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Take Home Messages

In Canada, adults with intellectual or developmental disabilities are more
likely to be diagnosed with an unknown or advanced stage cancer and
more likely to die following a cancer diagnosis.

Lower rates of cancer screening, delays during the diagnosis period, and
lower rates of treatment contribute to these worse outcomes.

Addressing these disparities is possible requires making changes at the
policy and system level, clinically, and in research.

The time is now to act on existing evidence and improve outcomes.
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Canada Population size: 41.5 million (2024)
Geographic size: 9.1 million km?
Healthcare: universal system, provincial

and territorial
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The Autism Project: Pamela Button
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Why haven’t adults with intellectual
or developmental disabilities been

emphasized in Canadian cancer
planning?

A lack of evidence to inform policy and service

provision?
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What did we learn?

Inequities across all
studied milestones along
the cancer continuum

Lack of connection of
inequities to broader
systems of intersecting
oppression.

Stirling et al, European Journal of Oncology Nursing, 2021

Challenges accessing
support.
Gatekeeping role of
healthcare providers,
caregivers.

Significant limitations in
methods used to create
existing evidence.
Significant gaps in
evidence used to support
decision-making.
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Our Team'’'s Motivation

* Inequity exists within Canadian healthcare systems.

* AdC

ress the lack of high-quality data to support cancer control

for

e Just

people with intellectual or developmental disabilities.

ice and advocacy for people living with intellectual or

developmental disabilities in Canada and their friends, families,

and

caregivers.
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Do Canadians with intellectual or developmental
disability experience cancer disparities within
provincial, universal healthcare systems?
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HOW IS OUR TEAM DOING RESEARCH IN CANADA?
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HOW IS OUR TEAM DOING RESEARCH IN CANADA?
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HOW IS OUR TEAM DOING RESEARCH IN CANADA?
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Today's Talk?
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Population size: 16.1 million

Ontario oo
Geographic size: 892,000km?
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Ontario - 6 transitional health regions

« 14 regional cancer centres (5 in the
Greater Toronto Area)
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Who has an intellectual or developmental
disability and cancer in Ontario (2007-2019) ?

Breast cancer: 123,695 Ontarians, 486 with IDD (0.39%)

Colorectal cancer: 98,809 Ontarians, 506 with IDD (0.51%)

Lung cancer: 116,232 Ontarians, 385 with IDD (0.33%)




Compared to people with cancer who
were not living with intellectual or
developmental disability
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Stage at diagnosis

Cancer Cancer Stage at Treatment Survival Palliative

screening incidence diagnosis Care
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Stage at diagnosis

Palliative
Care

Cancer Cancer Stage at

Survival

Treatment

screening incidence diagnosis

Unknown stage
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Unknown Stage
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Unknown Stage
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Why is this happening???

Pathways to unknown stage at
diagnosis

* No plans for treatment, why
continue staging?

* Frank metastatic disease, staging
not recorded.

» Access to regional cancer
centres.
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Metastatic Stage
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Metastatic Stage
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Metastatic Stage
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Metastatic Stage

Ontarians living with intellectual or developmental
disability were...

1.56 times as 1.45 times as 0.91 times as

likely likely likely
to be diagnosed with to be diagnosed with to be diagnosed with
metastatic breast metastatic metastatic lung
cancer colorectal cancer cancer
RR 1.56 (1.08-2.27) RR 1.45 (1.23-1.72) RR 0.91 (0.85-1.08)
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Why is this happening???

Pathways to unknown stage at Pathways to metastatic stage

diagnosis » Fewer opportunities for cancer
* No plans for treatment, why screening.
i ing? .
SO e SEagling: » Challenges in symptom
« Frank metastatic disease, staging appraisal, detection, and
not recorded. communication,
 Access to regional cancer « How symptoms are acted on by
centres. care givers and the health care
system.
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We then explored the diagnostic

interval for colon cancer:

« How long does it take to get
diagnosed?

« Are the appropriate diagnostic and
staging investigations occurring?

 |s gate keeping to potentially curative
treatment occurring at the time of
diagnosis?

Queens
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Colon cancer diagnosis interval

Content embargoed- please connect with Alyson for more information.




Cancer survival

Cancer Cancer Stage at Treatment Survival Palliative

screening incidence diagnosis Care

SCHOOL OF

NURSING

Queens



Death from any cause

Cancer survival Death from cancer

Cancer Cancer Stage at Palliative

Treatment Survival

screening incidence diagnosis Care
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Cancer survival
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Ontarians living with intellectual or developmental
disability were...

2.74 times as 2.42 times as 1.49 times as

likely likely likely
to die following to die following to die following
breast cancer colorectal cancer lung cancer
HR 2.74 (2.41-3.12) HR 2.42 (218-2.68) HR 1.49 (1.34-1.66)

*Adjusted for relevant confounders
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Why is this happening?

Pathways to worse survival

« More people diagnosed with unknown or metastatic cancer?
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Evidence that worse cancer survival for
people living with intellectual or
developmental disability, regardless of stage

of cancer at diagnosis.
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Stage specific survival: Colorectal cancer (Ontario)

Adjusted Hazard Ratio |P -value

(95% Cl)
Stage 0.02
0/1 2.06 (1.17-3.63)
11 2.10 (1.35-3.26)
11l 2.60 (1.96-3.44)
IV 2.02 (1.63-2.51)
Unknown 3.49 (2.74-4.43)

1Y
Hansford et al. Canadian Journal of Public Health 2024 Q'l-dew@msr§
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Why is this happening?

