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Abstract

comorbidity, Health disparities

The European Commission’s Strategy for the Rights of Persons with Disabilities 2021-2030 aims to ensure equal
opportunities and rights for all individuals, including those with intellectual disabilities. People with intellectual
disabilities are often underrepresented in cancer prevention and screening policies, leading to disparities in
health outcomes and early mortality. The intersection of intellectual disability, cancer, and depression represents
an underexplored area in healthcare research. Individuals with intellectual disability diagnosed with both cancer
and depression face compounded challenges impacting their quality of life, proper access to medical care, and
treatment outcomes. To address these gaps in the systems globally, a focused effort is indispensable to understand
their unique needs and better tailor care strategies for this target group. Therefore, this commentary outlines
the challenges in researching individuals with intellectual disabilities who have a dual diagnosis of cancer and
depression. Challenges include providing informed consent, ethical researcher—participant relationships, and
maintaining confidentiality and autonomy. Strategies for improvement include creating accessible procedures,
raising awareness, and involving individuals with intellectual disabilities in research ethics committees.
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Background

In March, the European Commission (2021) adopted the
Strategy for the Rights of Persons with Disabilities for
2021-2030, aiming to ensure that all persons with dis-
abilities in Europe, regardless of their sex, racial or ethnic
origin, religion or belief, and age or sexual orientation,
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enjoy human rights and equal opportunities [1]. How-
ever, people with intellectual disabilities are often under-
represented in general cancer prevention and screening
policies across Europe, leading to disparities in health-
care outcomes and early deaths [2], thus preventing them
from enjoying the same rights to accessible and appropri-
ate healthcare. This situation is intensified when mental
disorders such as depression are comorbid with chronic
physical diseases, resulting in severe health consequences
[3].

This commentary outlines the challenges with con-
ducting research involving individuals with intellec-
tual disabilities who have a dual diagnosis of cancer
and depression. These challenges include enforcing
informed consent procedures; creating ethical
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researcher—participant relationships; balancing risk-ben-
efit ratios; and ensuring confidentiality, beneficence, jus-
tice, and participants’ autonomy. This commentary will
raise awareness of these issues, contribute to the ongoing
debate on this sensitive subject, and provide strategies for
improvement.

People with intellectual disabilities in medical
research

People with intellectual disabilities value and desire
involvement in research as participants and research-
ers [4]. However, despite being frequent beneficiaries of
healthcare services [5], they are routinely excluded from
clinical trials and medical, public health, and epidemio-
logical research [5-7]. For example, McDonald [8] con-
ducted an exploratory research multimethod, qualitative
approach. Overall, findings suggest that adults with intel-
lectual and developmental disabilities value research.

Although research participation can benefit this pop-
ulation, their caregivers, and their families, few coun-
tries have guidelines that directly address the issue [6].
Exclusion often depends on the subjective views of the
ethical review boards. A systematic review of 2710 trials
indicated a lack of clarity in exclusion criteria: “In 96%
the exclusion criteria were judged as ‘relative’ Implicit
exclusion criteria were present in 1205 trials (44.5%)”
([7] p. 1). Different measurement criteria were used to
exclude people with intellectual disabilities. For example,
McDonald ([8], p. 805) found that the measures of cogni-
tive functioning such as the Mini-Mental Status Exami-
nation [9] were used to exclude participants often with
no rationale provided.

Individuals with intellectual disabilities experience
some of the highest rates of exclusion from research,
especially when their disabilities are combined with
depression. According to DeCormier Plosky et al. ([10],
p-1427), “83% of depression-related studies included at
least one exclusion for cognitive disability compared
with 28% of studies for lung cancer and only 6% for dia-
betes” Therefore, including people with disabilities in
depression-related research is crucial as they are at high
risk ([11], p. 1010). Camanni et al. [7] found that of the
2710 trials, behavioral or psychiatric disorders were the
most frequently excluded (61.4%). Research integrity
and underrepresentation makes research data limited
or incorrect in terms of generalizability: “Not explicitly
making efforts to include people with disabilities poten-
tially skews research findings toward more ‘healthy
patient populations” [5] p. 2138).

Excluding people with intellectual disabilities from
studies has been identified in previous literature as a
known and widespread issue in research and public
health [12], which may result in the further misrepre-
sentation of the general population, as a correlation of
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disability is often observed with other factors such as
poverty and unemployment [13]. Thus, balancing the
pros and cons of selecting a homogeneous sample (where
it is perhaps easier to detect effects but more difficult to
enroll subjects, providing less generalizable results) ver-
sus a heterogeneous sample, where it is easier to enroll
subjects and provides more generalizable results [14] is
crucial.

Cancer in people with intellectual disabilities
Despite advancements in healthcare accessibility and the
substantial representation of people with intellectual dis-
abilities in cancer prevention policies [2], they still face
disparities in accessing adequate screening services,
preventive measures, and treatment. According to St.
John et al. [12], individuals with intellectual disabilities
are particularly vulnerable to inequalities in healthcare
access. This group also exhibits a considerably higher
risk of premature mortality [15], with cancer, the leading
cause of death (22.4% of all deaths) and being up to 1.5
times more likely as the cause of death, than the general
population [16].

The two main problems here include the following: (1)
people with intellectual disabilities are often underrepre-
sented in cancer prevention and screening policies and
(2) diagnostic overshadowing, which is a negative bias
impacting a clinician’s judgment regarding co-occurring
disorders in individuals with intellectual disabilities and/
or other mental illness ([17], p. 938). Notably, the increas-
ing prevalence of cancer among disabled individuals,
especially those with intellectual disabilities, long went
unnoticed owing to their exclusion from research: “peo-
ple with intellectual disabilities may be at an increased
risk of developing cancer but more likely to present
for medical treatment at a later stage when cancer has
spread” ([18]], p. 1).

