
Welcome and overview of day

9:00 – 9:15AM 
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By the end of this session, you will have;

1) Gained an awareness of the sessions taking place on 
Tuesday 13th May. 

COST Action CA21123
Cancer- Understanding Prevention in Intellectual Disabilities (CUPID)
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The Cancer – Understanding Prevention in 
Intellectual Disabilities (CUPID) Project

30/05/2025
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WG1: The 
interdisciplinary co-

production team

WG2: Cancer prevention 
policies: audit and 

evaluation

WG3: Universal EU Cancer 
prevention strategy 

methodology
WG4: Dissemination and 

Outreach

Organise a training school 
about health system goals 
for targeted cancer 
prevention and screening 
programmes for people with 
intellectual disabilities.

Organise a training school 
about organisational context 
and implementation of 
equitable cancer prevention 
strategies including access to 
screening programmes.



Timetable
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Date Information

09:00 – 09:15AM
Welcome, overview of day, importance of targeted cancer prevention and screening for people with intellectual 

disabilities

09:15 – 10:00AM
Overview of – Cancer risk-factor and symptom awareness for people with intellectual disabilities.

(Online and in person)

10:00 – 10:45AM Inclusive and Accessible cancer screening/prevention information. (In person only)

10:45 – 11:00AM BREAK

11:00 – 12:00PM
Health Systems across the EU (and beyond): What does cancer screening and prevention look like? (Online and in 

person)

12:00 – 13:00PM
Learning from WG1 – The voice of people with ID toward cancer screening and cancer prevention systems. (Online 

and in person)

13:00 – 14:00PM LUNCH

14:00 – 16:00PM
Cancer screening and cancer prevention- How do these apply to people with ID and what should health systems 

do? (In person only)

16:00 – 16:45PM Closing remarks and Evaluation



Coming next…

• Cancer risk-factor and symptom 
awareness for people with 
intellectual disabilities. Natalie Gil. 
9:15am – 10:00am. In-person and 
online. 

• Inclusive and Accessible cancer 
screening/prevention information. 
Dr Kate Sykes. 10am – 10:45am. In-
person only. 

30/05/2025
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Are there any questions?
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COST Description 
COST (European Cooperation in Science and Technology) is a funding agency for research 

and innovation networks. Our Actions help connect research initiatives across Europe and 

enable scientists to grow their ideas by sharing them with their peers. This boosts their 

research, career and innovation.

Weblink
www.cost.eu

Acknowledgement 
This article/publication is based upon work from COST Action

CUPID supported by COST (European Cooperation in Science and Technology).



Cancer risk-factor and symptom 
awareness for people with 

intellectual disabilities.
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Natalie Gil BSc, MSc, GMBPsS

Postgraduate Researcher & Trainee Health Psychologist

Understanding primary and secondary prevention factors using 
systematic evidence mapping & synthesis. 



Overview

• Background

• Primary, Secondary & Tertiary cancer prevention

• Explore risk-factor and symptom awareness among PwID

• Understand how this fits into prevention

• How to systematically synthesise knowledge in the form 
of a scoping review

9



• Applied Psychology, BSc (Hons) 2009

• Health Psychology MSc 2021 (Stage 1) 

• Research Assistant (Cancer & Inequalities)

• Health Sciences PhD (began 2022)

• Doctoral Qualification in Health 
Psychology (began 2023) (Stage 2)

My Background



“Prevention is the protection of health by 
personal and community-wide efforts.”
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Cancer prevention and early detection 
involves a multi-level approach, 

including 
primary, secondary, and tertiary strategies.
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Avoidance/Reduction of known carcinogenic factors 
(e.g. smoking cessation)

Modifying lifestyle factors that influence risk of 
cancer (e.g. exercise, dietary changes)

Protective therapeutics (e.g. sun protection, 
infection prevention, vaccination)

Primary prevention reduces the likelihood that a disease or disorder 
will develop. The aim of primary prevention is to limit the incidence of 
disease by controlling specific causes and risk factors.
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Secondary prevention focuses on early detection (even prior to 
presentation of symptoms) and treatment of cancer, to prevent disease 
progression or recurrence.

Screening (e.g. mammograms PAP smears, 
colonoscopies) to detect cancer or precancerous 
conditions

Early Detection – identifying and diagnosing cancer 
at its earliest stages, when treatment is most 
effective

Effective treatment – appropriate and timely 
treatment to prevent disease progression/spread
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Tertiary prevention focuses on managing existing cancers to prevent 
complications, recurrence, to improve quality of life. Involving 
minimizing impact of disease and treatment on patient wellbeing.  

