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A B S T R A C T

Background: Cancer, with its increasing incidence and mortality rates, remains one of today's top 
global public health concerns. People with intellectual disabilities, a vulnerable population group, 
are at increased risk of developing cancer due to their high prevalence of behavioral risk factors. 
This study aims to examine the experiences of health professionals who perform cancer screening 
on individuals with intellectual disabilities.
Method: The research is a phenomenological study. Data were collected from 13 healthcare 
professionals working in Cancer Early Diagnosis, Screening, and Education Centers between May 
and August 2025. A semi-structured interview form based on the literature was used to collect 
data. The data were analyzed using thematic analysis.
Results: Participants' experiences were examined under four themes and eleven subthemes: the 
meaning of caring for an individual with intellectual disabilities, difficulties experienced, coping 
with difficulties, and encouragement for cancer screening.
Conclusion: It has been determined that healthcare professionals experience professional satis
faction when providing care to individuals with intellectual disabilities, but at the same time, they 
face challenges during this process. Healthcare professionals and managers working in screening 
units should collaborate to restructure services aimed at increasing the participation of in
dividuals with intellectual disabilities in cancer screening programmes.

What this paper adds 

• Providing care to individuals with intellectual disabilities contributes to healthcare professionals' satisfaction.
• Lack of knowledge among healthcare professionals about individuals with intellectual disabilities is concerning.
• Services should be restructured to improve access and participation in cancer screening programmes.
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1. Introduction

Cancer remains one of today's most pressing global public health issues, with increasing incidence and mortality rates each year 
(Raza, 2025). World Health Organisation (WHO) data for 2020 indicates that approximately 10 million cancer-related deaths occurred 
worldwide, accounting for approximately 16.7% (roughly one in six) of all deaths. (WHO, 2025). The pathogenesis of cancer involves 
the multifaceted interaction of biological, genetic, behavioural, and environmental factors. Biological risk factors include variables 
such as age, gender, and ethnicity, while genetic risk factors manifest themselves primarily in the form of specific gsecond-hand smoke, 
air pollution, ionising radiation, and various chemical agents. Behavioural risk factors include tobacco and alcohol use, physical 
inactivity, unhealthy diet, consumption of processed foods, obesity, and exposure to ultraviolet radiation (Mbemi et al., 2020; Nguyen 
et al., 2025). However, the behavioral risk factors mentioned are often not considered solely as individual preferences. It is stated that 
risk factors are closely related to individuals' capacity to acquire, understand, and use health information. In this context, health 
literacy is defined as the ability to develop, understand, process, and apply health information in health-related decision-making. It is 
directly linked to participation in cancer prevention behaviors (Fleary et al., 2019). Low levels of health literacy are associated with 
behavioral risk factors such as tobacco use, physical inactivity, and insufficient fruit and vegetable consumption (Fernandez et al., 
2016); it is also linked to misconceptions about cancer, limited information-seeking behavior, and a perceived lack of control over 
cancer risks (Kobayashi & Smith, 2016). Moreover, it has been shown that individuals with intellectual disabilities, a vulnerable 
population group, have a higher risk of developing cancer due to the presence of higher levels of behavioral risk factors (Caton et al., 
2012; Hsieh et al., 2014; Reif et al., 2022).

Intellectual disability is a neurodevelopmental disorder that begins during the developmental period. Characterised by limitations 
in intellectual functions such as problem solving, reasoning, planning, judgement, and learning (DSM, 2013), this disability causes 
individuals to require support in their social, communication, and interpersonal skills, as well as in carrying out daily living activities 
(Lee et al., 2021). The need for support is extremely valuable in improving the quality of life of individuals with intellectual disabilities 
and promoting their integration into society(Sappok et al., 2025). Indeed, due to the barriers faced by these individuals, they are 
confronted with health inequalities and the risk of premature death. Cancer diagnoses in individuals with intellectual disabilities are 
often made at a more advanced stage, and this situation, which limits treatment options, leads to high mortality rates (Hansford et al., 
2024; Heslop et al., 2022; Mahar et al., 2024), and the risk of cancer-related death in these individuals is 1.5 times higher than in the 
general population (Cuypers et al., 2022). Although there is no data on cancer incidence in individuals with intellectual disabilities 
worldwide, epidemiological evidence suggests that people with intellectual disabilities have a higher risk of developing certain cancers 
(Banda et al., 2024; Liu et al., 2021). For example, a cohort study conducted in Sweden found that the overall cancer incidence among 
individuals with intellectual disabilities was 58% higher than that of the general population (Liu et al., 2021) This increase was 
particularly pronounced in cancers of the oesophagus, stomach, small intestine, colon, pancreas, and kidney. These findings indicate 
that individuals with intellectual disabilities are at higher risk of developing cancer. Therefore, it is crucial to control behavioural risk 
factors and increase access to cancer screening and early diagnosis services for individuals with intellectual disabilities (Liu et al., 
2021). WHO emphasises that early diagnosis of precancerous lesions could prevent 30–50% of cancers and reduce mortality rates 
(WHO, 2025). In this context, breast, cervical, and colon cancer prevention and screening have been established as a fundamental 
public health strategy by many countries (EuropeanCommission, 2021a). However, it is noted that screening programmes imple
mented to protect public health are designed with the general population in mind. Therefore, the specific needs of vulnerable groups 
may be neglected (Chan et al., 2022). Indeed, intellectual disability affects 1% of the population (American Psychiatric Assosiation, 
2024), and women with intellectual disabilities are less likely to participate in cancer screening programmes compared to those 
without disabilities. (Chan et al., 2022). It is stated that this situation is of vital importance for individuals with intellectual disabilities, 
who are one of the vulnerable groups facing significant barriers in accessing healthcare services (Golubović et al., 2024).