The barriers contributing to the underrepresentation of
this population include inadequate healthcare infrastruc-
ture, limited transportation and financial resources, and
inadequate communication skills owing to limited health
literacy and insufficient support for alternative commu-
nication methods. An inability to communicate directly
impacts inequities in cancer treatment and outcomes in
this group [19]. Smith et al. [20] reported a high preva-
lence of communication difficulties with profession-
als and unfamiliar persons at the rate of almost 58% in
a study cohort. Impaired communicative competence
in three language functions (receptive, expressive, and
pragmatic) leads to a direct risk of exclusion and pre-
vents subjects from being active interlocutors [21]. Fail-
ure to transfer information between individuals with
intellectual disabilities and healthcare providers [22], a
lack of educational preparedness (expressed in low lev-
els of awareness and knowledge related to intellectual
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disabilities) among healthcare professionals [23], and low
levels of feeling prepared to provide care to this group of
patients [24] can be identified as substantial contributors
to this inequity. Khanlou et al. [25] reported a widespread
inability to provide person-centered care, which in turn
can cause disparities in the reception of cancer-related
care.

Integrating individuals with intellectual disabili-
ties into standard cancer and depression care requires
thoughtful adjustments to ensure equitable treatment.
Research emphasizes the necessity of tailoring therapies
to accommodate the unique biopsychosocial needs of
this population. A scoping review [26] highlighted vari-
ous reasonable adjustments made for individuals with
intellectual disabilities in healthcare. These included pre-
paratory visits, extended time for medical procedures,
modifications in appointment schedules, and commu-
nication accommodations to meet specific needs effec-
tively. Corroborating the previous findings, another study
[27] explores strategies for addressing the challenges
faced by this population in receiving appropriate cancer
and depression care. It also emphasizes the need for tai-
lored approaches that account for the complexity of intel-
lectual disabilities and associated psychosocial factors,
aiming to improve care access, treatment efficacy, and
overall well-being.

A further study [28] explored how person-centered
planning (PCP)—a structured approach that focuses on
the preferences and needs of individuals—can improve
community participation and inclusion for adults with
intellectual disabilities. It underscores the value of involv-
ing caregivers, disability support workers, and communi-
ties in the planning and delivery of services. The findings
advocate for training disability support providers to
actively contribute to healthcare plans, thereby ensur-
ing that individuals can access reasonably adjusted care
in various settings, including healthcare and the broader
community.

Diagnostic overshadowing is a misattribution of symp-
toms of an undiagnosed illness to an already diagnosed
comorbidity, which was first explored in patients with
comorbid cognitive deficits [29] and leads to compro-
mised patient care and contributes to increased cancer-
related mortality experienced by people with intellectual
disabilities [30]. In a recent literature review, the reported
antecedents and consequences of diagnostic overshadow-
ing included patients’ worsening condition, a decreased
likelihood to seek treatment, and death. Recognizing
this issue is essential for improving patient—provider
relationships and preventing the unnecessary loss of life
[30]. Interpersonal stigma can be found in the attitudes
and knowledge of healthcare providers toward patients
with intellectual disabilities, which on an intrapersonal
level impacts patients’ opinions about themselves [31].
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This negatively affects early detection and discourages
patients with intellectual disabilities from seeking health-
care [32]. Among the causes contributing to diagnostic
overshadowing, the literature reveals “fear, avoidance,
lack of education, lack of confidence, and lack of clinical
assessment, including symptom recognition and nega-
tive unconscious bias” ([32], p. 1363), which contribute to
inadequate communication with healthcare professionals
[33]. This ultimately leads to unmet healthcare needs, few
cancer screenings, a lack of prevention measures, and
high mortality rates.

Cancer and depression in people with intellectual
disabilities

Depression has been recognized as a comorbidity of
cancer rather than a risk factor of cancer. Recently, the
links between depression and cancer have been more
widely researched [34]. In a retrospective cohort study
involving 235,404 participants, the results demonstrated
an increased risk of 10-39% of people with depression
developing certain types of cancer [35]. A bidirectional
relationship is observed between individuals with major
depressive disorder who have an increased risk of cancer
and cancer sufferers who develop depressive symptoms
owing to the trauma of the disease [36].

When a dual diagnosis occurs, such as the comorbid-
ity of cancer and a psychiatric disorder, people are often
under-diagnosed and poorly treated [37]. Disparities in
healthcare services provided to people with severe men-
tal illness have been documented in preventive services
in general, including cancer prevention and screening.
For example, fewer participants with severe mental ill-
ness received effective treatment for cancer than people
without, resulting in a considerably low survival rate [38].
Nonetheless, only 37% of European countries specifically
allocate budget for psycho-oncological support. More-
over, mental health is not considered a priority in most
Eastern European countries, with psychological distress
stigmatized or underestimated [39]. Individuals requir-
ing higher levels of support are frequently excluded from
research [40]|. Excluding this population from clinical
research without proper justification is discriminatory,
challenges various national and international regulations
and research guidelines. Furthermore, it limits the gener-
alization of studies [10].