Preventing recurrence and development of new 
cancers (e.g. adjuvant chemotherapy, targeted 
therapies, risk-adapted surveillance)

Managing complications and side effects of cancer 
and treatment (e.g. addressing pain, fatigue, 
depression, isolation)

Improving quality of life and functionality (e.g. 
physical rehabilitation, support for navigating 
emotional, social, financial challenges)



My Research: Improving Early Cancer Diagnosis for PwID

Using Model of Pathway to Treatment as a 
framework to understand: 

• Cancer risk-factor and symptom 
awareness among people with lived 
experience of ID

• Differences in cancer diagnostic intervals 
for people with and without ID

• Lived experiences of cancer care for 
PWID

1Weller, D., et al., The Aarhus statement: Br J Cancer, 2012. 106(7): p. 1262-7.



Cancer risk-factor and symptom awareness among 
PwID, paid-and-unpaid carers, and healthcare 

practitioners: a scoping review.
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Primary 
Prevention

Risk-factors

Secondary 
Prevention

Symptom 
Awareness

• Risk factor awareness is a concept 
most closely linked to primary 
prevention

• Symptom awareness is a concept 
most closely linked to secondary 
prevention



How can we best
synthesise evidence 

on this topic?
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What is the purpose of a review?

A well conducted literature review can:

➢ Provide the most trustworthy answer to specific review question
➢ Map what evidence currently exists on a chosen topic

➢ Identify gaps in knowledge that require further research; and
➢ Demonstrate the strength of available evidence/the quality of 

existing studies.

(Booth et al., 2016)
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• Systematic review attempts to collate 
empirical evidence from a 
relatively smaller number of 
studies pertaining to a focused 
research question

• Scoping review seeks to present 
an overview of a potentially large 
and diverse body of literature 
pertaining to a broad topic. 

Focused

Rigorous

Specific Question

Synthesises 
evidence

Conclusions & 
recommendations

Systematic 
Review

Broad

Exploratory

Maps literature

Identifies gaps

Clarifies concepts

Scoping 
Review



“…despite researching less defined research question/s, a scoping
review should be no less systematic in its approach to searching, 

extracting, and reporting data, with the process transparent, well-
documented and replicable, thus increasing the reliability and validity 

of the findings.”2

212Gil N, Cox A, Whitaker KL, Kerrison RS., J Intellect Disabil Res. 2024 Mar;68(3):193-211.



A systematic approach is essential for the clarity, validity 
and auditability of a review:

Clarity – A systematic structure makes a review easier to 
read and understand, tables and flow charts are 
commonly used to ‘reveal rather than conceal’.

Validity – setting clear research terms and 
inclusion/exclusion criteria means literature is included 

based on relevance rather than outcome.

Auditability - if the process is transparent and each step is 
documented and justified then others would be able to 

repeat the review and get the same results.

22

Why be ‘systematic’?



• Arksey & O’Malley Framework for Scoping Review (2005)
• 5 Incremental Stages  

Methodology 



Using a framework: Population Concept Context

Stage 1: Identifying the research question

Population

• People with mild, moderate, or profound and multiple intellectual disabilities

• Specialist or non-specialist healthcare practitioners (hcps)

• Paid or family carers of people with intellectual disabilities

Concept

• Literature relating to cancer awareness, knowledge, understanding, risk-factor awareness or symptom awareness 

among people with intellectual disabilities and their paid-or-unpaid carers or hcps.

Context

• Worldwide

• Any setting

• Original research articles (any methodology); systematic, narrative, scoping or literature review articles; editorial 

and commentary pieces; published in peer-reviewed journals



Working title: What is currently known about cancer risk 
factor and symptom awareness among PwID, paid-and-unpaid 
carers, and HCPs?
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Research Subquestions 

1. What is known about risk-factor awareness among people with an intellectual disability?

2. What is known about symptom awareness among people with an intellectual disability?

3. Which cancers are being studied?

4. Which populations being studied e.g. mild/moderate/profound and multiple disability?

5. Which perspectives are considered e.g. people with intellectual disabilities, paid-and-unpaid 

carers, GP, intellectual disability nurses?