The findings reveal that cancer screening programs lack sufficient resources and planning to support the participation of in
dividuals with intellectual disabilities in screenings (Kuper & Azizatunnisa’, 2025). This finding indicates that existing screening 
programs need to be restructured to better address the needs of the collaboration of interdisciplinary stakeholders, including public 
health nurses, oncology nurses, nurses caring for individuals with intellectual disabilities, other healthcare professionals, educators, 
and policymakers. Given the need to increase the participation of individuals with intellectual disabilities in screening programs, the 
experiences of healthcare professionals conducting the screenings are thought to be instructive and contribute to strategies that can be 
implemented to improve the utilization of cancer screening programs (McIlfatrick et al., 2011). A review of the literature reveals that 
only a limited number of studies examine the perspectives of primary care providers (Breau et al., 2020; Breau et al., 2023) and 
informal caregivers (Golubović et al., 2024) on cancer screening for individuals with intellectual disabilities. However, no studies have 
been found that examine the experiences of healthcare professionals who perform cancer screening in individuals with intellectual 
disabilities. Therefore, this study aims to examine the experiences of healthcare professionals who perform cancer screening for in
dividuals with intellectual disabilities.

2. Methods

2.1. Design

This research is a phenomenological qualitative study aiming to gain an in-depth understanding of the experiences of healthcare 
professionals who conduct cancer screening for individuals with intellectual disabilities. Phenomenology is an approach that seeks to 
uncover individuals' experiences of a particular phenomenon and the meanings they attribute to these experiences The research was 
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conducted using a phenomenological design to reveal the individuals' experiences, perceptions, and the meaning they attributed to 
their situation (Creswell & Poth, 2016). This research was conducted based on the Consolidated Criteria for Reporting Qualitative 
Research (COREQ) (Tong et al., 2007).

2.2. Participants

The study population consisted of healthcare professionals working at Cancer Early Diagnosis Screening and Education Centres 
(KETEM) located in the central districts of XX, XX. The principle of maximum diversity was employed in determining the study sample, 
which consisted of healthcare professionals who met the study's inclusion criteria. The inclusion criteria for the study were: having 
worked at KETEM for at least one year, providing care to individuals with intellectual disabilities during cancer screening. In quali
tative research, data saturation guides the selection of the sample size (Guest et al., 2006). In this study, data saturation was achieved 
with 13 participants.

The participants' age ranged between 30 and 50, and the vast majority were university graduates. The participants' occupations 
included nurses, midwives, doctors, healthcare professionals, and radiology technicians. It was determined that the participants' 
professional experience ranged from 6 to 29 years, while their length of service at KETEM ranged from 2 to 20 years. Only two 
healthcare professionals stated that they were aware of individuals with intellectual disabilities who regularly participated in 
screenings. (Table 1). To ensure maximum data diversity, the study included participants from diverse age groups, educational 
backgrounds, occupations, and years of work experience (LeCompte & Preissle, 1993).

2.3. Data Collection

The data for the study were collected between May and August 2025 at the Cancer Early Diagnosis Screening and Education Centres 
(KETEM) located in the central districts of Samsun/Türkiye. The research data were collected through face-to-face interviews con
ducted in an empty room at the relevant centers, using participant information forms and semi-structured individual interview forms. 
During the data collection process, an environment was created that allowed participants to feel comfortable and secure. The in
terviews were conducted within a framework of mutual trust; participants were able to answer questions of their own free will, without 
any guidance or pressure.

2.3.1. Participant identification information form
The form prepared by the researchers consists of five questions (age, education, occupation, years of work experience, KETEM 

working year).

2.3.2. Semi-structured individual interview form
Data was collected using a semi-structured interview form prepared by the researchers. The interview form was evaluated by three 

individuals specialising in qualitative research methods. A pilot interview was conducted with a nurse who met the study's inclusion 
criteria. The participant who took part in the pilot study was not included in the main study's sample. Following expert evaluation and 

Table 1 
Participants' demographic characteristics (n = 13).