Many with depression and intellectual disabilities may
not meet the diagnostic criteria outlined in the Diagnos-
tic and Statistical Manual of Mental Disorders (DSM)
[41] or the Diagnostic Manual-Intellectual Disability
(DM-ID) [42] owing to limitations in self-reporting their
symptoms. Given that self-reporting often relies on verbal
and/or linguistic abilities [43], researchers may encounter
difficulties in obtaining self-reports from individuals who
struggle to communicate their symptoms. For example,
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fatigue is one of the most common secondary effects in
cancer therapy and depressive disorders [44]. This can
be a particular challenge for the intellectually disabled
population, as limited verbal skills may aggravate these
confounding factors [45]. Depression is a broad spec-
trum, making diagnoses even more challenging [36]. One
recent paper showed the influence of enrollment by those
other than participants or researchers, namely, clinicians,
family, and paid carers [46]. Owing to the high depen-
dency on these caregivers, recruitment for trials was
determined by considerations surrounding logistics and
personal consequences [46]. Depending on the stage of
cancer and severity of depression, individuals with intel-
lectual disabilities may also lack interest in participating
in research [47].

When individuals with pre-existing intellectual dis-
abilities develop cancer, the interplay between the dis-
ability, cancer, and depression therefore results in diverse
treatment experiences, further influenced by other
demographic factors. For individuals with intellectual
disabilities, pharmacological treatment for psychiatric
disorders is similar to that of the general population once
a diagnosis is made. However, extra caution is needed to
prevent medication interactions, incorrect dosages, and
exacerbation of comorbid conditions. Additionally, peo-
ple with both psychiatric disorders and intellectual dis-
abilities may benefit from extra multidisciplinary support
to ensure comprehensive care [48].

Individuals with dual-diagnosis disorders are not
homogeneous; the combinations of disorders, their
severity, and individual treatment needs vary. In the con-
text of cancer and depression, a pressing need is observed
to bridge gaps caused by stigma and communication
issues and enhance the connections between oncology
and psychiatry to develop targeted psycho-oncology pro-
grams tailored to this vulnerable population.

Strategies for improvement

Disparities in cancer and depression care for indi-
viduals with intellectual disabilities are not just ineq-
uities—they represent systemic discrimination that
demands urgent attention and accountability within
healthcare and research.

Health research needs to be for everyone and is a
crucial approach to addressing health disparities, par-
ticularly among underrepresented populations [49].
However, health research continues to exclude people
with intellectual disabilities [50].

Although the challenges associated with including per-
sons with intellectual disabilities in cancer and depres-
sion research have persisted for years, strategies are
present that could be adopted to overcome them aimed
at reducing disparities in cancer care and mental health
support.
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1. The use of accessible procedures, methods, language,
tools, and spaces in the process of recruitment,
conducting research, and research dissemination.

Researchers must ensure that research procedures, tools,
and materials are suitable for individuals with intellec-
tual disabilities and align with their abilities [51]. This
includes incorporating ‘reasonable adjustments’ to main-
stream care delivery [26], such as refining the adminis-
tration of therapies to accommodate the specific nature
of intellectual disabilities and the well-documented bio-
psychosocial contexts of this population. Recruitment
efforts should not only provide accessible information
about the research opportunity, its importance, benefits,
and potential risks — employing plain language and assis-
tance from caregivers when necessary — but also involve
the planning roles of disability support. The inclusion of
trained and educated disability support staff in treatment
and research planning is vital to enable individuals with
intellectual disabilities to access and participate in rea-
sonably adjusted care. Building community partnerships
remains crucial [12]. As individuals with intellectual dis-
abilities are often connected with service providers and
associations, researchers should collaborate with these
organizations in recruitment while also applying stan-
dard hospital quality and safety measures to address
inequitable care.

Informed consent should be obtained through formats
that are accessible for participants, avoiding excessive
details or technical information [12]. Special attention
should be paid to individuals who lack the capacity to
consent. In such cases, obtaining consent from a respon-
sible relative or a legally authorized representative or
guardian should be facilitated [52] and researchers need
to ensure that this respects the participant’s preferences
and values [53].

Various inventive techniques have emerged that
could be applied to involve participants with cognitive
impairments and limited communication skills in the
research process itself. In addition to using plain lan-
guage, these methodologies encompass strategies that
incorporate photographs, videos, and other visual data.
Although there is an increasing interest in image-based
visual methodologies in social research [54], this is still
uncommon in medical studies, in which persons with
intellectual disabilities are often regarded as unable to
participate [7]. Visual approaches (with the use of picture
cards, photo-story vignettes, videos, photovoice, etc.),
as opposed to text-based or traditional speech—based
approaches (without adjustments), have the potential
to include these participants [55-57]. Finally, when dis-
seminating the research results, accessible formats—for
example, easy-to-read leaflets, videos, or social media
posts—are also recommended [12].
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2. Addressing the knowledge gap and raising awareness
among researchers and research ethics committees.

As some researchers may lack confidence in effectively
engaging and communicating with individuals with intel-
lectual disabilities, addressing gaps in their understand-
ing in this area is imperative [12]. A recent study [58]
suggests that training programs and awareness work-
shops should also be organized for the members of ethics
committees to protect the rights of research participants,
especially in confidentiality issues. The aim of such
training could include raising awareness of the poten-
tial disparities associated with intellectual functioning
and power imbalances between those who conduct and
those who participate in research [52] and ways of mak-
ing research more accessible [12] and safe for vulnerable
populations.

3. Involving persons with intellectual disabilities in
research ethics committees.

Individuals with intellectual disabilities or their advo-
cates should be involved in research ethics committees.
Ensuring inclusive membership on ethics committees,
comprising multidisciplinary teams with expertise in
oncology and mental health, lay members from the com-
munity [59], and individuals with intellectual disabilities
could help safeguard human rights and the wellbeing of
all research subjects. The need for recruiting members
of these committees from diverse groups—such as those
from ethnic minority backgrounds or people with dis-
abilities—has been emphasized for years [60, 61]. Yet, to
our knowledge, no record exists of persons with intellec-
tual disabilities being on such committees.