Pathways to worse survival

« People are dying for reasons other than their cancer? Other chronic

health conditions, injuries, or other means?
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Ontarians living with intellectual or developmental
disability were...

2.28 times as 2.57 times as 1.38 times as

likely likely likely
to die of their breast to die of their to die of their lung
cancer. colorectal cancer. cancer.
HR* 2.28 (1.86-2.78) HR* 2.57 (2.26-2.92) HR* 1.38 (1.21-1.57)

*Adjusted for relevant confounders

1Y
Hansford et al. Canadian Journal of Public Health 2024 Ql—deurgmsnsv
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Why is this happening?

Pathways to worse survival
« More aggressive underlying  Lack of person-centered care?
i ? ing? . .
cancer biology? Understaging: e Little evidence or resources to
« Contraindications for treatment?  support shared decision-making?

« Not being offered treatment?

 Barriers to receiving treatment?
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We investigated survival disparities further, to

understand the potential role of treatment:

« Curative treatment in female breast cancer

« Non-curative treatment in non small cell lung
cancer

« Symptom assessment across all cancer
treatment settings.

Queens
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Breast cancer treatment

Content embargoed- please connect with Alyson for more information.
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Lung cancer treatment

Content embargoed- please connect with Alyson for more information.
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Routine cancer symptom assessment

Content embargoed- please connect with Alyson for more information




How can we effect change?

Subsection Subtitle
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“An IDD is not sufficient cause for worse outcomes or poor
experiences; rather, it is the complex interplay between one’s
abilities and the factors shaping how the cancer care system,

caregivers, and cancer care teams respond (or not) to the disease
that determines outcomes. It is unjust and irresponsible to
suggest differences in health are attributed to one’s disability
without being attentive to the social and economic factors that
influence how and why adults with IDD access cancer care,
especially when these are often well beyond the control of
individuals.”

M. Stirling et al European Journal of Oncology Nursing 54 (2021) 102011
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Changes to Systems and Policy tOday

From the American Association for Cancer Research®

y B ri ng a d u |tS With i ntel | eCtu a | O r d eve | O p m e nta | cancer types research updates living with cancer support for you taking action in the magazin

disability forward in cancer policy, making visible
within systems, for the cancer community. e madazne

« Set priorities for cancer care alongside adults The Push for Inclusive Cancer Care

People with intellectual or developmental disabilities face obstacles to

Wlth intEHECtual or developmental dlsabllltles and receiving appropriate cancer screening and treatment. Advocates are calling
their families, carers, se rvice prOViSiOn on the health care system to meet their needs and increase access to care.
organizations.
- : f\y_
« Advocate for the use of available evidence to } >
better direct resources, funding, and service 1/)' Ontano
prOV|S|On. Cancer Care Ontario

Primary care of adults with intellectual and developmental disabilities

2018 Canadian consensus guidelines

William F. Sullivan, Heidi Diepstra, John Heng, Shara Ally, Elspeth Bradley, lan Casson, Brian Hennen, Maureen Kelly, Marika Korossy, Karen McNeil, Dara Abells, Khush Amaria,
Kerry Boyd, Meg Gemmill, Elizabeth Grier, Natalie Kennie-Kaulbach, Mackenzie Ketchell, Jessica Ladouceur, Amanda Lepp, ' SCHOOL OF
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Changes to Clinical Pathways and Services
« Empower adults with intellectual or ‘ P OPEN
developmental disabilities

. - L Collaboration for
- Modify and adapt clinical guidelines, protocols, Coanitive Accessibilit
and service delivery. 9 y

- Develop and test accessible resources and Se|f_AdvocaCy Guide for
tools to support patient-centered care. _
Cancer Patients on the

Autism Spectrum

Dana-Farber [ searcn a ) @ frde @ feponr .
W Cancer Institute - Co-created by Paula Holmes-Rodman, PhD and Lindsey

Holmes, ovarian cancer survivor, and an adult with autism [i]

Cancer Types and For Patients and
Treatments Families

Research For Physicians

With input from the autistic community [ii]

For Patients and Families / Resources an d Support Services ) ;
Print Email

Neuro-Inclusive Oncology Care and Empowerment Program Ql_‘een’s
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Changes to Research

* More, mixed methods research across all
points along the continuum- prevention
through to palliative care.

e |International collaboration. Follow the

: : . : conversation:
« Develop and validate inclusive quality

metrics for evaluation.

#Breaking
Barriers2025

» Engage adults with intellectual or
developmental disabilities in research.

« Address barriers to participation in B =g Trinity ——
research. I-R (=) bubiin “““gei"ga"‘.’ .
¢£§:€ Intellectual Disability

Tl \ ' of Dublir
Sldinte The University of Dubli

e Conduct accessible clinical trials.
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Take Home Messages

In Canada, adults with intellectual or developmental disabilities are more
likely to be diagnosed with an unknown or advanced stage cancer and
more likely to die following a cancer diagnosis.

Lower rates of cancer screening, delays during the diagnosis period, and
lower rates of treatment contribute to these worse outcomes.

Addressing these disparities is possible requires making changes at the
policy and system level, clinically, and in research.

The time is now to act on existing evidence and improve outcomes.
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Thank you!
Go raibh maith agaibh!
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