Participants Age Education Profession Professional 
experience years

Health professional's 
KETEM experience year

Participates in cancer screenings of 
people with intellectual disability

P1 30 Associate degree Health officer 12 2 No
P2 43 Bachelor's 

Degree
Nurse 20 3 No

P3 50 Bachelor's 
Degree

Nurse 29 7 No

P4 36 Secondary 
school

Nurse 17 4 No

P5 35 Associate 
degreA

Radiology 
technician

15 10 No

P6 45 Bachelor's 
Degree

Midwife 24 3 No

P7 46 Bachelor's 
Degree

Midwife 24 5 Yes

P8 36 Bachelor's 
Degree

Midwife 12 5 No

P9 46 Bachelor's 
Degree

Nurse 24 7 Yes

P10 48 Associate degree Nurse 26 20 No
P11 40 Bachelor's 

Degree
Radiology 
technician

15 5 No

P12 49 Postgraduate 
Degree

Doctor 24 10 No

P13 30 Doctorate Doctor 6 5 No
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pilot testing, the necessary adjustments were made, no new questions were added, and the final version of the form was produced. 
Researchers developed 15 questions based on the literature, comprising seven main questions and eight sub-questions (Chan et al., 
2022; Truong et al., 2021)(Table 2). To ensure that the interviews reached sufficient depth, the researcher asked probing questions 
based on the course of the interview.

A voice recorder was used to collect the data. The interview room was prepared in advance of the interview, and a sign indicating 
that an interview was taking place was displayed at the door. The data was collected by a female researcher (MA) who holds a 
doctorate in public health nursing, works in the field of cancer screening and awareness, and has conducted qualitative research. The 
interviews lasted between 25 and 37 minutes, varying from participant to participant.

2.4. Data Analysis

In this study, the data were analysed based on Nowell et al.'s (2017) eight-step thematic analysis approach (Nowell et al., 2017). 
Familiarising Oneself with the Data: The interview recordings were listened to multiple times, and the transcribed texts were read 
several times to establish a thorough understanding of the data. Transcribing the Data: All interviews were transcribed verbatim. 
Familiarising oneself with the data was also achieved in this section. Generating Initial Codes: The dataset was examined line by line, 
and meaningful data fragments were labeled with open codes. The coding process was performed manually, and data with similar 
content were grouped under the same code. Collating Codes into Categories: The obtained codes were classified according to content 
similarities, and categories with higher-level conceptual integrity were created. These categories were evaluated as precursors to 
themes. Generating Themes: Categories have been transformed into themes in more inclusive and meaningful structures. At this stage, 
care has been taken to ensure that each theme represents a unique dimension of participant experiences. Reviewing Themes: The 
identified themes were evaluated in terms of their consistency and distinctiveness by comparing them with the entire data set. Defining 
and Naming Themes: The final themes were described in a clear and conceptually meaningful manner, and each was assigned a name 
that accurately reflected the theme. Producing the Report: Themes and participant citations supporting sub-themes are presented in a 
holistic structure. Data analysis was performed by female researchers (RA, MA) with PhDs in nursing, many publications on cancer, 
and qualitative research. In addition, the final author, a female professor working on cancers in the department of public health (IAA), 
conducted a final review of the findings.

2.5. Trustworthiness and Transferrability

To ensure that the research was conducted in an ethical, reliable, and valid manner, attention was paid to meeting the criteria of 
reliability, auditability, credibility, and transferability (Strauss & Corbin, 1998). For reliability, a semi-structured interview form was 
prepared, and the opinions of three academics specialising in the field were sought during the analysis of the data. The interviews were 
transcribed verbatim, and the participants' statements were presented without any changes. For auditability, the researchers con
ducting the analysis continuously performed comparative analysis and reached a consensus. For credibility, the interviews were 
conducted actively and continuously, and sufficient time was allocated for the interviews. Additionally, the themes and sub-themes 
were presented to an independent qualitative research expert for their opinion, and necessary adjustments were made in line with 
the expert's evaluations. To enhance transferability, the principle of maximum diversity was observed in sample selection, ensuring the 
inclusion of participants with different characteristics.

2.6. Ethical Approval

Ethical approval for the research was obtained from the XX University Social and Human Sciences Research Ethics Committee 

Table 2 
The main questions.

1 What does caring for a person with intellectual disabilities mean to you? 
• What are your positive experiences in caring for a person with intellectual disabilities?
• What are your negative experiences in caring for a person with intellectual disabilities?

2 How do you feel about coping with situations that may arise while caring for a person with intellectual disabilities?
3 How has your role as a caregiver affected your life?
4 What are the difficulties/barriers that individuals with intellectual disabilities encounter in cancer screening? 

• What challenges do individuals with intellectual disabilities face in accessing cancer screenings?
• What challenges do individuals with intellectual disabilities face during cancer screenings?

5 How do you cope with the difficulties you experience in getting individuals with intellectual disabilities to participate in cancer screening?
6 How do you assess the attitude of the healthcare professional conducting the cancer screening towards the person with intellectual disabilities during the 

procedure?
7 What should be done to encourage people with intellectual disabilities to participate in cancer screening?  