These strategies clearly require additional time and
money in researching with people with intellectual dis-
abilities [46]. Nonetheless, these challenges are out-
weighed by the benefits [57].

4- Inclusive health research.

The inclusion of individuals with intellectual disabili-
ties in research has often been discouraged due to con-
cerns about their vulnerability, cognitive limitations, and
potential for harm [62].

Challenges include assessing their competence, ensur-
ing understanding of research risks and benefits, and
the ethical complexities of relying on surrogate deci-
sion-makers, especially in non-therapeutic research or
invasive procedures. These factors have reinforced the
prevailing assumption that the risks of including people
with intellectual disabilities may outweigh the benefits,
leading to their exclusion from many studies [63].

However, this exclusionary approach is increasingly
being questioned, driven by evolving legislation in sev-
eral European jurisdictions that prioritize the rights and
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agency of individuals with disabilities. Notably, frame-
works such as the United Nations Convention on the
Rights of Persons with Disabilities [64] advocate for their
active involvement in decisions that affect them, includ-
ing participation in research. This shift underscores
a growing recognition of the importance of inclusive
research practices and the need to balance protection
with empowerment.

Conclusions

People with intellectual disabilities experience high rates
of cancer and depression. However, the awareness of
the risk factors and symptoms of comorbid cancer and
depression is low among these individuals, their caregiv-
ers, and even healthcare professionals [65, 66]. Health
equity depends on the inclusion of diverse groups in
research samples. Nonetheless, intellectual disability is
one of the main causes of the exclusion of persons from
clinical trials, thereby creating a gap in representation [7].
Therefore, enhancing the accessibility of research on can-
cer and depression to persons with intellectual disabili-
ties and to educate healthcare professionals about these
issues is imperative.

Acknowledgements
N/A.

Author contributions
Contribution to the manuscript: LC: Writing — original draft, Writing — review &
editing. LC, RV, OK, KC.

Funding
None.

Data availability
No datasets were generated or analysed during the current study.

Declarations

Ethics approval and consent to participate
None.

Consent for publication
None.

Competing interests
The authors declare no competing interests.

Received: 21 October 2024 / Accepted: 23 December 2024
Published online: 06 January 2025

References

1. European Commission. (2021) Union of Equality: Strategy for the Rights of
Persons with Disabilities for 2021-2030. [Online] Available at: https://ec.europ
a.eu/social/main jsp?catld=738&langld=en&publd=8376&furtherPubs=yes

2. VukovicV, Banda A, Carneiro L, Dogan S, Knapp P, McMahon M, Milutinovic D,
Soylar P, Sykes K, Tosun B, Yava A, Trajkovski V, Wells J, Cuypers M. (2023) The
importance of cancer prevention policies to inform and guide preventative
and screening measures for people with intellectual disabilities: The COST
project Cancer- Understanding Prevention in Intellectual Disabilities. Journal


https://ec.europa.eu/social/main.jsp?catId=738&langId=en&pubId=8376&furtherPubs=yes
https://ec.europa.eu/social/main.jsp?catId=738&langId=en&pubId=8376&furtherPubs=yes

Carneiro et al. International Journal for Equity in Health

of Intellectual Disabilities 17446295231213752. [Online] Available at: https://d
0i.org/10.1177/17446295231213752

Daré LO, Bruand PE, Gérard D, Marin B, Lameyre V, Boumédiéne F, Preux P-M.
Co-morbidities of mental disorders and chronic physical diseases in develop-
ing and emerging countries: a meta-analysis. BMC Public Health. 2019;19:304.
https://doi.org/10.1186/512889-019-6623-6.

Feldman MA, Bosett J, Collet C, Burnham-Riosa P. Where are persons with
intellectual disabilities in medical research? A survey of published clinical tri-
als. J Intellect Disabil Res. 2014;58(9):800-9. https://doi.org/10.1111/jir.12091.
Rios D, Magasi S, Novakm C, Harniss M. Conducting Accessible Research:
including people with disabilities in Public Health, Epidemiological, and
Outcomes studies. Am J Public Health. 2016;106(12):2137-44. https://doi.org/
10.2105/AJPH.2016.303448. [Online] DOI.

Lai R, Elliott D, Ouellette-Kuntz H. Attitudes of Research Ethics Commit-

tee Members Toward Individuals with Intellectual Disabilities: The Need

for More Research. Journal of Policy and Practice in Intellectual Disabilities
2006;3(2):114-118. [Online] Available at: https://doi.org/10.1111/j.1741-1130.
2006.00062.x

Camanni G, Ciccone O, Lepri A, Tinarelli C, Bedetti C, Cicuttin S, Murgia N,
Elisei S. Being disabled’as an exclusion criterion for clinical trials: a scoping
review. BMJ Global Health. 2023;8(11):e013473. https://doi.org/10.1136/bmjg
h-2023-013473. [Online].

McDonald KE. We want respect: adults with intellectual and developmental
disabilities address respect in research. American Journal on intellectual and
Developmental Disabilities 2012;117(4):263-274. [Online] Available at: https:/
/doi.org/10.1352/1944-7558-117.4.263

Folstein MF, Folstein SE, McHugh PR. Mini-mental state. A practical method
for grading the cognitive state of patients for the clinician. J Psychiatr Res.
1975;12(3):189-98. https://doi.org/10.1016/0022-3956(75)90026-6.
DeCormier Plosky W, Neeman A, Silverman BC, Strauss DH, Francis LP, Stein
MA, Bierer BE. Excluding people with disabilities from Clinical Research:
eligibility criteria lack clarity and justification: study examines factors and
practices that exclude people with disabilities from clinical research. Health
Aff. 2022;41(10):1423-32. https://doi.org/10.1377/hlthaff.2022.00520.