6. What types of studies are being conducted e.g. qualitative/quantitative

7. What types of articles are being published e.g. original research, reviews, editorials?

8. Where are studies being conducted, e.g., country/location?



Stage 2: Identifying relevant studies

Medical Subject Headings (MeSH)

Intellectual Disabilities Learning Disabilit* Developmental Disabilit* Learning Disabilities/nursing* Intellectual Disabilit*
Intellectual Development Disabilities Mental Retardation Special Needs Caregivers/*psychology Persons 
with Mental Disabilities* Persons with Mental Disabilities/psychology

Cancer Neoplasms/psychology* Neoplasms*/prevention & control
Early Detection of Cancer Early Detection of Cancer/psychology* Early Diagnosis Cancer Symptoms
Self-Examination* 

Awareness Awareness Risk-factors Help-seeking Communication* Attitude to Health* 
Health Knowledge, Attitudes, Practice* Health Education Patient Education as Topic/methods*
Preventive Health Services Health Beliefs 26

Indexing Medical Subject Headings (MeSH) terms



Stage 2 Continued… Building a Search String
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(MH) Learning Disabilit* OR (MH) Intellectual Disabilit* OR (MH) Developmental 
Disabilit* OR (MH) Learning Disorder OR (learning disability* OR Intellectual Disabilit* 

OR Developmental Disabilit*) TI/AB

AND
(MH) Cancer OR (MH) Neoplasms/psychology* OR (MH) Neoplasms*/prevention & 

control OR (MH)
Early Detection of Cancer OR (MH) Early Detection of Cancer/psychology* OR (MH) 

Early Diagnosis Cancer OR (MH)
Self-Examination* OR Cancer TI/AB

AND
(MH) Communication* OR (MH) Attitude to Health* OT (MH) Health Knowledge, 

Attitudes, Practice* OR (MH) Health Education OR (MH) Preventive Health Services OR 
(MH) Health Beliefs OR (Awareness OR Knowledge OR Understanding OR Risk-factors 

OR Help-seeking) TI/AB 
Limiters

Adult Human English Language 1997-



Stage 3: Study Selection 
Inclusion / Exclusion Criteria

Inclusion Exclusion

Reports cancer awareness, symptom awareness, 
risk-factor awareness, 

Not Learning Disability focused

Empirical (qualitative, quantitative, mixed methods) 
article

Do not report empirical research (e.g. Editorials)

Indexed in Medline, CINAHL, PsycINFO, or EMBASE Grey literature (book chapter, theses, conference 
proceedings)

Published on or after 1st January 1997 Published before 1st January 1997

Published in English Published in languages other than English due to 
limited resources for translation.

No restriction on country
28



Stage 4: Charting the Data
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Author Date Journal Title Country Type Design Cancer Population Sample Methods Analysis

Collins K; 
McClimens A; 
Mekonnen S; 
Wyld L 2014

Psycho-
oncology

Breast cancer information 
and support needs for 
women with intellectual 
disabilities: a scoping 
study. England Qualitative

Scoping 
study Breast

Adults with 
ID; Carers; 
ID advocates

26 
participants;   
3 women with 
ID;  23 carers / 
advocates

Semi-structured 
interviews 

Thematic 
analysis

Cowie M; Fletcher 
J 1998

British 
journal of 
nursing

Breast awareness project 
for women with a learning 
disability. England N/A Report Breast

Adults with 
learning 
disabilities; 
Carers N/A Intervention N/A

Kirby S; Hegarty J 2010

European 
Journal of 
Oncology 
Nursing

Breast awareness within an 
intellectual disability 
setting. Canada Quantitative Descriptive Breast HCP's 105 nurses 

Questionnaire 
(Modified 
Toronto Breast 
Self-
Examination 
Inventory)

Statistical 
analysis 
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Stage 5: Collating, Summarising and Reporting Results 

Textual Analysis – analyses extracted data using narrative method to 
identify themes, & patterns 

Narrative Synthesis – Integrates findings from included studies in a 
coherent narrative, exploring similarities, differences, and gaps in the 
literature

Presentation of Findings – Presents synthesis findings in clear 
concise manner, often using tables, figures  to illustrate patterns and 
relationships

Assessment of evidence – Evaluates quality & strength of the 
evidence presented, considering factors such as design, sample size, 
data collection methods.

Reporting 
using 
Narrative 
Synthesis



Stage 5 Continued… PRISMA-Scr Checklist
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QUALITY APPRAISAL

Research design

Was the aim clearly presented? Yes       No    Unclear

Was the rationale clearly presented? Yes       No    Unclear

Was a methodology appropriate? Yes       No    Unclear

Was the method/design apparent, and consistent with research intent? Yes       No    Unclear

Was the data collection strategy apparent and appropriate to enable cancer patients to express their 

experience of a telehealth intervention?