• Characteristics of the area being screened…
• Characteristics of the healthcare professional conducting the screening…
• Characteristics of the caregiver…

• Policies…
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(Approval No: 2023–1116, Date: 29 December 2023). Institutional permission was obtained from the XXX Provincial Health Direc
torate. Individuals participating in the study were informed about the purpose, process, confidentiality principles, and voluntariness 
principles of the research; interviews were conducted after obtaining their written or verbal consent. Participants were informed that 
they had the right to refuse any question they wished to answer or to end the interview at any time. However, no such situation 

Table 3 
Theme, sub-theme and Examples of Quotations Obtained from Interviews.

Theme Sub-theme Examples of quotations

The Meaning of Caring for a 
Person with Intellectual 
Disabilities

Rights I believe that screening people with intellectual disabilities for cancer is much 
more important than screening healthy individuals. Because they cannot speak, 
they cannot express themselves. Their inability to express themselves may 
prevent them from expressing cancer symptoms, and it may be too late for early 
diagnosis. So, in the end, no matter how intellectually disabled they are, early 
diagnosis is their right (P4).

Professional Satisfaction And Emotional 
Fulfilment

“Yes, they don't understand most things, but seeing their happiness when they see 
our sensitivity while caring for them, when we make eye contact, spending time 
with them, and informing them makes me happy. This situation can happen to 
any of us; we are all potential disabled people… Looking at it from an emotional 
point of view, I like it when I see them leaving happy, it makes me happy.” (P5).

Emotional Burden/Stress “Intellectual disabilities individuals are not conscious of what is happening, 
meaning they are not aware of what is going on; someone brought them there, 
and they don't know what is happening… Regardless of the outcome, they remain 
unaware of anything. It saddens me to care for them…” (P10).

​ Stereotypes about Sexuality -
Difficulties Experienced Communication Difficulties “We have communication problems… Did they understand what I said or not… 

For example, if I'm going to undergo a smear test or a mammogram, will the 
healthcare provider follow my instructions during the procedure? Or, if the result 
is negative, but we can't be sure whether the person has symptoms or not. False 
negatives. As I said, communication problems.” (P1).

Psychological And Physical Resistance “They are afraid of the equipment during screening, so positioning them and 
getting them into position is difficult. Perceiving the equipment, not being afraid 
of it… Even healthy individuals are sometimes afraid of the equipment, so what 
can be done?” (P6).

Professional Anxiety Related To A Lack Of 
Training

“I feel very inadequate and inexperienced… I'm unsure how to approach them… 
Even as a doctor, I sometimes go with fear and anxiety… Of course, there is also 
a feeling of inadequacy… As healthcare workers, we often lack training on how 
to approach individuals with such needs. We also lack experience. Training 
should be provided to us on this subject.”(P13).

Coping With Difficulties Family And Caregiver Support “As I said, since individuals with intellectual disabilities do not come to the 
screening alone, we conduct the screening in coordination with their families. We 
perform screenings by collaborating with the family, receiving their support, 
explaining as much as possible to the disabled individual, and working with the 
family in situations where the individual may not understand.” (P2).

Trust-Based Approach And Person- 
Centred Care

“When some individuals with intellectual disabilities leave their comfort zone, 
they can become aggressive around unfamiliar people, making screening 
impossible in such situations. In these cases, we spend time with them, 
communicate calmly and comfortably, and proceed with screening once we feel 
they trust us…” (P5).

Encouraging Participation in 
Cancer Screening

Family Doctors' Role As Coordinators İn 
Access And Transportation

“Family doctors know their neighbourhood and are aware of the disabilities of 
those living there. The family doctor can meet with the family and the individual 
one-on-one. They can refer them to the screening centre and then contact them 
again to facilitate their transportation…”(P8). 
“The family doctor is very important in this regard. They must identify 
individuals with intellectual disabilities and ensure that these individuals have 
access to and communication with cancer screening centres. If they inform us, 
our centre provides all the support necessary. I urge family doctors to be sensitive 
to this issue…” (P9).

Increasing Access To Services Through 
Education And Awareness

“As KETEM, we go to municipalities, public education centres, and Quran 
courses to provide training on cancer screening to increase participation in 
cancer screening. Perhaps we can mention individuals with intellectual 
disabilities in these training sessions… We must explain to caregivers the 
importance of cancer screening in individuals with intellectual disabilities. Even 
most healthy people avoid screening. Individuals with intellectual disabilities are 
more vulnerable to neglect and abuse, so the importance of screening, especially 
for cervical cancer, should be explained to families and caregivers, and 
awareness should be raised through training…” (P2).

