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Theoretical Background 

Colorectal Cancer (CRC) 

Colorectal cancer (CRC) remains a significant global health concern, with 1.9 million 

new cases reported in 2020 and over 930 000 fatalities (World Health Organization [WHO], 

2023). Also known as bowel cancer, CRC originates in the large bowel, encompassing the 

colon and rectum. The WHO (2023) designates CRC as the third most prevalent cancer and 

the second leading cause of cancer-related deaths. CRC also exhibits high prevalence in 

Austria, ranking third highest among all cancers in 2022 (Statistik Austria, 2022). 

It primarily manifests in individuals aged 50 and older, demonstrating a slightly 

higher incidence in men than in women (White et al., 2018). Risk factors include a (family) 

history of CRC or other bowel diseases, such as Crohn's disease, and various lifestyle factors 

(Lewandowska et al., 2022; WHO, 2023). They include unhealthy dietary habits 

characterised by high consumption of red and processed meat and low intake of fruits and 

vegetables. Additionally, low physical activity, alcohol intake, and smoking have been 

correlated with an increased susceptibility to a novel CRC diagnosis (Lewandowska et al., 

2022; WHO, 2023). 

Clinical manifestations encompass alterations in bowel habits, such as constipation or 

diarrhoea, the presence of blood in stool, rectal and abdominal pain, unintentional weight 

loss, and weakness and fatigue induced by anaemia. However, early stages of CRC are often 

asymptomatic (WHO, 2023). Schult et al. (2021) found that among the CRC screening 

participants with detected CRC or advanced adenoma, the majority was asymptomatic. The 

impact of CRC on healthcare systems is profound and escalating, with projections indicating 

a more than 60% increase in incidence and mortality by 2040 (WHO, 2023). An emphasis on 

prevention and early detection of CRC is therefore crucial for increasing the recovery 

chances and lowering mortality rates. 

In the realm of public health, the prevention of diseases and health-related issues is a 

fundamental objective (AbdulRaheem, 2023). Prevention strategies are generally classified 

into three distinct categories: primary, secondary, and tertiary. Primary prevention serves as 

the initial line of defence against diseases. Its core focus is on preventing the occurrence of 

health issues prior to their manifestation in the body, often achieved by health education 

campaigns and vaccine initiatives. In context of CRC, primary prevention comes from 

adopting a healthy lifestyle (Screening-Komitee für Krebserkrankungen., 2022). 

Delineated as the early detection and management of diseases in their incipient stages, 

secondary prevention intervenes after the onset of a health issue but prior to its progression to 
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advanced stages. Typical secondary prevention measures encompass health check-ups and 

organised screening programmes. The overarching objective is to identify diseases in the 

early stages, thereby averting complications and improving prognosis (AbdulRaheem, 2023). 

In turn, tertiary prevention is concentrated on managing and rehabilitating individuals 

already afflicted with a diagnosed health condition. This phase seeks to avert further 

complications, disability, and health deterioration (AbdulRaheem, 2023). Tertiary prevention 

in CRC encompasses follow-up examinations for those in remission to detect recurrence of 

the disease as early as possible (Screening-Komitee für Krebserkrankungen., 2022). 

Screenings 

Screenings are medical procedures designed to identify health conditions or diseases 

in their early stages, often before symptoms manifest, placing them within the realm of 

secondary prevention. Common screening options for CRC are colonoscopy, guaiac-based 

faecal occult blood test (gFOBT), and immunochemical faecal occult blood test (iFOBT; 

Jahn et al., 2019). 

Colonoscopy is a medical procedure which involves the insertion of a flexible lighted 

tube (colonoscope) into the rectum and through the colon allowing for a visual examination 

and enabling the detection and removal of precancerous polyps. Thereby colonoscopy is not 

only a screening tool but also an intervention (National Cancer Institute, 2021). The complete 

colonoscopy has been considered the gold standard for CRC screening, due to its higher 

sensitivity and specificity compared to other methods, such as stool samples and flexible 

sigmoidoscopy (Fröschl et al., 2017). The recommended interval for the repetition of 

colonoscopies is relatively long, commonly set at 10 years (Fröschl et al., 2017). The 

procedure enables identification of lesions and abnormalities that might be missed by other 

screening methods, making it the most effective screening measure. However, colonoscopy 

requires bowel preparation, often anaesthesia, and is invasive with a low but remaining risk 

of complications, such as bleeding or perforation. Thus, some individuals may be averse to 

undergoing colonoscopy. This aversion can result in lower compliance with recommended 

screening guidelines (National Cancer Institute, 2021; Screening-Komitee für 

Krebserkrankungen., 2022). 

Other popular screening options, gFOBT and iFOBT, rely on the detection of blood 

components and necessitate the collection of stool samples (National Cancer Institute, 2021). 

The gFOBT is an older method and has been in use for several decades. The test detects the 

presence of occult blood in the stool relying on the chemical reaction between guaiac, 

hydrogen peroxide, and the heme component of blood (Kaur et al., 2023). A positive test 
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result may be an indicator of precancerous polyps or early-stage CRC. Albeit the lower 

sensitivity and specificity of gFOBT compared to more modern methods, it is still widely 

used today (Fröschl et al., 2017). The iFOBT represents a technological advancement over 

gFOBT and functions through the usage of antibodies to detect human haemoglobin. The test 

is also more user-friendly, as it does not require dietary restrictions and has a lower likelihood 

of producing false-positive results (Kaur et al., 2023). The recommended frequency for 

repetition varies depending on the region, ranging from annual to biennial intervals. In cases 

where stool samples yield positive results, it is nonetheless recommended to undergo a 

colonoscopy as a follow-up procedure to confirm the diagnosis and, when necessary, to 

remove precancerous polyps (Fröschl et al., 2017; National Cancer Institute, 2021). 

Since 2005, Austrian residents aged 50 and above have been presented with the option 

of undergoing a colonoscopy every ten years or participating in biennial/annual gFOBT 

screenings as a part of free medical check-ups (Fröschl et al., 2017). National screening 

programmes are defined as organised, systematic health initiatives aimed at identifying 

specific diseases or conditions within the relevant population, often utilising outreach 

communication methods, such as postal invitations. As per 2023, there is no national 

screening programme in Austria, but pilot programmes in two states, Burgenland and 

Vorarlberg. In Burgenland, the “Burgenland gegen Dickdarmkrebs” project has been offering 

a population-based, organised gFOBT screening since 2006, transitioning to iFOBT in 2010. 

The target population for CRC screening in Burgenland includes individuals aged 40 to 80. In 

Vorarlberg, since 2007, invitations to undergo a screening colonoscopy have been sent to all 

insured individuals over 50  (Fröschl et al., 2017). 

The current national recommendations for CRC screening in Austria favour iFOBT 

over gFOBT due to its superiority in life-years gained and CRC risk reduction (Jahn et al., 

2019; Screening-Komitee für Krebserkrankungen, 2022). A quality-assured screening 

programme is suggested for individuals aged 45 to 75, offering both iFOBT and colonoscopy 

as equivalent options. Recommendations include a ten-year interval for screening 

colonoscopy and biennial iFOBT, with an option to transition between strategies. Specialised 

guidance is advised for individuals with predispositions to CRC (Screening-Komitee für 

Krebserkrankungen, 2022). 

Intellectual and Developmental Disability (IDD) 

Definitions and Classification 

Intellectual and developmental disability (IDD) is a group of conditions characterised 

by significantly lower than average intellectual functioning (below two standard deviations, 
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i.e. Intelligence Quotient [IQ] below 70) and limitations in adaptive functioning according to 

the current versions of International Classification of Diseases (ICD-11; WHO, 2019) and 

Diagnostic and Statistical Manual of Mental Disorders (DSM-5; American Psychiatric 

Association [APA], 2013). IDD must originate during the developmental period to be 

diagnosed as such. Limitations in adaptive functioning encompass three domains which 

describe how an individual navigates everyday tasks. Conceptual domain encompasses 

acquired skills and their application, e.g. reading, writing, and calculating. Social skills cover 

interpersonal relationships, empathy, and ability to make and retain friendships. Finally, 

practical domain includes managing finances, everyday care, and occupational skills. The 

IDD diagnosis is made based on individually administered normed standardised IQ-tests as 

well as clinical assessment (APA, 2013; WHO, 2019). 