Ali A, McKenzie E, Hassiotis A, Priebe S, Lloyd-Evans B, Jones R, King M. A pilot
randomised controlled trial of befriending by volunteers in people with intel-
lectual disability and depressive symptoms. Journal of Intellectual Disability
Research 2021;65(11):1010-1019. [Online] https://doi.org/10.1111/jir.12886
St. John BM, Hickey E, Kastern E, Russell C, Russell T, Mathy A, Peterson B,
Wigington D, Pellien C, Caudill A, Hladik L, Auderau KK. Opening the door to
university health research: recommendations for increasing accessibility for
individuals with intellectual disability. International Journal for Equity and
Health 2022;21:130. [Online] Available at: https://doi.org/10.1186/512939-02
2-01730-4

Tosetti |, Kuper H. Do people with disabilities experience disparities in cancer
care? A systematic review. PLoS ONE. 2023;18(12). https://doi.org/10.1371/jou
rnal.pone.0285146.

Nichol AD, Bailey M, Cooper DJ. Challenging issues in randomised controlled
trials. Injury. 2010;41(Supplement 1):520-3. https://doi.org/10.1016/j.injury.20
10.03.033.

Doyle A, O'Sullivan M, Craig S, McConkey R. People with intellectual disability
in Ireland are still dying young. Journal of Applied Research in Intellectual
Disabilities 2021,34(4):1057-1065. [Online] Available at: https://doi.org/10.111
1/jar.12853

Cuypers M, Schalk BWM, Boonman AJN, Naaldenberg J, Leusink GL. Cancer-
related mortality among people with intellectual disabilities: A nationwide
population-based cohort study. Cancer. An International Interdisciplinary
Journal of the American Cancer Society 2022;128(6):1267-1274. [Online]
Available at: https://doi.org/10.1002/cncr.34030

Kanne S. Diagnostic overshadowing. In: Volkmar FR, editor. Encyclopedia of
Autism Spectrum disorders. New York: Springer New York; 2013. pp. 938-40.
https://doi.org/10.1007/978-1-4419-1698-3_398.

McMahon M, Lynch L, Wormald A, Eustace-Cook J, McCarron M, McCallion P,
Smith V. Prevalence and incidence of cancer amongst adults with intellectual
disability - a systematic review and meta-analysis protocol. HRB Open Res.
2024;2:6-51. https://doi.org/10.12688/hrbopenres. [Online] Available at:.
Stirling M, Linton J, Ouellette-Kuntz H, Shooshtari S, Hallet J, Kelly C, Dawe

D, Kristjanson M, Decker K, Mahar A. Scoping review protocol documenting
cancer outcomes and inequalities for adults living with intellectual and/or
developmental disabilities. BMJ Open 2019;9(11):e032772. [Online] Available
at: https://doi.org/10.1136/bmjopen-2019-032772

(2025) 24:3

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32

33.

34.

35.

36.

Page 6 of 7

Smith M, Manduchi B, Burke E, Carroll R, McCallion P, McCarron M. Communi-
cation difficulties in adults with intellectual disability: results from a national
cross-sectional study. Res Dev Disabil. 2020;97:103557. https://doi.org/10.101
6/j.ridd.2019.103557.

Light J, Mcnaughton D. Designing AAC Research and Intervention to improve
outcomes for individuals with Complex Communication needs. Augmenta-
tive Altern Communication. 2015;31(2):85-96. https://doi.org/10.3109/07434
618.2015.1036458.

Dharampuriya PR, Abend SL. Roadmap for Creating Effective Communication
Tools to Improve Health Equity for Persons With Intellectual and Devel-
opmental Disabilities. Frontiers in Health Services, Sec. Health Policy and
Management 2022;2. [Online] Available at: https://doi.org/10.3389/frhs.2022.
859008

Appelgren M, Bahtsevani C, Persson K, Borglin G. Nurses' experiences of
caring for patients with intellectual developmental disorders: a systematic
review using a meta-ethnographic approach. BMC Nursing 2018;17(51).
[Online] Available at: https://doi.org/10.1186/512912-018-0316-9

Howie VA, Welch AJ, Horton ES, Wirihana LA. The quandary of registered
nurses untrained in adult intellectual disability nursing when caring for this
diverse patient group in acute care settings: an integrated literature review. J
Clin Nurs. 2021;30(11-12):1542-55. https://doi.org/10.1111/jocn.15663.
Khanlou N, Khan A, Kurtz Landy C, Srivastava R, McMillan S, VanDeVelde-Coke
S, Vazquez LM. Nursing care for persons with developmental disabilities:
Review of literature on barriers and facilitators faced by nurses to provide
care. Nursing Open 2023;10(2):404-423. [Online] Available at: https://doi.org/
10.1002/nop2.1338

Moloney M, Hennessy T, Doody O. Reasonable adjustments for people with
intellectual disability in acute care: a scoping review of the evidence. BMJ
open 2021;11(2):e039647. [Online] Available at: https://doi.org/10.1136/bmjo
pen-2020-039647

Carneiro L, Cwirynkato K, Vai¢ekauskaité R, Dogan S, Kowalczyk O, Wells J. The
Management of Cancer and Depression in People With Intellectual Disabili-
ties: Overcoming Barriers to Improve Care. In L. Carneiro & F. Schuch, editors,
Combining Exercise and Psychotherapy to Treat Mental Health 2024:(pp.
22-62).1Gl Global Scientific Publishing. https://doi.org/10.4018/978-1-6684-6
040-5.ch002

McCausland D, Murphy E, McCarron M, McCallion P. The potential for person-
centred planning to support the community participation of adults with an
intellectual disability. J Intellect Disabilities: JOID. 2022;26(3):603-23. https://d
0i.0rg/10.1177/17446295211022125.