Encouraging Screening Participation 
Through Service Planning And 
Communication

“The Ministry should set aside a specific screening time slot for individuals with 
intellectual disabilities at KETEM centres; monthly would be best…” (P1) 
“The Ministry of Health should make public service announcements on radio 
and television encouraging people with intellectual disabilities to undergo cancer 
screening.”(P10)
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occurred.Verbal consents are included in the audio recordings. To ensure data confidentiality, all interview recordings and written 
transcripts obtained were stored in password-protected digital environments accessible only to the researcher. The data was not shared 
with any person or institution outside the research and was securely archived to be destroyed after the process was completed. The 
information shared by the participants was reported in a manner that did not reveal their identities or the institutions for which they 
worked. To maintain anonymity, participants were assigned codes instead of their real names.

3. Results

The experiences of healthcare professionals conducting cancer screening for individuals with intellectual disabilities were exam
ined under four main themes and eleven sub-themes: the meaning of caring for an individual with intellectual disabilities, the diffi
culties encountered, coping with problems, and encouraging participation in cancer screening (Table 3).

3.1. Theme 1. The Meaning of Caring for an Individual with an Intellectual Disability

The meaning participants attributed to caring for individuals with intellectual disabilities was examined under four subthemes: 
rights, professional satisfaction and emotional fulfillment, emotional burden/stress, and stereotypes about sexuality.

3.1.1. Sub-theme 1.1. Rights
The vast majority of participants emphasized the importance of caring for individuals with intellectual disabilities during cancer 

screening, stressing that individuals with intellectual disabilities are human beings and have the right to participate in cancer 
screening. Some participants stated: 

“After all, they are individuals too. It is their right to participate in cancer screenings. You know that in our country, people with dis
abilities have the right to high-level healthcare. Because they already start life at a disadvantage compared to us in terms of health…” 
(P1)

3.1.2. Sub-theme 1.2. Professional Satisfaction And Emotional Fulfilment
The vast majority of participants stated that they were pleased with the participation of individuals with intellectual disabilities in 

cancer screenings and that seeing individuals with intellectual disabilities leave the center happy after screening provided professional 
satisfaction. Some of the participants' statements are as follows: 

“Frankly, it makes me happy that their families bring their intellectual disabilities family member for cancer screening and are aware of 
this… Also, reaching out to them or serving them provides professional satisfaction and makes us happy.” (P2)

“…I am happy that they come to the cancer screening centre and that I can contribute something to them (people with intellectual 
disabilities)…” (P6).

3.1.3. Sub-theme 1.3. Emotional Burden/Stress
Some participants expressed sadness that intellectual disabilities individuals were unaware of the procedures performed on them or 

the results after screening. One of the participants stated the following: 

“First of all, it really touches my conscience. Perhaps it was because I recently became a mother and experienced pregnancy, but I was 
very affected the other day. Because even if they have cancer symptoms, they cannot express them. Imagine what they are going through, 
who knows what happens during diagnosis or treatment…” (P13).

3.1.4. Sub-theme 1.4. Stereotypes about Sexuality
One of the participants stated that performing smear tests on people with intellectual disabilities upset them and reminded them of 

rape, saying: 

When I hear that a intellectual disabilities person is going to have a Pap smear, I wonder if there has been any sexual abuse involving rape. 
I think to myself, as if they couldn't be married or have consensual sex. Immediately, my mind is preoccupied with the thought, "Did she 
get raped?" Of course, you can't question this, but I experience emotional distress because of this thought. Questions like why are they 
having a Pap smear, why aren't they virgins come to mind, and I feel sad." (P7).

3.2. Main Theme 2. Difficulties Experienced

Difficulties experienced in caring for individuals with intellectual disabilities were addressed under three sub-themes: communi
cation difficulties, psychological and physical resistance and professional anxiety related to a lack of training.

3.2.1. Sub-Theme 2.1. Communication Difficulties
Participants reported difficulties related to communication problems experienced by individuals with intellectual disabilities, such 
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as not understanding what was said during screenings and being unable to follow instructions during the procedure. 

“It is difficult to get them onto the examination table or into the mammography machine; it is tough to persuade people with intellectual 
disabilities. They do not follow our instructions, and this leads to communication problems. Two carers are needed…” (P9).

3.2.2. Sub-Theme 2.2. Psychological And Physical Resistance
Participants noted that during cancer screenings, intellectual disabilities individuals experienced difficulties in positioning and 

undergoing the procedure due to their unfamiliarity with the environment, equipment, and caregivers. Some participants stated: 

“Positioning is difficult… Because they are out of their comfort zone, the unfamiliar environment and unfamiliar people make it difficult 
for them to feel secure and follow instructions for positioning…” (P11).

“The environment is unfamiliar, we are strangers, and some of our disabled friends become quite aggressive. Therefore, during the 
procedure, especially during the smear test, they close themselves off, do not allow it, do not want to position themselves, and want to 
harm themselves. However, we are always by their side until we build their trust…” (P13).