The terminology used to describe IDD has evolved over time, and variations exist 

across different countries due to cultural and linguistic influences (Wehmeyer et al., 2017). 

Some of the previously wide used terms are now considered outdated and stigmatising. Their 

decline in usage reflects a broader societal shift toward more sensitive and respectful 

language in discussing intellectual and developmental disabilities (Wehmeyer et al., 2017). 

The University of North Carolina Wilmington has provided guidelines for the terminology 

use (Disability Terminology & Etiquette, n.d.), also Wehmeyer et al. (2017) extensively 

discuss the evolution and importance of terminology in this field. For the purpose of this 

work, the term IDD is employed, as it is globally accepted, non-stigmatising, and underscores 

a developmental perspective. 

Prevalence and Aetiology 

A meta-analysis of population-based studies yielded an estimated prevalence of IDD 

at 1% with the highest rates observed in low- and middle-income countries (Maulik et al., 

2011). The findings of a more recent systematic analysis yielded a total prevalence of 1.74% 

for IDD among the global population (Nair et al., 2022). However, some scholars note that 

the data on global distribution of IDD might not be reliable (Emerson, 2007). As a group of 

conditions, IDD can have different aetiology, encompassing genetic and environmental 

factors. Genetic causes, including chromosomal abnormalities, gene mutations, and inherited 

conditions, contribute significantly to IDD. Disorders such as Down syndrome, fragile X 

syndrome, and Rett syndrome are examples of the genetic origins of IDD. Environmental 

factors during prenatal, perinatal, and postnatal periods also play a critical role. Prenatal 

exposure to teratogens, maternal illness, or inadequate nutrition can impact foetal 

development. Complications during birth, such as oxygen deprivation, may also lead to IDD. 
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Postnatal factors, including exposure to toxins, traumatic brain injuries, or severe infections, 

can impact neurodevelopment. Some examples of non-genetic conditions associated with 

IDD are foetal alcohol spectrum disorder (FASD) and hypoxic-ischemic encephalopathy 

(HIE). In numerous cases, the aetiology of IDD remains unknown (Wehmeyer et al., 2017). 

Healthcare Utilisation 

Health (In-)equity in Individuals with IDD 

Individuals with IDD, akin to other marginalised groups, face pervasive 

discrimination in various parts of their lives. This discrimination is evident in higher rates of 

unemployment (Emerson 2007), working for subminimum wages (Avellone et al., 2023), 

poor access to education (Cook et al., 2015), an increased incidence of health conditions and 

complications (Emerson & Baines, 2011), and all-cause mortality rates (Forman-Hoffman et 

al., 2015; Heslop et al., 2014). A recent cross-sectional epidemiological study identified that 

having an IDD was the strongest predictor for a COVID-19 diagnosis and mortality, second 

only to higher age (Gleason et al., 2021). This further demonstrates the increased 

vulnerability of individuals with IDD to significant health threats. 

While certain health conditions originate from having a specific type of disability, 

some may manifest and/or exacerbate due to health inequity resulting from various factors, 

ranging from social determinants and physical barriers to bias among the non-disabled 

population towards individuals with IDD. One of such biases is diagnostic overshadowing 

describing a phenomenon which occurs when healthcare professionals attribute symptoms or 

changes in health solely to the individual's disability, potentially overlooking or downplaying 

other health concerns. The term challenging behaviour is frequently used in this context, 

contributing to the misinterpretation of symptoms as behavioural issues rather than potential 

health indicators (Chan et al., 2012; Wehmeyer et al., 2017). 

Barriers and Facilitators Affecting Participation in Screenings 

In view of the known health disparities faced by individuals with IDD (Emerson & 

Baines, 2011; Gleason et al., 2021), it is imperative to warrant attention to the topic of their 

participation in crucial screening measures, such as those for CRC. Evidence indicates that 

CRC screenings are underutilised, both among individuals with IDD and the general 

population (Glover et al., 2014; Shin et al., 2020). 

Although historically individuals with IDD have exhibited lower cancer mortality 

rates compared to the general population (Emerson and Baines, 2011), the authors 

hypothesised that this trend might change with the increasing life expectancy of individuals 
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with IDD. Indeed, recent research indicates that having an IDD increases the probability of a 

cancer-related death (Cuypers et al., 2022).  Moreover, there is evidence indicating 

individuals’ with IDD higher susceptibility to gastrointestinal cancers, including CRC 

(Emerson & Baines, 2011; Cuypers et al., 2022). This could be partially explained with the 

fact that having an IDD is linked to risk factors of CRC, as being overweight, poor diet, low 

physical activity levels, and smoking, on the one hand (Read & Latham, 2009). On the other 

hand, Willis et al. (2018) suggested that communication difficulties and limited training of 

staff working with individuals with IDD may be responsible for the masking of present CRC 

symptoms and therefore possibly higher CRC incidence in this population. 

Simultaneously, individuals with disabilities show significantly lower rates of cancer 

screenings participation than general population: Cobigo et al. (2013) found that women 

identifying as having an IDD participated two times less in cervical cancer screening 

programme and 1.5 times less in mammography. In 2012/2013 only 28.1% of eligible 

individuals with IDD accessed CRC screening in England, compared to 40.5% of general 

population (Glover et al., 2014). A Canadian study found lower uptake of CRC screenings in 

individuals with IDD than in the general population of 50-64 years old (Ouellette-Kuntz et 

al., 2015). Similar studies were also conducted in the USA and South Korea, with findings 

indicating that individuals with all types of disabilities (e.g. spinal cord injury or blindness) 

engaged less in CRC screenings compared to the non-disabled population, with individuals 

with IDD demonstrating the lowest rates (Deroche et al., 2017; Shin et al., 2020). 

To address the underutilisation of CRC screenings among individuals with IDD, 

studies identifying barriers and facilitators are needed. There is a number of studies regarding 

barriers and facilitators affecting participation in breast and cervical cancer screenings for 

women with IDD (e.g. Arana-Chicas et al., 2020), and some researchers have proposed some 

approaches to enhance the utilisation of CRC screenings by individuals with IDD based on 

these findings (Gray et al., 2021; Marriott et al., 2014; Read et al., 2016; Read & Latham, 

2009). However, to date, there is no primary research specifically investigating barriers and 

facilitators related to CRC screenings for individuals with IDD (Byrnes et al., 2020). 

Present Study 

Objectives and Relevance 

This study aims to address the paucity of research on barriers, facilitators, and support 

needs related to accessing CRC screenings for individuals with IDD. Despite the significance 

of CRC screenings for early detection and improved outcomes (Cardoso et al., 2021), limited 

attention has been given to the specific challenges faced by individuals with IDD. While a 
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few researchers have investigated this issue (Gray et al., 2021; Marriott et al., 2014; Read et 

al., 2016; Read & Latham, 2009), the current knowledge remains limited, with no primary 

research to date specifically investigating factors influencing participation in CRC screenings 

for individuals with IDD. Moreover, a notable research gap exists in understanding the 

perspectives of primary caregivers (Byrnes et al., 2020) who play a pivotal role in healthcare 

decision-making and management for individuals with IDD (Hanna et al., 2011; Jenkins & 

McKenzie, 2011). By bridging this gap, this study seeks to contribute valuable insights into 

the perceptions and experiences of caregivers regarding CRC screenings for individuals with 

IDD. The objectives of this research project align with the principles outlined in the United 

Nations Convention on the Rights of Persons with Disabilities (UN-CRPD, 2006). 