Reiss S, Levitan GW, Szyszko J. Emotional disturbance and mental retarda-
tion: diagnostic overshadowing. American Journal of Mental Deficiency
1982;86(6):567 —74. PMID: 7102729.

Hallyburton A. Diagnostic overshadowing: An evolutionary concept analysis
on the misattribution of physical symptoms to pre-existing psychological ill-
nesses. International Journal of Mental Health Nursing 2022;31(6):1360-1372.
[Online] Available at: https://doi.org/10.1111/inm.13034

Henderson C, Noblett J, Parke H, Clement S, Caffrey A, Gale-Grant O, et al.
Mental health-related stigma in health care and mental health-care settings.
Lancet. 2014;1(6):467-82.

Molloy R, Munro |, Pope N. Understanding the experience of diagnostic
overshadowing associated with severe mental illness from the consumer and
health professional perspective: a qualitative systematic review protocol. JBI
Evid Synthesis. 2021;19(6):1362-8. https://doi.org/10.11124/JBIES-20-00244.
lezzoni LI. Cancer detection, diagnosis, and treatment for adults with disabili-
ties. The Lancet Oncology 2022;23(4):.e164-e173. [Online] Available at: https://
doi.org/10.1016/S1470-2045(22)00018-3

Zhu GL, Xu C, Yang Kb, Tang S-Q, Tang L-L, Chen L, Li W-F, Mao Y-P, Ma J.
Causal relationship between genetically predicted depression and cancer
risk: a two-sample bi-directional mendelian randomization. BMC Cancer
2022;22:353. [Online] Available at: https://doi.org/10.1186/512885-022-0945
7-9

Mossinger H, Kostev K. Depression is Associated with an increased risk of
subsequent Cancer diagnosis: a retrospective cohort study with 235,404
patients. Brain Sci. 2023;13(2):302. https://doi.org/10.3390/brainsci13020302.
Fraile-Martinez O, Alvarez-Mon MA, Garcia-Montero C, Pekarek L, Guijarro

LG, Lahera G, Saez MA, Monserrat J, Motogo D, Quintero J, Alvarez-Mon

M, Ortega MA. Understanding the basis of major depressive disorder in
oncological patients: Biological links, clinical management, challenges, and
lifestyle medicine. Front Oncol. 2022;12:956923. https://doi.org/10.3389/fonc.
2022.956923.


https://doi.org/10.1177/17446295231213752
https://doi.org/10.1177/17446295231213752
https://doi.org/10.1186/s12889-019-6623-6
https://doi.org/10.1111/jir.12091
https://doi.org/10.2105/AJPH.2016.303448
https://doi.org/10.2105/AJPH.2016.303448
https://doi.org/10.1111/j.1741-1130.2006.00062.x
https://doi.org/10.1111/j.1741-1130.2006.00062.x
https://doi.org/10.1136/bmjgh-2023-013473
https://doi.org/10.1136/bmjgh-2023-013473
https://doi.org/10.1352/1944-7558-117.4.263
https://doi.org/10.1352/1944-7558-117.4.263
https://doi.org/10.1016/0022-3956(75)90026-6
https://doi.org/10.1377/hlthaff.2022.00520
https://doi.org/10.1111/jir.12886
https://doi.org/10.1186/s12939-022-01730-4
https://doi.org/10.1186/s12939-022-01730-4
https://doi.org/10.1371/journal.pone.0285146
https://doi.org/10.1371/journal.pone.0285146
https://doi.org/10.1016/j.injury.2010.03.033
https://doi.org/10.1016/j.injury.2010.03.033
https://doi.org/10.1111/jar.12853
https://doi.org/10.1111/jar.12853
https://doi.org/10.1002/cncr.34030
https://doi.org/10.1007/978-1-4419-1698-3_398
https://doi.org/10.12688/hrbopenres
https://doi.org/10.1136/bmjopen-2019-032772
https://doi.org/10.1016/j.ridd.2019.103557
https://doi.org/10.1016/j.ridd.2019.103557
https://doi.org/10.3109/07434618.2015.1036458
https://doi.org/10.3109/07434618.2015.1036458
https://doi.org/10.3389/frhs.2022.859008
https://doi.org/10.3389/frhs.2022.859008
https://doi.org/10.1186/s12912-018-0316-9
https://doi.org/10.1111/jocn.15663
https://doi.org/10.1002/nop2.1338
https://doi.org/10.1002/nop2.1338
https://doi.org/10.1136/bmjopen-2020-039647
https://doi.org/10.1136/bmjopen-2020-039647
https://doi.org/10.4018/978-1-6684-6040-5.ch002
https://doi.org/10.4018/978-1-6684-6040-5.ch002
https://doi.org/10.1177/17446295211022125
https://doi.org/10.1177/17446295211022125
https://doi.org/10.1111/inm.13034
https://doi.org/10.11124/JBIES-20-00244
https://doi.org/10.1016/S1470-2045(22)00018-3
https://doi.org/10.1016/S1470-2045(22)00018-3
https://doi.org/10.1186/s12885-022-09457-9
https://doi.org/10.1186/s12885-022-09457-9
https://doi.org/10.3390/brainsci13020302
https://doi.org/10.3389/fonc.2022.956923
https://doi.org/10.3389/fonc.2022.956923

Carneiro et al. International Journal for Equity in Health

37.

