities arising?
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What the evidence base shows

Most evidence is from organised screening programmes in high income settings 

Screening

Lower 
uptake

Cervical  
screening

Breast 
screening
 

Colorectal 
screening

(McMahon et al., 2025; Power et al., 2024)
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What the evidence base shows
Screening

Lower cervical 
screening 

uptake- 35%

Much less 
likely to be 
screened

Studies reported that adults with IDD 
experienced inequities at various 

points along the cancer continuum.

 Numerous social and physical determinants 
of health influenced the experiences and 

outcomes of adults with IDD.

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

Screening rates

0.54 for cervical 
screening

25% of women 
with ID excluded 

vs 6% without

0.76 for 
mammography

0.86 for bowel 
screening

0.87 for PSA 
testing

Often recorded as refused or inappropriate

(Osborn et al., 2012)
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Screening participation gaps
Netherlands

Lower screening 
participation

Cervical: 

45.2% vs 68.1%

Breast: 

55.5% vs 76.0%

Colorectal: 
51.7% vs 72.7% 

About 60% less likely to participate 

Quality of Screening

More invalid/unreliable results
 
Suggests ongoing accessibility and 
quality issues, even after attendance

(Banda et al., 2025)
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Screening participation gaps
Ontario

Women with 
Intellectual 
disabilities

2x more likely to 
be unscreened for 

cervical cancer

1.5x more likely 
to be unscreened 
for breast cancer

Adults with 
Intellectual 
disabilities

Less likely to 
complete bowel 
cancer testing

Less likely to be up 
to date with 

colorectal screening

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



Trinity College Dublin, The University of Dublin @ageingwithID@ageingwithID

So the key question now is...

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

Why do these gaps persist?
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What the evidence base shows
Screening – Key barriers

• Caregivers

• Carer support

•Communication 
and consent 
challenges

• Misconceptio
n and limited 
accessible 
information

• Fear, anxiety

Individual 
factors

Knowledge 
and 

awareness

Social 
support

Healthcare 
system

(Banda et al., 2025; Osborn et al., 2012; Ouellette-Kuntz et al., 2015; Power et al., 2024)
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What the evidence base shows
Screening – Facilitators

• Supervised 
setting

• Carer support

• Previous use 
of healthcare 
services

• Education 
(e.g. via social 
media)

• Higher 
income, dual 
insurance 
coverage

Socioeconomic 
factors

Knowledge 
and 

awareness

Living and 
Support 

envionment

Healthcare 
engagement

(Arana-Chicas et al., 2020; Chan et al., 2021; Power et al., 2024)
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What the evidence base shows

Referral, treatment, and pathway access are worse.

Survivorship and palliation remain under studied.

 

Service access

Less cancer-related care
Inequalities increase with age
Greater disparities in females

Lower use of screening programs

Fewer urgent referrals
Less treatment within 6 months

Shorter survival after cancer diagnosis
Some cancers less common but higher risk of death 

after diagnosis

(Cuypers et al., 2020; 2004; Kennedy et al., 2025; Stirling et al., 2021)
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Why the inequalities are so persistent
Barriers to Cancer Screening and Across the Cancer Care Pathway

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)
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So if inequalities are built into the system, the next 
question is — how do we change that?
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Implications for clinicians and policy 

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)
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Implications for clinicians and policy 

Screening policy may need tailoring, not just improved uptake, with consideration of earlier start 
ages and alternative test methods for groups with earlier onset or difficulty tolerating standard 
procedures.

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

Guidelines should address treatment adaptation explicitly. Current evidence suggests lower 
treatment rates and unwarranted variation, but guidance on how to adapt care safely is still thin.

(Heslop et al., 2022; Cuypers et al., 2004; 2024b; Kennedy et al., 2025; McMahon et al., 2025)
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Main Takeaways

Cancer incidence 
is similar or 
lower, but 

outcomes are 
worse

Cancer occurs 
earlier and has 

higher mortality

Screening 
participation is 

lower across 
cervical, breast, 
and colorectal 
programmes

Inequalities arise 
from cumulative 

disadvantages 
across the entire 
cancer pathway
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Main Takeaways

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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