Yes       No    Unclear

Sampling strategy

Was the sample and sampling method sufficient? Yes       No    Unclear

Study aim: narrow or broad? (a narrow aim would require a smaller sample) Narrow   Broad  Unclear

Sample specificity: dense or sparse? (specificity = participants who belong to the specified target 

group) (If dense, it would require smaller sample size)

Dense   Sparse   Unclear

Analysis

Was the analytic approach appropriate? Yes       No    Unclear

Were deviant case/contradictory findings discussed?

What were they?

Yes       No    Unclear

Was there evidence of member checking and/or independent analysis of data by more than one 

researcher?

Yes       No    Unclear

Presentation and interpretation of findings

Was the context described and taken account of in interpretation? Yes       No    Unclear      

Were appropriate quotes used in the presentation of findings and discussion of findings? Yes       No    Unclear      

Was the interpretation of findings justified by the data that are presented?

Reflexivity

Was researcher reflexivity demonstrated? Yes       No    Unclear      

Ethical considerations

Was consideration of ethical sensitivity demonstrated? (e.g in relation to participants) Yes       No    Unclear      

Relevance and transferability

Is relevance and transferability evident generally about the study? Yes       No    Unclear      

Optional Step:

Critical Appraisal

– example form

32



Stage 5: Collating, Summarising and Reporting Results 

Records

352 Records 
Identified

45
Duplicates 
Removed

25 Retrieved 
for full-text 

review

16 Papers 
Included in 

Review 

Country

U.K.

USA

Ireland

Design

8 
Quantitative

5 
Qualitative

2 Reviews

1 Project 
Report

Cancer

8 Breast 
Cancer

4 General 
Cancer 

2 Breast & 
Cervical 
Cancer

1 Bowel 
Cancer

1 Testicular 
Cancer

Population

Adults with 
ID

Paid & 
Unpaid 
Carers 

ID 
Advocates

ID Nurses

Other HCPs

33



Thank you for listening…..

Acknowledgements
Academic Supervisors 
Dr Robert Kerrison
Dr Anna Cox
Professor Katriina Whitaker

Clinical Supervisor 
Dr Emily McBride



Findings

35

Cancer risk-factor and symptom awareness is low, across groups. 

Adults with ID display fatalistic view of cancer

Carers have no greater cancer knowledge than general population

Lack of risk-factor and symptom awareness training

Breast cancer research predominates

Unclear if measures used are truly accessible for PWID

Theoretically underpinned & co-designed tools / interventions lacking. 



Narrative Synthesis

36

Risk Factor & Symptom Awareness
➢ Breast cancer awareness among HCPs and 

paid-and-unpaid carers
➢ Breast cancer awareness among PWID
➢ Awareness of other cancers 

Interventions to improve cancer awareness
➢ Breast cancer interventions
➢ Interventions for other cancers



Key Takeaways…..
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Defined Primary, Secondary, and Tertiary Prevention 

Discussed Pathway to Treatment Model

Outlined differences between Systematic & Scoping Reviews

Detailed the steps of a Scoping Review 

Presented findings on cancer risk-factor and symptom awareness for PwID 
& their support network



Thank you for listening…..

Acknowledgements
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Inclusive and Accessible 
cancer screening/prevention 

information
10:00 – 10:45AM 

Dr Kate Sykes

Kate.sykes@northumbria.ac.uk

COST Action CA21123
Cancer- Understanding Prevention in Intellectual Disabilities (CUPID)
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By the end of this session, you will have;

1) Gained an awareness of what accessible information is.

2) Gained an awareness of the main principles of easy-to-
read. 

3) Applied the principles to cancer prevention and cancer 
screening information. 

4) Discussed and listed of considerations to make cancer 
screening and prevention more accessible.

COST Action CA21123
Cancer- Understanding Prevention in Intellectual Disabilities (CUPID)
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Please complete part 1 on the below link.
Part 2 will be completed later in the 

session.



Accessible information

“By improving people’s access to understandable and trustworthy 
health information and their capacity to use it effectively, health 
literacy is critical to both empowering people to make decisions 

about personal health, and in enabling their engagement in 
collective health promotion action to address the determinants of 

health.”

(World Health Organisation 2025)

30/05/2025
COST Action CA21123

Cancer- Understanding Prevention in Intellectual Disabilities (CUPID)
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What is accessible information?

• A combination of the right resource and 
the right support (Jarrett et al 2015)

• If the means are not provided, the 
person cannot interpret the information 
independently and therefore depends 
on a ‘communication partner’ to access 
it (Mander 2016).

30/05/2025
COST Action CA21123

Cancer- Understanding Prevention in Intellectual Disabilities (CUPID)
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Why is it important?