38.

39.

40.

41.

42.

43.

44,

45.

46.

47.

48.

49.

50.

52.

53.

Alwhaibi M, AlRuthia Y, Sales I. The impact of depression and anxiety on adult
Cancer patients'Health-Related Quiality of Life. J Clin Med. 2023;12(6):2196.
https://doi.org/10.3390/jcm12062196. [Online].

Grassi L, Riba M. Cancer and severe mental illness: bi-directional problems
and potential solutions. Psycho-oncology. 2020,29:1445-51. https://doi.org/1
0.1002/pon.5534. [Online] Available at.

Hook K, Bogdanov S. Mental health care in Eastern Europe and Central Asia:
an analysis of needs and a call for greater investment. Lancet Reg Health —
Europe. 2021;10:100182. https://doi.org/10.1016/j.lanepe.2021.100182.
Thurm A, Halladay A, Mandell D, Maye M, Ethridge S, Farmer C. Making
research possible: barriers and solutions for those with ASD and ID. J Autism
Dev Disord. 2022;52(10):4646-50. https://doi.org/10.1007/510803-021-0532
0-1.

American Psychiatric Association, DSM-5 Task Force. Diagnostic and statistical
manual of mental disorders: DSM-5™. 5th ed. American Psychiatric Publish-
ing, Inc,; 2013. https://doi.org/10.1176/appi.books.9780890425596.

Fletcher RJ, Barnhill J, Cooper S-A, editors. DM-ID 2: diagnostic manual-intel-
lectual disability. A Textbook of diagnosis of Mental disorders in persons with
Intellectual Disabilities. 2nd ed. Kingston, NY: NADD; 2017.

Cheng L, Liu F, Feng S, Wang Y, Gu Y, Kang Q. Symptom experience of children
with Cancer younger than eight years of age: an integrative review. J Pain
Symptom Manag. 2019;58(1):157-66. https://doi.org/10.1016/jjpainsymman.
2019.03.021.

Park EM, Rosenstein DL. Depression in adolescents and young adults with
cancer. Dialog Clin Neurosci. 2015;17(2):171-80. https://doi.org/10.31887/DC
NS.2015.17.2/epark.

Bakken TL. Behavioural equivalents of schizophrenia in people with intel-
lectual disability and autism spectrum disorder. A selective review. Int J Dev
Disabil. 2021;67(5):310-7. https://doi.org/10.1080/20473869.2021.1925402.
Sharig S, Cardoso Pinto AM, Budhathoki SS, Miller M, Cro S. Barriers and
facilitators to the recruitment of disabled people to clinical trials: a scoping
review. Trials 2023;24:171. [Online] Available at: https://doi.org/10.1186/51306
3-023-07142-1

Agaronnik ND, El-Jawahri A, Kirschner K, lezzoni LI. Exploring Cancer Treat-
ment experiences for patients with preexisting mobility disability. Am J Phys
Med Rehabil. 2021;100(2):113-9. https://doi.org/10.1097/PHM.000000000000
1622.

Kendall K, Owen MJ. Intellectual disability and psychiatric comorbidity: chal-
lenges and clinical issues. Psychiatric Times, 2015;32(5). https://orca.cardiffac.
uk/id/eprint/98860/

Jameson C, Haqg Z, Musse S, et al. Inclusive approaches to involvement of
community groups in health research: the co-produced CHICO guidance. Res
Involv Engagem. 2023;9:76. https://doi.org/10.1186/540900-023-00492-9.
Bishop R, Laugharne R, Shaw N, Russell AM, Goodley D, Banerjee S, Clack E,
SpeakUp CHAMPS, Shankar R. The inclusion of adults with intellectual dis-
abilities in health research - challenges, barriers and opportunities: a mixed-
method study among stakeholders in England. J Intellect Disabil Research:
JIDR. 2024,68(2):140-9. https://doi.org/10.1111/jir.13097.

Nind M, Vinha H. Doing research inclusively: bridges to multiple possibilities
in inclusive research. British Journal of Learning Disabilities 2012;42:102-109.
[Online] Available at: https://doi.org/10.1111/bld.12013

Mietola R, Miettinen S, Vehmas S. Voiceless subjects? Research ethics and
persons with profound intellectual disabilities. International Journal of Social
Research Methodology 2017;20(3):263-274. [Online] Available at: https://doi.
0rg/10.1080/13645579.2017.1287872

Council for International Organizations of Medical Sciences (CIOMS), World
Health Organization (WHO). (2016) International Ethical Guidelines for

(2025) 24:3

54.

55.

56.

57.

58.

59.

60.

61.

62.

63.

64.

65.

66.

Page 7 of 7

Biomedical Research Involving Human Subjects. WHO. [Online] Available at: h
ttps://cioms.ch/wp-content/uploads/2017/01/WEB-CIOMS-EthicalGuidelines.
pdf

Boxall K, Ralph S. Research ethics and the use of visual images in research
with people with intellectual disability. J Intell Dev Disabil. 2009;34(1):45-54.
https://doi.org/10.1080/13668250802688306. [Online].