3.2.3. Sub-Theme. 2.3. Professional Anxiety Related To A Lack Of Training
Two of the participants emphasized that they had difficulty coping with the challenges they faced while caring for people with 

intellectual disabilities and stressed the need for training for healthcare professionals in this area. One participant stated: 

"I don't feel confident about caring for a person with an intellectual disability. I always go with hesitation and feel uncomfortable. 
Frankly, we, as healthcare professionals, should be trained on how to prevent problems during care or how to address them when they 
arise. I definitely feel inadequate…" (P4).

3.3. Theme 3. Coping with Difficulties

Health professionals' coping with difficulties encountered during the cancer screening process for individuals with intellectual 
disabilities was examined under two sub-themes: family and caregiver support, trust-based approach and person-centered care.

3.3.1. Sub-Theme 3.1. Family And Caregiver Support
The vast majority of healthcare professionals stated that when difficulties arose during screening, they resolved them with the 

family or caregiver of the person with intellectual disabilities. They also noted that people with intellectual disabilities usually came 
with two relatives or caregivers. Some participants stated: 

“We manage somehow with the support of family or carers…” (P1)

“It is tough to persuade them to participate in the screening without at least two carers. Therefore, they usually come to the screening with 
two people. We resolve the issue this way…” (P9).

3.3.2. Sub-Theme 3.2. Trust-Based Approach And Person-Centered Care
Some participants stated that they were able to cope with difficulties by patiently communicating with individuals with intellectual 

disabilities, devoting more time to their care, and conducting screenings once they felt secure. Some participants stated: 

“We show special attention to people with intellectual disabilities. This way, a bond of trust is formed between us, and then we conduct 
the screening… This makes them happy…” (P6).

3.4. Theme 4. Encouraging Participation in Cancer Screening

Encouraging the participation of individuals with intellectual disabilities in cancer screening was examined under three sub- 
themes: the coordinating role of family physicians in access and transportation, increasing access to services through education and 
awareness, and encouraging screening participation through service planning and communication.

3.4.1. Sub-Theme 4.1. Family Doctors' Role As Coordinators İn Access And Transportation
The vast majority of participants emphasized the need for family doctors of individuals with intellectual disabilities to contact 

cancer screening centers to plan access and transportation to encourage these individuals to undergo cancer screening. Some par
ticipants stated: 

“Rather than expecting the families of individuals with intellectual disabilities to bring them individually, their participation in screening 
should be facilitated collectively by the family doctor's planning, the municipality, or the relevant institution.” (P1).

“Family doctors have a great responsibility in terms of access and transportation. They are aware of the number of individuals with 
intellectual disabilities registered with them. They should plan access and transportation for the screening of these individuals in 
cooperation with us and the family.” (P10).
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3.4.2. Sub-theme 4.2. Increasing Access To Services Through Education And Awareness
Some participants emphasized the need to raise awareness among families to encourage individuals with intellectual disabilities to 

participate in cancer screenings. They stated that training sessions should be organized for this purpose. Some participants stated: 

“There are associations that these individuals and their families belong to. These associations should organise training specifically for 
caregivers and explain the importance of cancer screening at regular intervals to raise awareness…” (P12)

“I believe that caregivers of individuals with intellectual disabilities have very low awareness regarding cancer screening, and this leads to 
a lack of demand for related services, which is problematic. Providing education to these families and raising their awareness is crucial, as 
individuals with intellectual disabilities are already a high-risk group for cancer…” (P13).

3.4.3. Sub-theme 4.3. Encouraging Screening Participation Through Service Planning And Communication
Some participants suggested that the Ministry of Health should designate a specific day or time each month at screening centers to 

encourage individuals with intellectual disabilities to participate in cancer screenings. In contrast, others stated that social media 
should be used for promotion.

Some participants who stated that cancer screening centers should have a specific day and time for individuals with intellectual 
disabilities said the following: 

“For cancer screening, a day should be designated in each district, at KETEM units, and that day should be reserved for individuals with 
intellectual disabilities. …by doing so, they can be encouraged to come here on that day…” (P4)

Participants stated that the Ministry of Health should use social media, television, radio, and government institutions to encourage 
individuals with intellectual disabilities to participate in cancer screenings. Their statements are as follows: 

“…to increase the participation of all disabled individuals, including those with intellectual disabilities, in cancer screening, the Ministry 
of Health should make announcements on television and social media. It should put up posters in government institutions…” (P2)