• Reading age of adults is between 9 and 
11 years old.

• 42% of working age adults are unable to 
understand and make use of everyday 
health information.

• Health literacy is essential for taking 
medications correctly, knowing which 
health services to use, and managing 
long-term conditions.

30/05/2025
COST Action CA21123

Cancer- Understanding Prevention in Intellectual Disabilities (CUPID)
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Accessible Information Standard

• In the England, we have the Accessible 
Information Standard. 

• This is law. It tells Health and Social Care 
Organisations how to make sure people 
who have a disability or sensory loss get 
information in a way they can access and 
understand.

• Do other countries have something 
similar? Put your hand up if you do.

30/05/2025
COST Action CA21123

Cancer- Understanding Prevention in Intellectual Disabilities (CUPID)
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People request information in different 
formats.

Why should people have to request? 

What if health systems become more 
equitable?

Can we implement easy read/accessible 
standards into everyday life?

30/05/2025
COST Action CA21123

Cancer- Understanding Prevention in Intellectual Disabilities (CUPID)
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IMPORTANT
Co-production is key!



50

Find out what 
information 
people want.

They know what 
works for them 
and what does not.

Can gain a strong 
insight into the 
audience 
experience.

The target audience are the 
experts!



For Example - Word Checking

• I asked women with learning disabilities 

to check the easy read documents. 

• They did not know what the following 

words meant:

• Cervical → Lady Bits

• Researcher Supervisor →Teacher

• Conference → Big meeting



Making an Easy read

30/05/2025
COST Action CA21123

Cancer- Understanding Prevention in Intellectual Disabilities (CUPID)
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Layout

• Presented on A4 pages.

• Text aligned on the right hand 

side. 

• Images aligned on the left hand 

side.

• Simple sentences.



Size and style of font



Language

• Language should be simple.

• Any necessary complicated words/terms should be 

explained.



Pictures

• Just by putting a picture alongside 

information does not make it ‘Easy Read’

• Images should be selected to represent 

each sentence of text where possible. 

OR



Other writing tips

• Bold key words/phrases. 

• Use numbers, instead of words

• Use ‘do not’, ‘can not’ 

• Use bullet points and sub-headings 

• Keep each sentence as short as possible 

• Avoid using commas
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OR
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Have a go…

30/05/2025
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On your tables there are vignettes relating 
to cancer screening/cancer prevention. 

Using the principles, have a go at changing 
them into a more “Easy Read” friendly 
statement. 

The below are taken from Cancer 
Research UK. 

30/05/2025 61



Vignette 1 – Sun safety Vignette 2 - Obesity

No sunscreen, no matter how high the Sun Protection 
Factor (SPF), can provide 100% protection from the sun. 
So it should be used together with shade and clothing to 
give your skin the best protection.

We recommend using sunscreens with:
• SPF 30 or higher (UVB protection)
• A high star rating of 4 or 5 stars (UVA protection)

UVA protection can also be shown by the letters ‘UVA’ in a 
circle. So, if you can’t find the star rating on the bottle, 
make sure the product you use has this symbol instead. 
The UVA circle symbol means it meets the EU minimum 
standard for UVA protection.

Apply sunscreen 30 mins before going out, and again just 
before you head outside. By applying twice, you are less 
likely to miss areas and more likely to get a thick-enough 
layer of sunscreen.

Obesity is a cause of 13 different types of cancer. Having a 
healthy diet helps you keep a healthy weight, or lose 
weight, which can reduce the risk of cancer.

There are some foods that can increase the risk of cancer, 
but eating these doesn’t mean you’ll definitely get cancer.  

For a healthy balanced diet, cut down on: 
• Processed and red meat = Eating a lot of processed 

meat or red meat can increase the risk of bowel 
cancer. 

• Alcohol = Alcohol causes 7 types of cancer. So, 
whatever your drinking habits, cutting down reduces 
the risk. 

• High-calorie foods and sugary drinks = Foods high in 
fat, sugar or calories can make it harder to keep a 
healthy weight.  



Vignette 3 - Smoking Vignette 4 - Alcohol 

There are many ways that alcohol can cause cancer. 

Some of the main ways are:

• Damage to cells. When we drink alcohol, our bodies 
turn it into a chemical, called acetaldehyde. 
Acetaldehyde can damage our cells and can also stop 
cells from repairing this damage.

• Changes to hormones. Alcohol can increase the levels 
of some hormones in our bodies such as oestrogen 
and insulin. Hormones are chemical messengers, and 
higher levels of oestrogen and insulin can make cells 
divide more often. This increases the chance that 
cancer will develop.