Hollomotz A. Successful interviews with people with intellectual disability.
Quialitative Research 2018;18(2):153-170. [Online] Available at: https://doi.org
/10.1177/146879411771381

Overmars-Marx T, Thomése F, Moonen X. Photovoice in research involv-

ing people with intellectual disabilities: A guided photovoice approach

as an alternative. Journal of Applied Research in Intellectual Disabilities
2017;31(1):€92-e104. [Online] Available at: https://doi.org/10.1111/jar.12329
Povee K, Bishop BJ, Roberts LD. The use of photovoice with people with
intellectual disabilities: reflections, challenges and opportunities. Disabil Soc.
2014;29(6):893-907. https://doi.org/10.1080/09687599.2013.874331. [Online].
Mishra NN, Bhatia T, Nimgaonkar VL, Deshpande SN, Parker LS. A qualita-

tive study of Institutional Ethics Committees: Members' understanding of
research guidelines, privacy, and challenges to privacy protection. Indian
Journal of Medical Ethics 2018;3(4):315-320. [Online] Available at: https://doi.
0rg/10.20529/1JME.2018.054

Gremillion H, Tolich M, Bathurst R. Lay members of New Zealand research
ethics committees: Who and what do they represent? Research Ethics
2015;11(2):82-97. [Online] Available at: https://doi.org/10.1177/17470161155
81723

Gbolade BA. The Recruitment and Retention of Members of Black and other
Ethnic Minority Groups to NHS Research Ethics Committees in the United
Kingdom. Research Ethics 2005;1(1):27-31. [Online] Available at: https://doi.or
9/10.1177/174701610500100106

Humphreys SJ. Ethics Committee Membership Selection: A Moral Preference
Tool. Research Ethics 2010,6(2):37-42. [Online] Available at: https://doi.org/10.
1177/174701611000600202

Ibrahim O, Snipstad M. Concerns regarding the use of the vulnerability
concept in research on people with intellectual disability. British Journal of
Learning Disabilities, 2020;50(1):107-114 Mar 2022 https://doi.org/10.1111/bl
d.12366

Carlson L. Research ethics and intellectual disability: broadening the debates.
VYale J Biol Med. 2013;86(3):303-14.

United Nations. (2006). Convention on the Rights of Persons with Disabilities
(CRPD). https://social.desa.un.org/issues/disability/crpd/convention-on-the-ri
ghts-of-persons-with-disabilities-crpd

Gil N, Cox A, Whitaker KL, Kerrison RS. Cancer risk-factor and symptom
awareness among adults with intellectual disabilities, paid and unpaid

carers, and healthcare practitioners: a scoping review. J Intellect Disabil Res.
2024;68(3):193-211. https://doi.org/10.1111/jir.13110.

Perez-Achiaga N, Nelson S, Hassiotis A. Instruments for the detection of
depressive symptoms in people with intellectual disabilities: a systematic
review. J Intellect Disabil. 2009;13(1):55-76. https://doi.org/10.1177/17446295
0910448.

Publisher’s note
Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.


https://doi.org/10.3390/jcm12062196
https://doi.org/10.1002/pon.5534
https://doi.org/10.1002/pon.5534
https://doi.org/10.1016/j.lanepe.2021.100182
https://doi.org/10.1007/s10803-021-05320-1
https://doi.org/10.1007/s10803-021-05320-1
https://doi.org/10.1176/appi.books.9780890425596
https://doi.org/10.1016/j.jpainsymman.2019.03.021
https://doi.org/10.1016/j.jpainsymman.2019.03.021
https://doi.org/10.31887/DCNS.2015.17.2/epark
https://doi.org/10.31887/DCNS.2015.17.2/epark
https://doi.org/10.1080/20473869.2021.1925402
https://doi.org/10.1186/s13063-023-07142-1
https://doi.org/10.1186/s13063-023-07142-1
https://doi.org/10.1097/PHM.0000000000001622
https://doi.org/10.1097/PHM.0000000000001622
https://orca.cardiff.ac.uk/id/eprint/98860/
https://orca.cardiff.ac.uk/id/eprint/98860/
https://doi.org/10.1186/s40900-023-00492-9
https://doi.org/10.1111/jir.13097
https://doi.org/10.1111/bld.12013
https://doi.org/10.1080/13645579.2017.1287872
https://doi.org/10.1080/13645579.2017.1287872
https://cioms.ch/wp-content/uploads/2017/01/WEB-CIOMS-EthicalGuidelines.pdf
https://cioms.ch/wp-content/uploads/2017/01/WEB-CIOMS-EthicalGuidelines.pdf
https://cioms.ch/wp-content/uploads/2017/01/WEB-CIOMS-EthicalGuidelines.pdf
https://doi.org/10.1080/13668250802688306
https://doi.org/10.1177/146879411771381
https://doi.org/10.1177/146879411771381
https://doi.org/10.1111/jar.12329
https://doi.org/10.1080/09687599.2013.874331
https://doi.org/10.20529/IJME.2018.054
https://doi.org/10.20529/IJME.2018.054
https://doi.org/10.1177/1747016115581723
https://doi.org/10.1177/1747016115581723
https://doi.org/10.1177/174701610500100106
https://doi.org/10.1177/174701610500100106
https://doi.org/10.1177/174701611000600202
https://doi.org/10.1177/174701611000600202
https://doi.org/10.1111/bld.12366
https://doi.org/10.1111/bld.12366
https://social.desa.un.org/issues/disability/crpd/convention-on-the-rights-of-persons-with-disabilities-crpd
https://social.desa.un.org/issues/disability/crpd/convention-on-the-rights-of-persons-with-disabilities-crpd
https://doi.org/10.1111/jir.13110
https://doi.org/10.1177/174462950910448
https://doi.org/10.1177/174462950910448

	﻿Breaking barriers: a commentary on research gaps in cancer and depression among individuals with intellectual disabilities
	﻿Abstract
	﻿Background
	﻿People with intellectual disabilities in medical research
	﻿Cancer in people with intellectual disabilities
	﻿Cancer and depression in people with intellectual disabilities
	﻿Strategies for improvement
	﻿Conclusions
	﻿References


