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Standard of care
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‘It was becoming distressingly clear that the standard of care — if it were
to be responsive to Deborah’s needs — was simply out of reach.’

‘Neither breast cancer nor intellectual disability is rare.’
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Why of interest?

Genetic and biological factors

Potential causal link between syndrome
and tumor development

Recelved: 20 December 2023 | Revised: § April 2024 | Accepted: 11 Aprll 2024

DOL: 10.1002/camd. 7210

Cancer Medicine
REVIEW CancerMedicine __ WILEY

Cancer risks related to intellectual disabilities: A systematic
review

Lifestyle

Less aware of health risks, less
prevention

IDR Journal of Intellectual Disability Research
Published on behalf of mencap and in association with 1ASSIDD

Original Manuscripts = & Full Access

Multimorbidity and lifestyle factors among adults with
intellectual disabilities: a cross-sectional analysis of a UK
cohort

F. Tyrer &4, A. |. Dunkley, ]. Singh, C. Kristunas, K. Khunti, S. Bhaumik, M. ]. Davies, T. E. Yates, L. |. Gray

First published: 28 Novemnber 2018 | https://doi.org/10.1111/jir.12571 | Citations: 35

Health(care) disparities

Communication
Health skills and literacy

Diagnostic overshadowing

Amina Banda'© | Jenneken Naaldenberg' | AuraTimen' | Agnies van Eeghen® F.J
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MENTAL RETARDATION AND DEVELOPMENTAL DISABILITIES £
RESEARCH REVIEWS 12: /0-82 (2006) g InterScience’

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’

A CASCADE OF DISPARITIES: HEALTH AND
HEeALTH CARE ACCESS FOR PEOPLE WITH
INTELLECTUAL DISABILITIES

Y - %
Gloria L. Krahn,” Laura Hammond, and Anne Turner

Child Development and Rehabilitation Center, Oregon Health & Seience University, Portland, Oregon
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Challenges throughout cancer continuum

Healthy living Prevention Treatment Home care

Survivorship and

Screening and prevention Oncology care
mortality

BMjOncology  Research priorities to improve cancer
care for people with intellectual
disabilities across the cancer continuum

BM)Oncology  Jdentifying the deficits in cancer care for
people with intellectual disabilities

2
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(early) detection

* Low participation and barriers in population screening
* Consistent findings across Europe, North America, Australia, and Asia

Satgé et al. BMC Cancer 2014, 14:150

* Diagnosis at more advanced stages "o (ovc

Cancer

@ Disability and RESEARCH ARTICLE Open Access
Health Journal

Disability and Health Journal 8 (2015) 9—16

. Age and stage at diagnosis: a hospital series of 11
Barriers to cancer screening for people with disabilities: women Wlth intEIIECtUBI disa blllty and breaSt
A literature review carcinoma

Julie Williams Merten, Ph.D., MACAH‘E‘SA“'g, Jamie L. Pomeranz, PhAD‘h,
Jessica L. King, M.S., CAHAEASAh, Michael Moorhouse, PhADAh, and Richmond D. Wynn, Ph.D.* NrPSPRT . — : . P

& y Daniel Satgé"", Eric-André Sauleau?, William Jacot®, Fernand Raffi*, Bernard Azéma®, Jean-Claude Bouyat”
"Department of Behavioral Science and C ity Hoalth Iinivercite of Florida G illa FT. TTRA sl Klicalas Clsma Aceal®

“Department of Public Health, University of North Florida, 1 UNF Drive, Jacksomville, FL 32224, USA

Open access

BM) Open Cancer in deceased adults with
intellectual disabilities: English
population-based study using linked
data from three sources

Original research
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Cancer screening in The Netherlands

Work by Amina Banda and colleagues

Combined population data on presence of ID with cancer screening

outcomes

Three programmes:
®* Breast
* Colon
* Cervix

5-6 years of follow-up

THE LANCET

Public Health

This journal Journals Publish Clinical Global health Multimedia Events About

ARTICLES - Volume 10, Issue 3, E237-E245, March 2025 - Open Access ¥, Download Full Issue

Cancer screening participation and outcomes among people with an intellectual
disability in the Netherlands: a cross-sectional population-based study

Prof Geraline Leusink, MD 2P

Affiliations & Notes ™ Article Info ™ Linked Articles (1) ™

“1 Download PDF 99 Cite crg Share ‘g Set Alert @ Get Rights Reprints
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Cancer screening in The Netherlands

Participation in cancer screening programs

7 6% D Breast cancer (D 56% .
* Different programmes
68%_ Cervical cancer (D 45% .
_ People without an People with an *D Iffe rent age a nd SEX gro u pS
intellectual disability 73% comm— Colon cancer QIS 52% intellectual disability

= - * Comparable findings
480.103 individuals 100.204 individuals

............................................................................................................................................................................................................................................................................................................ e Consistent with other literature
Screening outcomes

(ens) Unfavorable result occurs just as often in feople with
— and without an intellectual disability.