Research Questions 

How do caregivers perceive the barriers and facilitators in accessing CRC screenings 

for individuals with IDD, and what support needs and resources do they identify for a 

successful participation in CRC screenings of individuals with IDD? 

Additionally, the extent of caregivers’ knowledge regarding CRC, including risk 

factors and symptoms, was evaluated, rendering another research question: How much 

knowledge do caregivers have about CRC? 

Project and Preregistration 

The research was conducted as a part of the ‘Colorectal Cancer Prevention in Austria: 

Including People with Intellectual Developmental Disabilities’ project, funded by the ZZZ. 

The principal investigator (PI) for this project is XXX. 

In the spirit of open science practices, this study was preregistered on the Open Science 

Framework (OSF) on 19 June 2023 with details available at OSF AAA. One modification to 

the preregistration concerning stopping criteria was made on 9 November 2023. Here, the a 

priory assumption of a predetermined number of participants, which the author made, is 

discussed, introducing the concept of conceptual density and adding “approximately” to the 

sample goal number. 

Methodology 

Research Design and Procedure 

The study’s design was chosen to fit the qualitative research framework. Semi-

structured individual interviews with primary caregivers of individuals with IDD were 

conducted, with each interview having an approximate duration of 1 hour (range = 0.5–

1.5hr). Audio-recorded speech, which was obtained from the open questions of the guide, 

served as the main source of data for subsequent reflexive thematic analysis (Braun & Clarke, 

https://osf.io/h4njf
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2021). The study was carried out in person (n = 10) and online (n = 3), depending on 

participants' preferences and logistical considerations. 

At the outset of each interview, a modified version of the Bowel Cancer Awareness 

Measure (CAM; Cancer Research UK, 2014) was administered, taking up to five or less 

minutes, to investigate caregivers' level of knowledge and awareness regarding CRC. This 

measure was deemed important as health literacy and the significance of prevention and early 

recognition of diseases are crucial, particularly among caregivers, who play a pivotal role in 

managing and supporting the health of individuals with IDD. After completing CAM (Cancer 

Research UK, 2014), participants were provided with the right answers and the results were 

discussed upon interest. 

Post-discussion, caregivers provided demographic information regarding themselves 

and the individuals with IDD they support. The collected quantitative demographic data was 

gathered to provide contextual information; no hypotheses regarding any systematic 

differences were made. Nevertheless, this data is of particular interest as there is currently no 

national CRC screening programme in Austria, but pilot projects have been initiated in two 

states (Burgenland and Vorarlberg). Therefore, it was beneficial to aim to recruit participants 

from different states and bear the potential differences between them in mind when analysing 

the data. 

Following the interview, participants were provided with brochures in Easy Language 

accompanied by pictures containing information about cancer and cancer screenings, 

including CRC. These brochures have been published by Lebenshilfe Deutschland and are 

publicly available (Lebenshilfe Deutschland, n.d.). 

Study’s Participants and Recruitment 

A detailed description of the study's participants and their selection follows due to 

them being integral to the contextual exploration central to the social constructionist approach 

of this analysis (e.g. Harper & Thompson, 2012). As Big Q qualitative research embraces the 

complexity and subjectivity of human experiences (Braun & Clarke, 2021), these descriptions 

will shed light on the perspectives that form the foundation of this work (see thick description 

in Credibility Strategies Section). More information about the resulting sample can be found 

in the Demographics Section below. 

For this study primary caregivers (e.g. family members and professional caregivers) 

of individuals with IDD were recruited. Since, as for 2023, the national screening programme 

for CRC does not exist yet, no strict age limit for individuals with IDD was set. However, we 

strived to gain data from caregivers of somewhat older individuals considering that they 
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would have more experience with the healthcare system on average and are starting to 

participate in health preventive services more actively. As individuals with IDD tend to age 

faster and develop diseases, such as dementia, at much younger age (Carmeli et al., 2012; 

Janicki et al., 1999), 35 years were chosen as the lower age cut-off preference for the 

individuals with IDD in comparison to 50-60 years in general population (Fröschl et al., 

2017). Thus, while the recruitment leaflet contained >35 as the age limit, we did not reject 

younger candidates to represent diverse thoughts and experiences. On the other hand, 

caregivers had to meet the minimum age requirement of 18 years to be eligible for inclusion. 

Recruitment efforts involved contacting organisations that provide support and 

assistance to individuals with IDD through emails and phone calls. To include family 

caregivers and other persons supporting individuals with IDD outside of the large 

organisations, self-advocate and integration groups for people with IDD and their families 

were contacted as well. In the author’s opinion, it was crucial for this sample to aim to 

include both professional caregivers and family members to ensure that more diverse 

perspectives are represented. Additionally, snowball sampling was employed, where 

participants were asked to nominate other individuals, they believed were interested in the 

study. Authors’ acquaintances were also invited. Efforts were made to recruit participants 

from various states in Austria. 

 To mitigate potential anxiety among candidates, who may believe they need to 

possess expertise or extensive experience in CRC to be considered a valuable participant, the 

recruitment materials conveyed a broader message. The emphasis was placed on participants' 

experiences and perspectives; for instance, one of the recruitment emails stated, “We are 

looking for primary caregivers of individuals with IDD who are interested in discussing their 

experiences with healthcare services, particularly preventive services related to conditions 

such as cancer” (translated from German). 

While not being proficient in German was not formally established as an exclusion 

criterion, the author acknowledges the potential implicit exclusion resulting from recruitment 

materials being presented in the German language. Nevertheless, the author does not view it 

as a study’s limitation, given the specific focus on Austria. This focus aligns with the reality 

that, in the majority of cases in Austria, professional caregivers are required to be fluent in 

German when working with individuals with IDD who have German as their mother tongue. 

Furthermore, while the author is genuinely interested in exploring diverse perspectives, the 

core objective of the analysis remains centred on the critical issue of health (in)equity 

concerning individuals with IDD. 
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Regarding sample size adequacy, the concept of saturation has been popular in 

qualitative research. However, some researchers criticised the notion of reaching ‘saturation’ 

in terms of information redundancy (e.g. Braun & Clarke, 2019). While this concept of data 

saturation may find relevance in certain research contexts, particularly those involving highly 

structured interviews with a very homogeneous target group, researchers are encouraged to 

prioritise the pursuit of ‘conceptual density’. This perspective suggests that a sample is 

considered robust when it yields multifaceted, intricate ideas that may be intellectually 

challenging to fully comprehend (Nelson, 2016). In the realm of qualitative research, 

statistical methods for determining sample size have also been a topic of extensive debate and 

received a lot of criticism. Many scholars in qualitative research assert that the final sample 

size can be roughly estimated rather than definitively determined before commencing the 

analysis (Braun & Clarke, 2016). 

For this work, a total of 13 one-on-one interviews were conducted: ten with 

participants residing in states without a pilot CRC programme and three with participants 

from the states that had implemented such a programme. Three participants had known the 

interviewer prior to the participation, nonetheless, they received the same information about 

the study as the participants that were not acquainted with the interviewer. The interviews 

took place between June and October 2023. The reported reasons for non-participation in the 

study included not having seen the invitation, lack of time, and illness. 

Ethics Vote. This study has obtained ethical approval with reference number 

2125/2022 from the ethics committee of the Medical University of Vienna. Prior to 

participation, all participants were required to provide written informed consent. 

Several steps were taken to ensure the privacy and confidentiality of the participants. 

The interviews were conducted in private settings to create a comfortable and secure 

environment. To maintain participant anonymity, we assigned pseudonyms to the interview 

data during the coding process. Furthermore, we handled the audio recordings with the 

utmost care, securely deleting them after transcription to protect participants' data. 

