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- EU funded

- Stimulates networking, collaborations
- Meetings and researcher mobility
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Introduction to the relation
between intellectual
disability and cancer
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ID - definition

- Significant limitation in cognitive functioning and adaptive behavior

- Originated before adulthood

- IQ below 70/75

- ID prevalence estimated at 1-3%

- Higher prevalence at lower age, and among males

https://www.aaidd.org/intellectual-disability/definition
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Causes of ID
• Genetic

• Down’s syndrome

• Prenatal

• Maternal infection, toxins

• Perinatal

• Premature birth, lack of oxygen  

• Postnatal

• Early childhood infections, injury

• Environmental

• Socioeconomic deprivation

• Cause often unknown
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Throughout the cancer journey

Screening and prevention Oncology care
Survivorship and

mortality



Cancer – ID related risk factors

• Genetics

• Some causes of ID may also be involved 
in cancer development

• Lifestyle

• Obesity and lack of exercise are 
common

• Risk behavior; unprotected exposure to 
sun, smoking (in some sub groups)

• Health(care) disparities

• Communication

• Health skills and literacy

• Diagnostic overshadowing
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Cascading problems
‘A failure in a system of interconnected parts in which the 

failure of one or few parts leads to the failure of other 
parts, growing progressively’



(early) detection

• Low participation in population screening
• Consistent findings across Europe, North 

America, Australia, and Asia

• Diagnosis at more progressed stages
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Cancer incidence and prevalence – Brief overview
of literature

First population studies
• Similar incidence, but different 

cancer profile

2001-2004

Primary care data from Scotland

• Lower (2015), or not-sign. higher 
prevalence (2018)

2015-2018

Primary care data from England
• Lower prevalence

2016

Older people with ID with 
specialist care linkage in Sweden

• Lower incidence

2020

Cancer registry linkage in 
Sweden
• Increased risk for any cancer, in 

particular for syndromic ID

2021
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Patja, 2001; Sullivan, 2004; Carey, 2016; Cooper, 2015 and 2018; Satge, 2020; Liu, 2021



Cancer incidence

• Literature is inconclusive 
• Depends on which groups are 

studied and compared 

• Genetic subgroups can have specific 
risks

• Down’s syndrome lower risk for 
solid tumors, increased leukemia 
risk

• Different age profile
• Between 5 and 12 years younger at 

diagnosis

• Different cancer types and stage at 
diagnosis
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Cancer incidence – some examples

• Screening cancers and skin cancer
- lower incidence of early-stage tumors

• Lung cancer
- in particular high in mild ID groups

• Prostate cancer
- Age groups with high Pca incidence are often not reached by men with ID, 

except for healthy survivors

• Cancer of unknown primary
- Indicative for late diagnoses and limited diagnostic procedures
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Cancer care

• Barriers in accessing care
• Lower utilization of oncology care

• Less extensive treatment
• Little evidence supporting choices

• Adjustments attributed to disability
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Cancer-related mortality

- More often cause of death
- Appr. 1.5 times more often (age and sex standardized)

- Different types of cancer involved
- Cancers with screening

- Cancer of unknown primary

12/09/2023
COST Action CA21123

Cancer- Understanding Prevention in Intellectual Disabilities (CUPID)
14



From equal health system to equitable cancer care
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In sum
• Different characteristics and specific care needs

• No complete understanding yet of;

• Biology and genetics involved in ID and 
cancer

• Role of age and aging in cancer incidence

• How to optimize cancer care for the ID 
population

• At risk to be underserved throughout oncological 
journey

• From equal cancer care to equitable cancer care

• Better screening and prevention is crucial first step
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Questions? Contact
Maarten Cuypers, PhD

Radboud University Medical Center

Nijmegen, The Netherlands

Dept. of Primary and Community Care –
Intellectual Disabilities and Health Group

Maarten.Cuypers@radboudumc.nl

COST Action CUPID

http://www.cupidproject.eu
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