»
g

B There are more invalid results because testing is more
1 ‘ difficult in people with an intellectual disability.
l"’"{' People with an intellectual disability are less likely to
participate in follow-up examinations for colorectal o
s cancer. —
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Oncology care journeys
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Healthy living Prevention Treatment Home care

Survivorship and
mortality

Screening and prevention Oncology care

Radboudumc
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Oncology care journeys

* Based on (routine) data from The Netherlands, and a literature review:
* Fewer people with ID receive treatment at oncology department than expected

* Treatments get adjusted without evidence or reasoning as to why
* More people with ID die due to cancer than expected

Cancer Medicine

2 ¥
ORIGINAL RESEARCH | & Open Access SERIES | DISABILITIES AND CANCER | VOLUME 23, ISSUE 4, E174-£183, APRIL 2022 % Download Full Issue

Disparities in cancer-relafg e et e Cancer

intellectual disabilities: AR S IANEEI(Ags  An International Interdisciplinary
health insurance claims ( Journal of the American Cancer Society

Anne J Boonman,MSc & [« Maarten Cuypers, PhD
Prof Haiko J Bloemendal, MD

Maarten Cuypers 4. Hilde Tobi, Cornelis A Original Article | & OpenAccess | @ ® &

Chris van Weel, Lambertus A. L. M. Kiemg Cancer-related mortality among people with intellectual

First published: 25 July 2020 | https:/doi i s B SRRl P o i TR S - disabilities: A nationwide population-based cohort study

-
Maarten Cuypers PhD & Bianca W. M. Schalk PhD, Anne . N. Boonman MSc, [\,
Jenneken Naaldenberg PhD, Geraline L. Leusink MD, PhD TERKER
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Experiences of ID patients in cancer care

Interviews with 9 ID patients who are post cancer-treatment and reflect on trajectory
Detection: mostly by others, during routine check-ups

Diagnosis: logistic challenges, distress

Difficult to distinguish type of hospital encounters (diagnostics, decision-making, treatment)
or phase in process

Coordination in informing, decision-making, recognizing key decision moments
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What about the incidence of cancer?
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Methodological issues related to measuring cancer incidence

® Literature since 2000:

Q 2001-2004

QO
N
o
[ Y
(@)
O
N
o
N
(B

First population studies Primary care data from England Cancer registry linkage in

—— i e Similar incidence, but different ‘ i * Lower prevalence i Sweden '

i cancer profile E E e Increased risk for any cancer, in

! . ! . ' particular for syndromic ID >
' Primary care data from Scotland . Older people with ID with
« Lower (2015), or not-sign. higher specialist care linkage in Sweden
i prevalence (2018) 1 e Lower incidence
' ¥/ = ' S 2

]
O 2015-2018 O 2020
Patja, 2001; Sullivan, 2004; Carey, 2016; Cooper, 2015 and 2018; Satge, 2020; Liu, 2021 Radboudumc
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Data sources

Population registry to generate
cohort (N=948,056)

Chronic care and welfare
databases to identify persons
with ID (N=187,149)

New cancer diagnoses in
national cancer registry (2015-
2020) (N=50,257)
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Cancer incidence in The Netherlands

Publication pending in BMJ Oncology:

Lip' oral cavity, and pharynx (COO_C14) — @ — Cancer incidence and diagnostic
characteristics in people with intellectual

Digestive organs (C15-C26) 0 disabilities in the Netherlands: A national
Respiratory and intrathoracic (C30-C39) —po registry-based cohort study