Additionally, participants were assured of psychological support from the principal 

investigator (XXX), who is a clinical psychologist, in the event that they experienced any 

distress during or after the interview. None of the participants (N = 13) requested such 

support. 
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Measurement approaches 

Semi-structured interviews 

A semi-structured interview guide was specifically developed for the current study by 

the author (YY) and pilot-tested on another team member. It begins with a brief section 

dedicated to collecting demographic information which, in our case, was obtained through 

verbal communication to establish rapport with participants and encourage open dialogue. 

Following the demographic part, the guide incorporates open-ended questions that are 

informed by previous research on barriers and facilitators encountered by individuals with 

IDD in accessing health prevention services, including cancer screenings (e.g. Arana-Chicas 

et al., 2020). Interviews were audio-recorded starting after obtaining quantitative 

demographic information. 

The setting of the semi-structured interviews considered participants' preferences and 

individual circumstances. Final locations included the research facility (Medical University 

of Vienna), participants' workplaces, and their homes. It was essential for the chosen location 

to ensure privacy, accessibility, and to permit audio-recording of the interviews. In cases 

where conducting interviews in-person is not feasible, alternative options such as virtual 

platforms were offered to facilitate remote interviews. The interviews were carried out only 

once; no follow-up was planned or carried out. 

The author conducted the majority of the interviews (n = 11), but other interviewers 

from the project group were involved too (n = 5). Thus, in three instances a second researcher 

was present and/or co-conducted the interview, In two instances, interviews were conducted 

in the absence of the author as it was required due to scheduling availability. To be eligible as 

an interviewer, a team member had to either be involved in the guide’s development or be 

present during at least one interview prior to conducting one themselves. 

Bowel Cancer Awareness Measure 

A modified and shortened version of the Bowel Cancer Awareness Measure (CAM; 

Cancer Research UK, 2014) was utilised, which was translated into German for this study. 

Two team members translated CAM from English to German in a double-blind manner, after 

which the third researcher compared the versions and finalised the translation. All three 

researchers were native German speakers fluent in English. Since measuring awareness 

regarding CRC was not the primary goal of the study, we have only included closed-format 

questions utilising Likert-Scale formats or straightforward yes/no responses over relying on 

participants' free recall. Thus, in this work the responses to four items, i.e. facets are outlined:  
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risk factors recognition, symptoms recognition, confidence in recognising CRC, and 

knowledge about the existence of a national CRC screening in Austria (Appendix B). 

 The original CAM toolkit (Cancer Research UK, 2014) is freely available and does 

not require specific training for its administration. In-person setting is preferred, but authors 

note that remote administration (via telephone or internet) is also possible if required. The 

results are shown in the Results Section. No hypotheses were made regarding the responses 

on this instrument. 

Analysis Approach 

Descriptive Statistics 

Quantitative data (demographics and frequency analysis of CAM responses) were 

descriptively analysed and plotted in R 4.3.0 (R Core Team, 2023b). Additionally used 

packages included dplyr (v1.1.2; Wickham et al., 2023), foreign (v0.8-85; R Core Team, 

2023a), and ggplot2 (Wickham, 2016).  

Data Transcription 

All interviews were transcribed using an AI-aided transcription tool Trint 

(https://trint.com) to ensure efficient conversion of spoken dialogue into written text. The 

resulting transcripts underwent accuracy checks by four members of the research team 

including the author and were modified. Double-checks were conducted by the author as 

necessary, particularly for interviewees with strong dialects. Additionally, an automatic 

English translation, integrated in Trint, was selected for each interview. While the author 

analysed original qualitative data in German, automatic English translation aided the 

inclusion of the relevant abstracts required for this report. Only the English abstracts included 

in this study underwent grammar and sense (sensibility) checks by the author. 

Transcription guidelines outlined in Kuckartz's Rules for Transcription for Computer-

Assisted Analysis (2014) were followed to ensure methodological consistency and reliability 

(Appendix A). The transcription recommendations were chosen based on the purpose of the 

analysis. Verbatim transcription proved to be highly compatible with the requirements of 

reflexive thematic analysis (reflexive TA; Braun & Clarke, 2021). Following Kuckartz's 

approach (2014), this method permits the exclusion of misspeaks and non-meaningful sounds 

(e.g. “ahm” is deemed insignificant, while noting laughter can be important to interpret 

sarcastic expressions), facilitates the smoothing of dialect speech, and allows for appropriate 

punctuation adjustments. 

https://trint.com/
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Participants’ names and organisational affiliations have been omitted from the 

transcripts to guarantee complete anonymity. The interviewer is identified as such, while 

participants have been assigned pseudonyms - a choice the author made over using assigned 

numbers or codes. While both styles are common in reporting qualitative analysis (Heaton, 

2022), in the author’s opinion, pseudonyms allow readers to connect with the interviewees 

more readily (see representational generalisability in the Discussion Section). Pseudonyms 

were assigned based on participants” and researcher’s suggestions; the author refrained from 

choosing pseudonyms that disclosed excessive information about the ethnic or cultural 

backgrounds of participants. Names of hospitals, towns, and organisations were omitted and 

described as “in our organisation” or “the nearest hospital”. 

Reflexive Thematic Analysis (reflexive TA; Braun & Clarke, 2021) 

The data was analysed using thematic analysis (TA), following the framework 

initially outlined by Braun and Clarke in 2006 and subsequently refined. Specifically, the 

author adopted the reflexive TA approach as described by Braun and Clarke in 2021. 

Reflexive TA is a qualitative research method used to identify and analyse patterns and 

meanings within (usually textual) data. It involves a systematic process of coding, reviewing, 

and interpreting data to create key themes that represent data aspects deemed relevant to the 

particular research question. These themes are then analytically described in the final report, 

accompanied by participant quotes to substantiate findings. Subthemes can be employed 

strategically to highlight distinctive elements within a theme and always share the key 

concept of the theme they belong to. Subthemes are different from categories as they aim to 

draw attention to the particularly prominent aspect(s) of theme. Thus, reflexive TA offers a 

flexible and rigorous approach for exploring and understanding the complexities of 

participants' experiences and perspectives in relation to the studied phenomena (Braun & 

Clarke, 2021). 

In selecting the strategies for this study, the specific aims and approach of this 

research were taken in consideration. The study aimed to explore the barriers encountered by 

individuals with IDD when accessing healthcare services, as well as the necessary facilitators 

and support strategies for accessing CRC screenings, as reported by their caregivers. Semi-

structured open-format individual interviews, complemented by the collection of quantitative 

demographic data, were selected as the data gathering techniques to ensure a comprehensive 

exploration of the research topic, which is well-suited for TA. Due to the author's familiarity 

and understanding of societal positions and contemporary practices regarding individuals 

with IDD (credit goes to the principal investigator XXX), the author opted for critical realist 
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social constructionist analysis (Harper & Thompson, 2012). TA was elected due to the 

theoretical flexibility, researchers’ familiarity, and extensive literature on its use. To facilitate 

the analysis, Microsoft Word and a qualitative data analysis software MAXQDA 2022 

(VERBI Software, 2021) were employed. 

Credibility Strategies 

Participants with diverse backgrounds and experiences were included (see 

demographics in the analysis section) to capture a range of perspectives on the barriers and 

support needs in accessing CRC screenings for individuals with IDD. Interviews with 

caregivers allowed the inclusion of experiences of non-verbal individuals with IDD and those 

with severe and profound IDD, who may not have been able to participate directly in a study 

with IDD individuals as the interviewees. 

A detailed description (sometimes also referred to as “thick description”; for a critic 

of the term see Braun & Clarke, 2021) of study’s setting, participants, and historical 

background were provided to provide readers with an understanding of the factors that 

(could) have influenced the studied phenomena. 