4. Discussion

Participants in the study stated that individuals with intellectual disabilities are disadvantaged in terms of early cancer diagnosis 
and screening, but that screening is their right. The European Commission's "Disability Rights Strategy 2021-2030," adopted in 2021, 
aims to ensure that all individuals with disabilities in Europe enjoy equal human rights and opportunities (EuropeanCommission, 
2021b). However, it is also noted that individuals with intellectual disabilities are generally underrepresented in cancer prevention 
and screening policies, leading to health inequalities and adverse health outcomes. Research conducted by Wagner and colleagues 
(2025) suggests that health systems and public health campaigns should strive to eliminate discrimination and enhance accessibility, 
emphasizing the importance of providing equal health services to all. Individuals with intellectual disabilities are at a disadvantage in 
accessing cancer screenings, and their underrepresentation in health policies exacerbates inequalities. The participants' emphasis on 
the phrase "early diagnosis is their right too" points to the need to develop inclusive strategies that will ensure equal access to 
healthcare services for individuals with disabilities. However, it is seen that while conducting cancer screening for individuals with 
intellectual disabilities, participants experience both professional satisfaction and emotional fulfillment as well as emotional bur
den/stress. This situation is explained in the literature through the concepts of “compassion satisfaction” and “compassion fatigue,” 
emphasizing that caregiving can be both a source of satisfaction and exhaustion, and that emotional exhaustion decreases as satis
faction with helping others increases (Zhang et al., 2018). Communication difficulties and psychosocial barriers during the screening 
process for individuals with intellectual disabilities can be challenging for staff, but contributing to early diagnosis is an essential 
source of motivation. Indeed, a study conducted among nurses in the United States reported that nurses' increased professional contact 
with adults with intellectual disabilities was associated with more positive attitudes and feelings toward caring for adults with in
tellectual disabilities, as well as fewer negative feelings (Desroches et al., 2019). In addition, this study found that performing pap 
smear tests on individuals with intellectual disabilities reminded participants of the risk of sexual abuse, and this situation was 
addressed under the sub-theme of stereotypes about sexuality. The literature indicates that some healthcare professionals hold biased 
views, particularly regarding women with intellectual or developmental disabilities, assuming they are not sexually active and 
therefore do not require cervical cancer screening. It has been revealed that disregarding the need for Pap smear tests for individuals 
with intellectual disabilities could constitute a significant barrier to encouraging their participation in screening programmes(Fang 
et al., 2016; Plourde et al., 2018). Additionally, it is noted that the rate of sexual abuse is high among individuals with intellectual 
disabilities(Svae et al., 2022; Tomsa et al., 2021) and that this may increase the risk of exposure to HPV(Power et al., 2024). When 
participants see individuals with intellectual disabilities, they immediately think about the ‘possibility of sexual assault.’ This dem
onstrates both an awareness of this risk and the persistence of stereotypes that these individuals cannot have a consensual sex life. 
Rather than encouraging the participation of individuals with intellectual disabilities in screening programmes at a low rate, it is clear 
that their access to these services should be supported through a rights-based approach. However, media coverage or social processes 
involving sexual abuse of individuals with intellectual disabilities may have negatively influenced the participant's views, as society 
perpetuates gender-based myths about the sexual nature of individuals with intellectual disabilities and their presence in society, 
indirectly affecting individuals. All these reasons can be expressed as factors that reveal the participant's sex-based prejudiced view of 
the pap smear test.
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In this study, healthcare professionals also reported encountering communication difficulties and psychological and physical 
resistance from individuals during the screening process. Similarly, the literature emphasizes that individuals with intellectual dis
abilities are medically vulnerable, develop anxiety towards unfamiliar environments, and experience difficulties in early diagnosis due 
to communication problems (Chan et al., 2022; Emerson et al., 2016; Wagner et al., 2025). Insufficient information sharing during 
diagnosis and treatment processes can be seen to create barriers to intellectual disabled individuals accessing healthcare services. It is 
stated that relatives and healthcare professionals, assuming that individuals with intellectual disabilities will not understand, provide 
them with limited information, which leads to a violation of the individual's rights to autonomy and information. Therefore, it is stated 
that the resistance seen in cancer screening is not only procedural but also stems from limitations in access to information and au
tonomy. (Glasdam et al., 2025). However, it is anticipated that providing practical communication training for healthcare pro
fessionals and developing person-centered care approaches will both increase the effectiveness of the screening process and support 
the active participation of individuals with intellectual disabilities in the process (Shady et al., 2024; Vukovic et al., 2023; Wagner 
et al., 2025). The findings of this study indicate that effective communication training for healthcare professionals and the organization 
of screening environments in an accessible and supportive manner are necessary to increase the success of cancer screenings, and these 
findings are consistent with the existing literature.

A study conducted in the United States found that only 40.7% of doctors reported confidence in their ability to provide quality care 
to individuals with disabilities (Geukes et al., 2019). A study examining the experiences of individuals with intellectual disabilities 
during the colorectal cancer screening process indicated that there is a concerning lack of trained healthcare professionals to provide 
adequate care to individuals with intellectual disabilities. The same study stated that individuals with intellectual disabilities had 
distressing experiences due to reasons such as the negative attitudes and behaviors of healthcare providers, lack of knowledge about 
intellectual disability, and lack of expertise (Wagner et al., 2025). Findings from another study emphasized the need for 
experience-based training to improve healthcare professionals' attitudes toward individuals with intellectual disabilities (Alnahdi, 
2025). It has been stated that healthcare settings can become more inclusive and supportive through improved training programs, and 
better healthcare outcomes can be achieved for individuals with intellectual disabilities (Alnahdi, 2025). Healthcare systems globally 
need to contribute to communication, training, and support for clinicians working with individuals with intellectual disabilities, 
particularly in the area of cancer prevention. The failure to address educational deficiencies related to intellectual disability can lead to 
adverse health outcomes for this group (Howie et al., 2021). As emphasized in the literature, increasing disability-specific education 
and experience-based practices enables professionals to improve the quality of care and provide more inclusive services.