• Changes to cells in the mouth and throat. Alcohol can 
make it easier for cells in the mouth and throat to 
absorb harmful chemicals that cause damage.

Smoking causes at least 16 different types of cancer and is 
the biggest cause of lung cancer in the UK. 

Smoking causes other diseases too, such as heart disease 
and various lung diseases.

If you smoke, stopping completely is the best thing you 
can do for your health.

Both the amount you smoke, and the length of time 
you’ve been smoking for, affect your cancer risk.

The more cigarettes you smoke a day, the higher your risk 
of cancer. So reducing the number of cigarettes you 
smoke a day is a good first step.

But the number of years you smoke for affects your 
cancer risk the most. So it’s important to make a plan to 
stop smoking completely.







How did you find that exercise?
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Let us recap ….

1) We know what accessible 
information is.

2) We know what accessible formats 
are used in other countries.

3) We have had a go at putting 
information into an easy to read 
format. 

30/05/2025
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Now lets us discuss…

What do health systems need to consider in terms of inclusive and accessible information for people with intellectual 
disabilities? 

Part 2 – Consideration how health 
systems to make cancer screening and 

prevention more accessible



Take away training messages:
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There are 12 key principles of easy-to-read 
information

Applied principles to cancer prevention and cancer 
screening information

Discussed and listed of considerations to make 
cancer screening and prevention more accessible

COST Action CA21123
Cancer- Understanding Prevention in Intellectual Disabilities (CUPID)



Does anyone have any questions?

Thank you for listening and taking part.



Health Systems across the EU (and 
beyond): What does cancer 

screening and prevention look like?

11am – 12pm

Dr Kate Sykes and Aysenur Dogan

Kate.sykes@northumbria.ac.uk

COST Action CA21123
Cancer- Understanding Prevention in Intellectual Disabilities (CUPID)
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By the end of this session, you will;

• Have explored and understand the different health systems 
relating to cancer screening and prevention (Part 1)

• Explored how the health system design can positively and 
negatively impact people with ID (Part 2)

COST Action CA21123
Cancer- Understanding Prevention in Intellectual Disabilities (CUPID)
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4680 5309

Part 1: Health systems, cancer screening 
and prevention
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Let us review the results
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https://padlet.com/katesykes/how-do-health-systems-impact-people-with-intellectual-disabi-ehdtvma10pjtb6nb

Part 2: What are your reflections about 
how health system across Europe 

positively or negatively impact people 
with intellectual disabilities?

tinyurl.com/5n769se2

COST Action CA21123
Cancer- Understanding Prevention in Intellectual Disabilities (CUPID) 75
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Let us review the results



Take away training messages

• A summary of what health systems look like across different 
countries

• A summary of what prevention initiatives look like across different 
countries

• A summary of what cancer screening initiatives look like across 
different countries

• Considered how these impact people with intellectual 
disabilities 

• These interactive sessions will be provided this afternoon 
for you to take away. 

30/05/2025
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COST Action CA21123
CANCER- UNDERSTANDING PREVENTION IN 

INTELLECTUAL DISABILITIES (CUPID)

Learning from CUPID WG1:

Voices of People with Intellectual Disabilities on Cancer 

Screening and Prevention

13th April, 2025
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Dr Margaret Denny, Dr Suzanne Denieffe, 

Dr Oliwia Kowalczyk, and Dr Laura Widger
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Session Outcomes

1. Introduction to Working Group 1, which focuses on advancing 

knowledge and strategies related to cancer prevention

2. A detailed examination of a relevant case study to identify and 

analyse the multifaceted barriers that hinder effective cancer 

prevention measures and timely diagnosis.

3. Impact on education, policy/practice and research.



Part 1: Introduction to WG1
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WG1 Objectives:

• Co-produce knowledge on cancer prevention strategies for 

persons with IDD across the EU.

• Use peer learning to exchange information between persons with 

IDD, carers, support persons, and healthcare professionals.



Part 1: Introduction to WG1
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WG1 Tasks:

1. Create an international interdisciplinary team including persons with 

IDD from COST countries.

2. Exchange co-produced knowledge through online focus groups and 

questionnaires, supported by advocacy groups and based on Patient 

Public Involvement (INVOLVE, 2020).

3. Recommend research and training needed to improve cancer 

prevention strategies and policy for persons with IDD.



Part 1: Introduction to WG1
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WG1 Evidence and Findings:

Data from WG1 and Training School

• Emphasis on participatory/co-production/co-engagement methods

• Importance of co-production: inclusion boosts relevance and accessibility

• Policy Experimentation



Part 2 (Training Focus): Case Study
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Walk in Raymond’s Shoes: Barriers/Challenges/Solutions

Discovering Raymond’s Roadblocks

Challenges Raymond Faced!