All transcribed interviews (N = 13) underwent coding and subsequent analysis by the 

author. A selection of entire interviews (n = 4) was additionally coded by another team 

member who had no previous experience in the IDD domain, but, like the author, possesses a 

background in psychology and theoretical knowledge of conducting a reflexive TA described 

by Braun and Clarke (2021). This step aimed to ensure varied perspectives during the 

analysis phase on the data level, while still maintaining a background from the same 

discipline enabling the drawing of conclusions based on it.  These data were analysed by 

these two coders independently of each other. Firstly, the data was coded and analysed in a 

double-blind manner, then a meeting was held to discuss the initial results. After that, the 

researchers reviewed and modified their analyses independently of each other based on the 

meeting held. A final discussion round was held to gain further insights and specify the 

themes. This methodological approach aligns with the practice often referred to as researcher 

or analyst triangulation (Braun & Clarke, 2021). The rest of the interviews (n = 9) were 

analysed solely by the author considering the points and views brought by the second coder 

during the analysis of four interviews. 

Member checks, also known as participant validation (of transcripts and/or themes), 

were omitted in this study. This decision aligns with our approach, which leans more towards 

a critical qualitative framework, centring on unpacking meaning around the issue, rather than 
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an experiential approach, which focuses on capturing participants' perspectives (Braun & 

Clarke, 2021; Finlay, 2021). 

Reflection on Author’s Positionality. The author has prior experience in the field of 

IDD research and TA. However, this study represents her first endeavour in carrying main 

responsibility in collecting qualitative data and conducting the analysis. 

It is worth noting that she is currently engaged in a professional role as a professional 

caregiver, providing support and assistance to individuals with IDD. The author wants to 

revise her statement in the study’s preregistration, where she stated that efforts would be 

made to minimise her influence as a professional caregiver on the research. After learning 

more about the realm of qualitative research and reflexive TA, she acknowledges that 

‘minimising’ the influence is firstly not viable. Rather than seeing it as a limitation - which 

certainly comes from author’s training in psychology where quantitative research paradigm is 

dominant – experienced qualitative researchers (e.g. Braun & Clarke 2006, 2021) describe 

subjectivity as an essential part of reflexive TA as here the researcher is a tool instead of the 

statistical model. Reality and knowledge are situated, produced in a cultural context, and 

influenced by the time and individuals who produce it. The potential drawback of subjectivity 

is minimised by researcher’s reflectivity and transparency about their practices. 

Thus, the author acknowledges that her professional role, both as caregiver and 

researcher in domain of IDD, influenced this work. In fact, the questions in the interview 

guide and recruitment approach were also influenced by her experience. The author views her 

subjectivity as a strength of her analysis due to enhanced empathy to caregivers’ storytelling 

and her endeavour to promote health equity across the marginalised populations such as 

individuals with IDD. 

The author deliberately added questions on barriers and needs spanning from 

intrapersonal to societal level to engage interviewees in reflecting from different perspectives 

which is in line with the social ecological model (SEM; Bronfenbrenner, 1992). SEM is a 

theoretical framework that recognises a complex interplay between individuals and their 

surrounding environments in shaping the (health-related) outcomes. This model encompasses 

multiple levels, including the intrapersonal, interpersonal, organisational, community, and 

societal or public policy levels, as outlined by Bronfenbrenner in 1992. 

To obtain diverse ideas during the analysis phase, a team member was involved in the 

analysis of four data items, as mentioned in the Credibility Strategies Section above. Looking 

from different angles aligns with the principles of critical realism ontology, which postulates 

that reality exists but is not directly accessible as it is mediated by language and culture. 
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Additionally, the author’s theoretical and practical knowledge of history and practices 

regarding individuals with IDD supports the social constructionist approach of the current 

study. Finally, supervision on-demand was provided by XXX to ensure guidance and support. 

Consolidated Criteria for Reporting Qualitative Research (COREQ) Checklist 

This work adheres to the Consolidated Criteria for Reporting Qualitative Research 

(COREQ) checklist, which is widely used to ensure more comprehensive and transparent 

reporting of qualitative research, enhancing the work's credibility (Tong et al., 2007). It is 

divided into three domains: research team and reflexivity, study design, analysis, and 

findings. The completed checklist is located in the Appendix D. 

Results 

Demographics 

The study comprised a diverse sample of participants recruited from various states 

across the country. Final sample consisted of 13 caregivers from Vienna (n = 4), Upper 

Austria (n = 5), Lower Austria (n = 1), and Vorarlberg (n = 3). In none of the states, 

organised CRC screening programs were in place, except for Vorarlberg, where a pilot 

program for CRC screening had been established in 2007 (Fröschl et al., 2017). The 

participants' ages ranged from 24 to 72, with a median age of 45. The sample included eight 

individuals who identified as female and five as male, with no participants indicating a 

diverse gender identity. 

Among the participants, 12 were professional, i.e. paid caregivers, and three of them 

held positions as heads of living facilities. One participant was a family caregiver. All 

participants had completed compulsory education. Among the professional caregivers, eight 

held degrees in social work, two in psychology, one in music therapy, and one had graduated 

from high school. When asked about their years of work experience with individuals with 

IDD, participants reported a range of three to 36 years, with a median of 20 years. In their 

current workplaces, professional caregivers were responsible for a median of 11 persons 

daily, with a range from 6 to 40). The majority (11 out of 12) worked in fully assisted living 

settings, with one participant working in a partially assisted living setting. When queried 

about whether their primary client or any of the clients in their care had received a cancer 

diagnosis at any time (with family caregivers providing information about their family 

members), nine out of 13 responded affirmatively. 

At the time of the study, three participants were not acting as primary caregivers to 

anyone, although they had in the past. All of them served as primary caregivers to their 
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clients for a minimum of one year, with a maximum of 20 years (Mdn = 10 years). Among 

caregivers who provided information on the ages of their primary clients, the clients' ages 

ranged from 27 to 75, with a median age of 60. Gender distribution among primary clients 

showed a nearly equal split between men (n = 8) and women (n = 7), with no primary clients 

identifying as diverse. Among the participants, seven caregivers were primary caregivers for 

one person with IDD, while four were primary caregivers for two persons with IDD. 

Bowel Cancer Awareness Measure (CAM; Cancer Research UK, 2014) 

Regarding awareness of the national bowel cancer screening programme in Austria, 

11 participants were considered (excluding two participants who were informed in advance). 

Out of these, seven participants expressed a lack of awareness, two participants 

acknowledged that there is currently no such program in place, and two participants indicated 

the existence of such a programme, specifying the age of 50 as the threshold for initial 

screening invitations. 

In terms of participants' recognition of potential warning signs for CRC, the CAM 

questionnaire included nine symptoms (Figure 1), all of which were correct. However, no 

participant recognised all nine symptoms. The range of correctly identified symptoms varied 

between four and eight, with a mean of 6.54 symptoms. 

Similarly, participants were presented with 10 potential risk factors for developing 

CRC, all of which were correct (Figure 2). No participant identified all 10 risk factors. The 

correct identification of risk factors ranged from two to eight, with a mean of 5.62 risk 

factors. Participants' confidence in noticing a CRC symptom varied, with three participants 

not feeling confident at all, nine participants feeling not very confident, and one participant 

feeling fairly confident. No participant expressed feeling very confident. 

Figures 1 and 2 illustrate the recognition of each potential symptom and risk factor for 

CRC, respectively. Notably, abdominal lump, blood in stool, and changes in bowel habits 

(e.g. diarrhoea or constipation) were recognised as potential signs of CRC by 12 participants. 

In contrast, incomplete bowel emptying was recognised by four participants. Heterogeneity 

was more pronounced in recognising risk factors, with unanimous agreement (13 

participants) that having other bowel diseases (e.g. Crohn's disease) could contribute to the 

development of CRC, and 12 participants recognising the association with a close relative 

having CRC. Recognition was lowest for type 2 diabetes, low physical activity, and low 

consumption of fruits and vegetables, each identified by only three participants. 
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Figure 1  

Recognition of Potential CRC Symptoms 

 

Note. Item 2 in original CAM (Cancer Research UK, 2014). 