In this study, healthcare professionals who screen individuals with intellectual disabilities reported that family support and a trust- 
based, person-centered approach are crucial in coping with the challenges encountered during the screening process, and that they 
employed these strategies to address these difficulties. Person-centered care comprises eight core components: respecting the in
dividual's values and preferences, providing information and educational support, ensuring access to and continuity of care, offering 
emotional support, involving family and friends in the process, ensuring physical comfort, and effectively coordinating care (Berghout 
et al., 2015). The literature emphasizes that family and caregiver support is vital for individuals with intellectual disabilities to access 
health services, including screening (Armin et al., 2022; Klara et al., 2024). It has been noted that caregivers take on responsibilities 
such as acting as intermediaries in communication between the individual and healthcare professionals (Armin et al., 2022). 
Therefore, it is expected that the development of structured support programs encompassing all components of person-centered care in 
healthcare services will both facilitate professionals' ability to cope with difficulties and improve the healthcare experiences and 
participation of individuals with intellectual disabilities.

Family physicians play a crucial role in cancer prevention and early diagnosis activities due to their position in the healthcare 
system, their frequent contact with patients, and their impact on the local community in which they operate. It has been determined 
that integrating cancer prevention and early diagnosis activities into the daily work of family physicians plays a crucial role in 
achieving excellent results (Marijanović et al., 2021). In the United Kingdom, family physicians play a leading role in the effective 
delivery of screening and health promotion programs to individuals with intellectual disabilities(McMahon et al., 2024). However, 
individuals with intellectual disabilities often require support to access healthcare services, yet their families and caregivers lack 
sufficient knowledge about cancer prevention and screening. Due to low health literacy, these individuals struggle to recognize cancer 
symptoms and are often unable to express their complaints (Cuypers et al., 2020). A study conducted with individuals with intellectual 
disabilities indicated that awareness-raising campaigns are important for eliminating discrimination and increasing accessibility in 
screening programs. It was recommended to use accessible formats, such as simple language and visual aids, to ensure that everyone is 
aware of the screenings. Research findings revealed that accessible, barrier-free invitation letters (e.g., simple language, visual aids, 
clear explanations of the steps to be taken) and educational booklets serve as important facilitators (Wagner et al., 2025). However, it 
has been emphasized that implementing reasonable accommodations, such as increasing the length of appointments and making 
information accessible, is extremely important across all healthcare services to meet the needs of individuals with intellectual dis
abilities (McMahon et al., 2024). The study reveals that family physicians' coordinating role, accessible communication, and 
reasonable accommodations are essential in healthcare services to ensure equal participation of individuals with intellectual dis
abilities in cancer screenings.

4.1. Strengths and Limitations

This study has particular strengths and limitations. One of the strengths of this study is that it addresses cancer screening services 
for individuals with intellectual disabilities through the experiences of healthcare professionals from different occupational groups. 
Thus, by focusing on the professional perspective, which is often neglected in the literature, the study aims to fill an essential gap in the 

M. Aydın et al.                                                                                                                                                                                                         Research in Developmental Disabilities 171 (2026) 105271 

9 



field. The qualitative research design used in the study enabled an in-depth examination of healthcare professionals' opinions, atti
tudes, perceptions, and decision-making processes. Furthermore, by revealing the implicit assumptions and stereotypes of healthcare 
professionals, the study contributes to understanding the individual, structural, and cultural factors that influence cancer screening 
services.

The limitations of the study are that, due to the qualitative research design, the findings are not generalizable and reflect only the 
experiences of the healthcare professionals who participated in the study and may differ across institutional or cultural contexts. 
Furthermore, the study's focus solely on the perspectives of healthcare professionals does not directly include the experiences of in
dividuals with intellectual disabilities and caregivers; this should be considered a conscious methodological choice appropriate to the 
study's purpose, as it limits the inclusion of multiple perspectives on screening processes within the same survey.

5. Conclusion

It has been determined that healthcare professionals experience professional satisfaction while providing care to individuals with 
intellectual disabilities, but at the same time, they face challenges during this process. It has been observed that healthcare pro
fessionals try to cope with the difficulties encountered in communication and interaction during the screening process with the support 
of families and caregivers. In order to conduct the screening process more effectively with individuals with intellectual disabilities and 
to increase their participation in cancer screening, it has been determined that awareness training should be provided to healthcare 
professionals, families, and the community, It has been determined that healthcare professionals and managers working in screening 
units need to collaborate to restructure services aimed at increasing the participation of individuals with intellectual disabilities in 
cancer screening programs.
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