Bone and articular cartilage (C40-C41) . L 2 .
Melanoma and other malignant skin (C43-C44) L 0
Mesothelial and soft tissue (C45-C49)
Breast (C50) 2
Female genital (C51-C58) ——
Male genital (C60-C63) 2
Urinary tract (C64-C68) o
Eye, brain and other CNS (C69-C72) ——
Thyroid and other endocrine (C73-C75) ———
Ill-defined and unspecified (C76-C80) . L 2 .
Lymphoid, and haematopoietic (C81- C96) ——

Uncertain of unknown behavior (D37- D48) ———
OR 0.79 [0.76-0.81]

Overall L
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STERKER

OP EIGEN BENEN

L 4

All analyses adjusted for age and sex

17 29 mei 2025



Findings — Most common sites

e Stratified by access to residential care (i.e. proxy for ID severity)

Non-residential care ID population odds ratios for most common

C44 - Skin

C50 - Breast (female only)
C34 - Lung

C61 - Prostate
C18 - Colon

C67 - Bladder

C20 - Rectum

C64 - Kidney

C25 - Pancreas
C83 - Lymphoma
C15 - Oesophagus
C53 - Cervix uteri

C80 - Unknown primary

Overall

18

cancer sites
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Research challenges related to cancer incidence

* Literature is inconclusive
e Depends on which groups are studied and compared

* Aetiology
* Genetic subgroups can have specific risks
* Down’s syndrome lower risk for solid tumors, increased leukemia risk
* Challenging to identify ID population
* Impossible to compare ID groups across countries by ID definition

* Demographical differences
e Different age profiles
* Between 5 and 12 years younger at diagnosis
e Lower life expectancy (i.e. affects prostate cancer incidence)
* Length of follow-up

e Different cancer types and stage at diagnosis Radboudumc
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Palliative care

Treatment Home care

Screening and prevention Oncology care Survivorship and
mortality
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Palliative care B e ©SAGE

& The Author(=) 2020, Article Feunze Gmdelines

httpz:/dolorg/10.117 71016921 6320932774 j O U rr] a I S

Review Article

The palliative care needs of adults with intellectual
disabilities and their access to palliative care services: A
systematic review

* And cancer survivorship

Emily Adam 1, Katherine E Sleeman 1, Sarah Erearle;-‘z, Katherine Hunt 3, and Irene
Tuffrey-Wijne*

" : Are Researchers Addressing Cancer Treatment and Survivorship Amon
| g p g
PO I I | Ot eve Z0 rg People With Intellectual and Developmental Disabilities in the U.S.7 A
VOOr mensen met Scoping Review ¥
11 Grace Samtani &5 : Tamsen L. Bassford; Heather J. Williamson; Julie 5. Armin
ee n Ve rStO n d e I IJ ke Intellect Dev Disabil (2021) 59 (2): 141-154.

https://doi.org/10.1352/1934-9556-59.2.141  Article history =+
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Bridging research gaps

* Publications on (Cancer) AND (Intellectual disability)
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Bridging research gaps

* Attention by government and policy makers

* UN Convention on the Rights of Persons with Disabilities
* EU Beat Cancer Plan

* Engagement and inclusion of people with ID in research and
implementation

* Broader dissemination and implementation of interventions that work:

* Decision-support
* Reasonable adjustments

Radboudumc
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European network: COST Action

* CUPID: Cancer — Understanding Prevention in Intellectual
Disabilities
® >200 associated members

* Review in which countries there is policy or guidance

Cancer- Understanding Prevention
in Intellectual Disabilities

™" CUROPEAN COOPERATION
IN SCIENCE AND TECHNOLOGY
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Standard of care

PERSPECTIVE f % iI'I = *

Standard of Care

Author: Anna Reisman, M.D. ©  Author Info & Affiliations

Published October 21,2023 | N Engl ] Med 2023;389:1549-1551 | DOI: 10.1056/NEJMp2308010
VOL. 389 NO. 17 | Copyright © 2023
cnoo 3

‘I don’t know whether Deborah would still be alive had there been more information and guidance available.

Not so much to suggest that the health care system was functioning for people with intellectual disabilities,
but simply to have someone there. Someone who could have offered a slate of workarounds to make these
onerous treatments feasible..”
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Thank you for your attention

Collaborators Jenneken Naaldenberg, Geraline Leusink, Lynette Oost,
Amina Banda, Haiko Bloemendal

Contact Maarten Cuypers, PhD
Maarten.Cuypers@radboudumc.nl

Funders and partners
Ministry of Health, Welfare and Sport

N’ ZonMw
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