Figure 2  

Recognition of CRC Risk Factors 

 

Note. Item 6 in original CAM (Cancer Research UK, 2014). 
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Reflexive Thematic Analysis (TA; Braun & Clarke, 2021) 

Based on the analysis of 13 interviews four main themes pertaining to the researched 

subject were identified (Empowering Healthcare Access, Disability Management, Personal 

Assistance and Guidance, and Stigma and Personhood Status). Additionally, seven 

subthemes allowed for a more thorough exploration of several main themes (Contemporary 

Challenges in Healthcare, Inclusive Healthcare Environments, Clinicians’ Expertise and 

Approach, Fostering Self-Efficacy, Points of Contact with the Rest of the World, Illusory 

Protection, Health-related Knowledge and Awareness). A thematic map of these results 

serving as a pictorial representation can be found in Appendix C. 

Many of the interviewed caregivers stated that they have never participated in early 

detection measures against CRC with the person with IDD they support; some of the 

caregivers had some experiences with CRC and its detection from their personal life (e.g. 

their friends and relatives), while the rest of the participants did not recollect having any 

experience with early detection of CRC. Thus, while discussing their experiences, 

participants often referred to other general healthcare measures, health checks, and 

interventions. Consequently, the identified themes in the narratives are relevant not only to 

CRC screenings but also to broader healthcare actions (Table 1). 
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Table 1  Overview of the Results of Reflexive TA 

Theme Subtheme Selected quotes Codes within the quotes 

Empowering 

Healthcare 

Access 

 

 

 

Contemporary 

Challenges in 

Healthcare 

 

 

Inclusive 

Healthcare 

Environments 

 

 

 

 

 

 

 

 

 

 Clinicians’ 

Expertise and 

Approach  

 

 

 

“[…] it takes a lot of time because we have to be with him around the clock. We have to make sure that 

he drinks […] And then we went for a colonoscopy and the bowel wasn't empty and it couldn't be 

performed. And then we had a three-day procedure for nothing and then we had to repeat it. So that's 

quite a considerable story” (Mary, professional caregiver).   

 

“She hardly drinks anything. So she only drinks when she wants to drink and nothing else. And it has to 

taste more or less good” (Lara, professional caregiver). 

 

“But for people with limited mobility, it is often difficult to visit some doctors because they have to go 

up and down stairs or because there is no lift. Or because it's somewhere where you can't get a parking 

space. That's a big problem if you come in a wheelchair and you can't park” (Mary, professional 

caregiver).  

 
“[…] it has become so extremely difficult to simply get medical services. […] we can't change doctors 

now, who will take us? There are simply no clinical practices that are not private, that our clients can 

afford” (Mary, professional caregiver). 

 

“You have to find someone who is perhaps specialised in some way because they [clients] have an 

additional illness or something else. We have two clients with severe (...) physical disabilities who are 

very disfigured and have an anatomical problem, so you have to find someone specialised for every 

bowel cancer examination” (Xenia, professional caregiver). 

 

“But you could see how she [the client] was trying. Because the doctor was so nice. And he kept praising 

her, and you could see how she was trying to overcome her difficulties” (Lara, professional 

caregiver). 

 

 

 

- (caregivers) 

overwhelmed in 

healthcare planning or 

execution 

 

- issues around laxative 

drink  
 

- enhancing mobility 

 

 

 

 

- financial adversity 

 

 

 

- (clinicians’) knowledge 

regarding comorbidities 

 

 

 

- (clinicians’) attitudes and 

conduct 

Disability 

Manageme

nt 

- “So anxiety in regard to doctor's appointments is a very big issue” (Mary, professional caregiver). 

 

 

“Yes, of course, depending on the disability itself, which is then decisive. Is there a possibility for co-

operation, an understanding of what is about to come, or not?”  (Finn, professional caregiver). 

- psychological distress 

and adversity 

 

- type of syndrome/ IDD 

- healthcare reluctance and 

non-compliance 
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“And it sometimes fails because of little things, because the unfamiliar practice in which it is supposed to 

take place is a hurdle, because they [clients] don't even enter these rooms, because they refuse to enter 

the car park. They don't even get out of the car. […] Or these unfamiliar faces, these unfamiliar 

rooms” (Finn, professional caregiver). 

 

“It's hard to understand why you should go to the doctor if you don't have anything yet or there's nothing 

there” (Lara, professional caregiver). 

- familiar faces and places 

 

 

- abstractions and tangible 

consequences out of 

actions 

 

Personal 

Assistance 

and 

Guidance 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 Fostering Self-

Efficacy 

“Some people are not convinced, for example because they don't believe in conventional medicine. So, 

we have a mum who simply says very clearly that anything to do with medication, he [her son] doesn't 

need it, she doesn't take it herself either. […] Some (...) don't see the necessity” (Mary, professional 

caregiver). 

 

“[…] we do it quite pleasantly. Also because there are usually two of us, we really don't have any hassle. 

We often have it that we can also, outside of work, plan an appointment and can then do that in 

addition to the service, so it's not that our people are less cared for because we have to wait 3 hours in 

hospital” (Lacey, professional caregiver). 

 

“I think that's [CRC early detection] simply not an important subject for many people. Even if you're 

among friends [...] So many people don't have that on their minds, I think, if you're not personally 

somehow [have been affected]” (Sandra, professional caregiver). 

 

 

 

 

“It works, also by talking it through or something like that. [...] Maybe it's [more like] good words and 

reassurance that nothing bad often happens, that it's a routine examination, that you [client] don't have 

to be afraid” (Mickey, professional caregiver). 

 

“And I think with [sister], [...] I've always had a bit of a mum's attitude that I always have to talk for her 

or something. Then I also thought to myself, maybe she likes to drive alone, that she could, because I 

tell her, you're an independent person, you have a mouth and you can answer, you know?” (Claudia, 

family caregiver). 

 

“[…] she also comes herself and says she wants to do this and that again [health checks] and yes. 

[Interviewer: Conscientious.] Very” (Hannah, professional caregiver). 

- caregiver's attitudes 

towards healthcare 

- caregiver as authority 

figure 

 

- time and stuffing in 

social sector 

 

 

 

- (caregivers’) awareness 

of prevention and 

screenings 

- (caregivers’) experience 

with potential 

preventable diseases 

 

- (providing with the) 

feeling of safety and 

security 

 

- fostering self-efficacy 

 

 

 

 

- fostering self-efficacy 
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Stigma and 

Personhood 

Status 

 

 

 

 

 

 

 

 Points of 

Contact with 

the Rest of 

the World 

 

 Illusory 

Protection 

 

 

 

 Health-related 

Knowledge 

and 

Awareness 

“Yes, yes, the doctor was there once, he said: "Come on, let her finally die." ( ) That's how it is. [I1: 

That's what the GP said?] Well, that's what the GP really said” (Claudia, family caregiver). 

 

“That was actually before our time, or so (..) it's the experience that the way people were treated in the 

past, 40 years ago, was different and they often had bad experiences, or several I think” (Mickey, 

professional caregiver). 

 

“But my feeling is that there is still a very big barrier between society and people with disabilities. […] 

Children are still quite nice anyway, they ask their mums quite openly and honestly: “what's wrong 

with the man”. And I think that's really nice and I'm always happy to explain it to them, because they 

simply come into contact” (Lacey, professional caregiver). 

 

“There are some clients who have some outsiders [as their medical representators], they don't care 

anyway, yes. They sign everything I put in front of them, every examination. So [if it's] some notary 

who doesn't know the client personally, they allow me completely to do everything [every medical 

procedure]” (Sandra, professional caregiver). 