Poor Communication 

Lack of Training in IDD 

Neglect of Preventive Care

Emotional and Psychological Challenges 

Systemic Barriers 

Strengths Overlooked 

Late or Missed Diagnosis 



Part 2 (Training Focus): Challenges
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• Disparities in cancer screening and prevention for persons with IDD

• Limited accessible resources

• Education

• Communication

• Underrepresentation in public health strategies

• Lack of policies



Learning from Raymond's Story: 

Voices of Persons with IDD on Cancer Screening and Prevention
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Impact on:

1. Education

2. Policy/Practice

3. Research



1. Education

Professional Training Gaps: Emphasises the need for medical, 

nursing, and allied health training on IDD

Interdisciplinary Curriculum Development: Advocates for modules on 

early detection, communication strategies, and health rights of people 

with IDD.

Empathy Building: Encourages education that highlights the 

underestimated depth of understanding among individuals with IDD.
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2. Policy and Practice

Inclusive Screening Policies: Screening and prevention 

programmes must be accessible to persons with IDD.

Standardised Communication Protocols: Healthcare 

professionals must directly communicate with persons with IDD and 

use accessible materials (Easy-Read etc).

Mandatory Training: Ongoing staff training on IDD-specific health 

needs should be policy-driven.

Focus on Early Diagnosis: Encourage proactive testing when 

symptoms are reported, even if communication is limited.
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3. Research

Diagnostic Delays: Investigate causes of delayed diagnosis in IDD populations.

Effective Communication Tools: Study methods for assessing pain and 

symptoms in non-verbal persons.

Health Outcome Studies: Research cancer outcomes in persons  with IDD to 

inform care guidelines/policy.

Family Involvement: Explore the critical role of families in healthcare navigation 

and decision-making.
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Key Takeaway

Raymond's journey teaches us that cancer prevention, 

early diagnosis, empathetic communication, and 

proactive healthcare are essential. 

His resilience reminds us never to underestimate the 

capacities/capabilities of persons with IDD.
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Raymond's Legacy: A Call to Action

Empower healthcare providers through education, co-production..

Reform policies to promote inclusive cancer prevention  

healthcare.

Drive research that centres the voices of persons with IDD.
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Link To Book on the TS in Prague

Title:Advancing Equity in Cancer Prevention: 
Highlights from Year 2 CUPID Training 

School 
Working Group 1

17-19 September 2024, 
Prague, Czech Republic

https://read.bookcreator.com/KIbzV5JSoAOpDDDtdGvXM
4gnC5z1/56xJxBtmSAKGvrhrAO5plA
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Evaluation

https://www.menti.com/aled1ogdjhm5
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Cancer screening and cancer 
prevention- How do these apply to 

people with ID and what should 
health systems do? 

A world café approach
2pm – 4pm
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Table 1a

1. Soner Dogan (Host)

2. Agnieszka Żyta

3. Kevin O'Hagan

4. Gabriela Štefková

5. Kathy Sheridan

6. Spela Golubovic

7.

Table 1b

1. Martin McMahon (Host)

2. Vera Dimitrievska

3. Trine Allerslev Horsbøl

4. Dragana Milutinović

5. Shauna Walsh

6. Mairead O Connor

7. 

Table 2a

1. Peter Knapp (Host)

2. Eda Sahin

3. Chloe Delaney

4. Trine Toft Sørensen

5. Gunilla Kulla

6. Margaret Denny

7.

Table 2b

1. Bilge Tuna (Host)

2. Burcu Akciğer

3. Sanela Ciric

4. Kálya Yasmine Lima

5. Francoise Hickey

6. Laura Widger

7. 

Table 3b

1. Maarten Cuypers (Host)

2. Katarzyna Ćwirynkało

3. Genevieve Breau 

4. Amina Banda 

5. Suzanne Denieffe

6.

7. 

Table 4b

1. Vladimir Vukovic (Host)

2. Dušanka Tadić

3. Monika Chełchowska

4. Natalie Gil

5. Dalia Ibrahim

6.

7. 

Table 3a

1. Aysenur Dogan (Host)

2. Kristina Daniunaite

3. Gemma Smyth

4. Verma Abigail Lucas

5. Lau Caspar Thygesen

6. 

7. 

Table 4a

1. Kate Sykes (Host) 

2. Sinead Foran

3. Eleonora Passeri

4. Aysegul ILGAZ

5. Cara Martin

6. 