 

“In any case, information [is vital]. What might also be great is information (...) not from the hospital, 

but really information in Easy language. Information with pictograms, such easy-to-understand 

information, […] With pictures or I don't know, so in Easy read, with aided communication, (...) 

videos maybe” (Lacey, professional caregiver). 

 

“I'll use fear as an example. So it always helps me to prepare the clients weeks in advance and try to 

explain what's going to happen, that you're there with them anyway. Especially when there is a person 

with anxiety”  (Hannah, professional caregiver). 

 

“And we then gave a training course on healthy eating for the clients within [organisation name], but 

then they went out and everything was what they already knew anyway” (Xenia, professional 

caregiver). 

- disability as a state of 

suffering 

 

- it's better now 

 

 

 

- points of contact (with 

the rest of the world) 

 

 

 

- illusory protection 

 

 

 

 

- exploring suitable 

communication methods 

- always in favour of 

information 

 

- information against fear 

 

 

 

- feasibility of health 

education offerings 

 

Note. Factors identified as influencing participation of individuals with IDD in CRC screenings from the viewpoint of their primary caregivers. 

In TA codes that deemed distinct and/or multifaceted are promoted to (sub-)themes (Braun & Clarke, 2021). Here, codes illusory protection and 

points of contact (with the rest of the world) were promoted to subthemes.
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Empowering Healthcare Access 

The theme, the author chose to portray at the start, was readily discernible at the first 

stages of analysis already. As it is conspicuously apparent, healthcare access needs to be 

improved to foster public participation in relevant healthcare actions. Disparities in healthcare 

access have been observed, particularly affecting women, individuals of diverse racial 

backgrounds, immigrants, LGBTQ+ individuals, and those with disabilities (Cobigo et al., 

2013; Emerson & Baines, 2011; Jackson et al., 2020; Ouellette-Kuntz, 2005; White & 

Stubblefield-Tave, 2017). These disparities usually encompass geographical, financial, 

technological, language barriers, and insufficient health insurance (National Academies of 

Sciences et al., 2018; White & Stubblefield-Tave, 2017). Other, less conspicuous, factors 

ultimately leading to or moderating poor/ better healthcare access, such as healthcare 

education, stigma, and direct social support (White & Stubblefield-Tave, 2017) are discussed 

later in other themes. 

Contemporary Challenges in Healthcare. This subtheme pertains to the systemic 

issues within the healthcare system that creates barriers for individuals with IDD, in many 

instances being also true for the non-disabled population, such as long waiting times (Smith 

et al., 2010): 

As I recently went to the doctor [...] I got out of the lift and was already standing. By 

the time I even got to tell the assistant what I needed, I had already been waiting in 

the corridor for 20 minutes. And I only had to ask one question. I have no idea. It's an 

insane amount of work. So, what could be better, would be health centres that have 

several general practitioners, but also in cooperation with other specialist groups, 

occupational therapists, physiotherapists in the health centre from Monday to Sunday. 

That has basic coverage seven days a week and where I can make an appointment, get 

to it quickly, don't have to wait very long, and the bureaucracy. I need something that 

works quickly. [...] And I think to myself, we are exactly in the situation where we 

hear through the media that this is a general problem, not a disability-specific 

problem. (Alexander, professional caregiver and facility head) 

The subtheme Contemporary Challenges in Healthcare discovers negative 

experiences concerning healthcare made by caregivers, either when trying to access 

healthcare for individuals with IDD or even themselves. The participants often found 

themselves being overwhelmed in healthcare planning, describing that “medical care for 
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people with disabilities in [the town] is not very good, I think. So when I need any complex 

opera- (...) complex examination, I have to go to a hospital […] which is overcrowded.” 

(Sandra, professional caregiver) Some interviewees speculated on the reasons for the 

Contemporary Challenges in Healthcare: 

And the second thing that limits the possibilities is the shortage of doctors. Doctors no 

longer offer these health check-ups and preventive care. Even our family doctor, for 

example, for our last health check-up we needed a total of three years to complete all 

the components that it includes, which is not our fault, but the fault of the system. 

And it's the same with all kinds of preventive care. (Mary, professional caregiver) 

As, as of 2023, there is no established national programme in Austria yet, patients 

must rely on their family doctors to determine their necessity for CRC early detection. Recent 

literature underscores the pivotal role of family doctors in encouraging patient participation in 

health check-ups (Breau et al., 2023). According to Sandra, who is a primary caregiver to two 

persons with IDD, clinicians often refrain from early detection actions concerning people 

with IDD by that indirectly preferring treating over preventing: 

[The general practitioner (GP)] is a very good diagnostician, but she also says that 

that is not in proportion to doing this and that examination now. So she is also one 

who would not (...) somehow exhaust everything. Only if there really is “fire on the 

roof” [note: german saying used to describe action that must urgently be done], then 

yes. 

Sandra, along with several other caregivers, suggested during the conversation that 

doctor's visits are often used quite sparingly, “only if there is really some diagnosis that 

justifies it. But [preventive care] doesn't really take place.” It highlights the prevalence of the 

“treating-over-preventing” mindset among both clinicians and caregivers, particularly 

concerning the healthcare of individuals with IDD, who often depend on others in their daily 

lives, including healthcare planning, as indicated by the interviewed caregivers and literature 

(Arana-Chicas et al., 2019; Wehmeyer et al., 2017). Prevalent partly due to the interviewed 

caregivers perceiving the current healthcare system as demanding and burdensome, another 

reason cited for avoiding preventive measures is the caregivers' concern for the wellbeing of 

individuals with IDD. When asked whether they would recommend a colonoscopy, a family 

caregiver, Claudia, expressed her hesitation: “No, no, no, I wouldn't want to further burden 
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[my sister], I wouldn't want to trouble her with it at all. If I were to ask her as well, no, no.” 

Lacey said, she thought “a colonoscopy might make sense, just to be sure and clear that 

everything is in order,” while expressing her concern regarding wellbeing of the woman with 

profound IDD she cares for: 

There is also abdominal pain from the laxative. I don't know if that would be very 

uncomfortable for her. Or also, I don't know how it is after the colonoscopy, whether 

you also still have pain in the anus, noticeable pain. I could imagine that. 

Finally, in the states with implemented pilot CRC screening programmes, some 

caregivers reported not having received any invitation yet or receiving for some of the clients 

only. According to Finn, who is a professional caregiver, this could be partially explained by 

the divergent registered main residence and actual residential address. 

Inclusive Healthcare Environments. These are settings where individuals with IDD 

can receive services tailored to their needs and have the same opportunities to access 

healthcare services as the broader population. This subtheme underscores the argument for 

equity over equality (as illustrated in Figure 3; for discussion see Ouellette-Kuntz, 2005) and 

focuses on the importance of creating inclusive physical spaces, policies, and wide-ranging 

treatment options.  

Figure 3  

Chancengleichheit [Equal Chances] 

 

Note. Adapted from Schul-Spott: Karikaturen aus 2500 Jahren Pädagogik (p. 25)  by M. 

Klant (Ed.) and H. Traxler, 1983. Fackelträger. Copyright 1983 by Fackelträger. 
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According to the interviewed support persons, many individuals with IDD, 

particularly those with more severe forms, have developed a fear of hospitals and doctor 

visits. In response to the prolonged Covid-19 pandemic, caregivers had to find creative ways 

to address these concerns, including those related to face masks: 

Many people were afraid of those white surgical masks. And then we painted them 

somehow colourful, so that somehow there wasn't this white and so on. And at some 

point they got used to it, because of course everyone had one. But it was difficult at 

the beginning. (Sandra, professional caregiver) 

Lacey also recalls the most challenging visits with her client, who has profound IDD, 

at the dentist's office. The children's ward seemed to mitigate her client's fears effectively 

which highlights its astonishingly inclusive nature: 

[…] because the dental examinations are done in the children's ward. It's less busy 

there and a bit more pleasant. For example, [the town] is known for that [the 

children’s ward]. The nurse was really good at guiding us and also at putting in 

infusions. I don't know if you know that. There is an ointment, a bit like an 

anaesthetic. 