7. 



By the end of this session, you will;

• Have engaged in round table discussions relating to cancer 
prevention and screening topics and considered them in 
relation to people with ID.

• Have identified what health systems need to consider for 
these topics in relation to people with ID.

• Coproduced research questions.
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What is a world café approach?

• Structured way of exploring issues, through discussions in 
small groups. 

• Informal “café-style” environments with tables and 
tablecloths, drinks, snacks and coloured pens, and inviting 
staff to come along to explore issues. 
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• Thinking and reflecting about all the information 
covered in this training school…

“What do health systems need to do in terms of cancer 
screening and cancer prevention to make them more 
accessible and inclusive for people with intellectual 

disabilities?”
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What can health systems do to make cancer 
screening and vaccination programmes more 

inclusive and equitable for people with 
intellectual disabilities?

How can health systems better support people 
with intellectual disabilities in understanding and 
managing inherited or age-related cancer risks?

What can health systems do to make healthy 
lifestyle choices more accessible and appealing 

for people with intellectual disabilities?

How can we improve education and awareness 
about environmental cancer risks, like UV 
exposure and pollution, in ways that are 

meaningful and accessible for people with 
intellectual disabilities?
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Duration Activity

5 minutes Welcome, what the world café approach is, groupings

18 minutes Round 1

18 minutes Round 2

7 minutes Break

18 minutes Round 3

18 minutes Round 4

7 minutes Break

25 minutes Harvest/feedback

There will be 2 tables running at once.
After each 18-minute round move to next table. 
1a goes to 2a, 2a goes to 3a ect.
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Harvest
• 25 minutes.
• Summary of table discussions.
• Key messages that could 

become research questions.



Next steps

• Review the summary from each table

• Generate research questions from the key topics identified 

• Identify which topics has/has not been researched previously

• These could be used to develop specific research studies

• Write this world café session up for publication
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Training school closing remarks and 
Evaluation

4pm – 4:45pm 
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Equitable Cancer Prevention & Screening: 
Advancing Inclusion for People with Intellectual 

Disabilities

30/05/2025
COST Action CA21123

Cancer- Understanding Prevention in Intellectual Disabilities (CUPID)
110

WG1: The 
interdisciplinary co-

production team

WG2: Cancer prevention 
policies: audit and 

evaluation

WG3: Universal EU Cancer 
prevention strategy 

methodology
WG4: Dissemination and 

Outreach

Organise a training school 
about health system goals 
for targeted cancer 
prevention and screening 
programmes for people with 
intellectual disabilities.

Organise a training school 
about organisational context 
and implementation of 
equitable cancer prevention 
strategies including access to 
screening programmes.



Recap of training school objectives
1. To bring people together from different working groups within the CUPID COST action, to 

gain practical skills, and awareness of methods, and frameworks that they can use or 

apply in their work.

2. Equip participants with knowledge on the organisational context and strategies for 

implementing equitable cancer prevention and screening programmes.

3. Examine how different health systems approach cancer prevention and screening, 

including policy that can impact on access and equity for people with Intellectual 

Disabilities.

4. Develop recommendation from discussions to improve accessibility and participation in 

cancer screening programmes and cancer prevention initiatives for individuals with 

Intellectual Disabilities.
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What have we covered over the past two days?

1) Cancer screening = methods, inequity, effectiveness and 
uptake 

2) Cancer prevention = methods, policy

3) Cancer screening and prevention accessible information

4) Health systems in different countries and what they need 
to change

5) The voice of people with intellectual disabilities 
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Closing remarks from 
Dr Suzanne Denieffe

Action Chair
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Thank you!

• Everyone who joined us on the training school. 

• Organising committee for developing.

• All our presenters for developing and presenting their sessions.

• Martin, Gavin and Keiva, and all the staff at Trinity for hosting.

• COST EU for funding this project, enabling us all to meet. 
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Link to evaluation of day 2 and overall 
training school -

https://forms.cloud.microsoft/e/F2qc8f225q
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Social events tonight

• 5pm - Trinity Trails Guided Tour 
and Book of Kells Experience –
Meet at Main Square, Trinity 
College Dublin

• For those who booked – 8pm -
Celtic Nights at The Arlington Hotel 
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Conference tomorrow
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COST Description 
COST (European Cooperation in Science and Technology) is a funding agency for research 

and innovation networks. Our Actions help connect research initiatives across Europe and 

enable scientists to grow their ideas by sharing them with their peers. This boosts their 

research, career and innovation.

Weblink
www.cost.eu
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