Need for anaesthesia was the first name of the code pertaining to the final sentence of 

the previous quote and akin. It was subsequently modified and became more latent, finally 

called anaesthesia use in exhausting medical procedures. Lara, whose client is very anxious 

and has multiple comorbidities, such as autism spectrum disorder (ASD) and bipolar disorder, 

recognised that “yes it's still difficult for certain things then, but it will help when she's under 

anaesthetic. Well, then she needs it, then it works under anaesthesia. It's always useful like 

that.” Also, regarding the feasibility of colonoscopy, she is confident “I can do all that under 

anaesthesia. There is colonoscopy. That's not such a problem, having to be under anaesthesia, 

that she [client] usually is anyway.” 

On the other side, the potential challenge of requiring anaesthesia more frequently is 

twofold: it can be difficult to obtain, and its frequent use is discouraged by clinicians as per 

interviewed caregivers. This, in turn, can lead to less frequent uptake of health check-ups. 

Medical professionals working with patients with IDD often find themselves having to make 

a decision regarding whether and which preventive service justifies the use of anaesthesia, as 

indicated by interviewees: 
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Sandra: “We don't do [preventive care] every year [...].” 

Interviewer: “They don't do it because anaesthesia is too strenuous for patients (...)?” 

Sandra: “They mean, they say, oh yes, that's the argument. So they say that is not 

necessary every year because it is insanely tiring for the body and [preventive care would 

hold less priority].” 

An effective proposed solution, as per caregivers, is encompassed in the code 

everything all at once, a strategy made achievable through interdisciplinary collaboration 

among clinicians: 

We also have (...) people who are more severely impaired, where we cannot do so 

many examinations. For two ladies, for example, we only do dental examinations 

under general anaesthesia every two years and then we do a gynaecological 

examination at the same time. That's possible now. Yes. (Alan, professional caregiver 

and facility head) 

One immediate concern identified regarding colonoscopy is the requirement to 

consume a laxative drink before the procedure (s. Screening-Komitee für 

Krebserkrankungen., 2022). Due to this, some caregivers preferred stool tests for their clients 

over colonoscopy: 

Sandra: “I think that the effort (.) with the stool sample is not such an insane effort, 

but I mean, when it comes to a colonoscopy. That's a massive effort and (.) I've 

already had the experience that it often doesn't work.”  

Interviewer: “[...] And that didn't work, why?” 

Sandra: “That didn't work because (.) I don't know how it is by now (.) you have to 

get this laxative [drink]. […] not a little and that (.) so one of them [a client] spit it 

out, the other one didn't want to drink it. So that's, that we didn't manage that the 

bowel was empty the next day.” 

Another benefit of stool tests is the possibility to collect the sample at home and then bring/ 

send it to the medical specialists (Screening-Komitee für Krebserkrankungen., 2022). The 

provision of healthcare within one's own residence has been found to have a positive impact 

on the wellbeing of individuals with IDD, as indicated by their caregivers: 
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Especially when the family doctor comes to our house, the situation is much more 

relaxed than when we really have to go to the practice. And that's just totally fine, 

because she lives in the house, or she has a practice not far away, and that's why she 

can come by so quickly, actually. (Lacey, professional caregiver) 

Finally, Sandra talks about financial barriers by mentioning a medical facility in her 

town for individuals with disabilities, “but it's private, which means that most people can't 

afford it, so it doesn't bring me anything; yes, and that's actually it.” Xenia, who supports 

individuals with IDD in partially assisted living, tells that “it is often the case that clients 

have no money to pay for something like physiotherapy, health insurance, treatments are 

impossible to get, psychotherapy or whatever. And waiting times – immense.” Individuals 

with IDD with financial means and their caregivers frequently opt for private healthcare 

services: 

[…] where the private doctor looks at residents, there is much more time, much more 

peace and quiet, which is simply much more pleasant for our residents, as one does 

somewhere at the [standard insurance] dentist and that goes very quickly and the 

resident needs to process the situation, to get through it and then it goes so quickly 

that is often very difficult. That's why when we actually go to orthopaedists, dentists 

and so on, we often make sure that we really do go to a private doctor. Of course, it 

depends on the resident, how it is financially. (Mickey, professional caregiver) 

Clinicians’ Expertise and Approach. This subtheme consists of interviewees’ 

notions ranging from clinicians’ knowledge and experience to their attitudes and conduct 

towards the individuals with IDD in a clinical setting. For instance, in a fully assisted living 

setting, Connor remarks, “people [with IDD] have a lot of diagnoses and they came to us, as I 

said, very late.” Xenia explains, how it could be an issue when undergoing colonoscopy: 

And then there is the problem: You have to find someone who is perhaps somehow 

also specialised, because they also have a disease or something else. We have two 

clients with severe (...) physical disabilities who are very disfigured and have 

anatomical problems that make it more difficult to examine them for bowel cancer, 

for anything that is more or less internal. Is it possible to simply examine them? Can 

you simply go into the MRI machine? And that is usually the difficult part and the 

connecting part. 
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 Beyond the essential understanding of the unique physiological characteristics of 

individuals with IDD, the interviewed caregivers found it crucial for clinicians to provide 

compassionate care that aligns with the growing emphasis on a person-centred approach in 

contemporary medicine (Grassi et al., 2017): 

[…] new generation of doctors who already have this in their studies. The 

communication or something, things like that. Such special situations or special 

people with special needs. [That] could, I don't know, be a bit of a topic in medical 

studies. (Alan, professional caregiver and facility head) 

Yet more than just IDD knowledge, caregivers highly value the conduct of medical 

professionals, as evidenced by numerous instances: 

It's great here, because the GP is right across the street for all our clients. […] he has 

only been there for two years, I think, we haven't had them there that long. But he's 

also a really young and nice (...) person, so they [clients] really try hard and everyone 

likes going there. (Xenia, professional caregiver) 

While a positive attitude and patience of clinicians do not always guarantee successful 

care provision, they are deeply appreciated by both caregivers and individuals with IDD, as 

narrated by Laura: 

It was not a bowel exam. It was an eye exam. The doctor who did the examination 

was very, very patient and kept trying and was very, very accommodating, and that 

really helps immensely. But in the end, we still didn't get any useful results. But you 

could see how she [the client] was trying. Because the doctor was so nice. And he 

kept praising her, and you could see how she was trying to overcome her difficulties. 

You could see how she tried to overcome her difficulties, how she fought against it 

and tried hard to make it, but he still didn't make it. But she tried very hard, you could 

see that. And that's when the environment, as I said, is less stressful for her and the 

person doing the exam gives off something stress-free, and that's really, that's always 

very helpful. (Lara, professional caregiver) 

Alexander, who occasionally accompanied a client with IDD and ASD, shares two 

markedly distinct experiences regarding clinicians' attitudes and sympathy: 
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The one who was constantly a bit annoyed as a reaction, in my opinion, and the doctor 

was somehow like ‘I'm just there, not responsible for you and only as a substitute and 

you're scolding me and being totally unfriendly’ and he [didn't write a prescription]. 

[...] But another doctor: [the client] did the same thing, his usual "you're [swearing]" 

and so on and he [doctor] said ‘I know that, my dad has dementia, no problem’. So, 

you don't have to have any special [IDD] training. Maybe you have to know, ok a 

person with an impairment has a carer with him, ok, why does he have him with him, 

[...] In the short period of time the same person experienced two different doctors, 

completely different reactions. 

To conclude, the theme Empowering Healthcare Access centres on the efforts aimed 

at providing equitable and inclusive healthcare opportunities for individuals with IDD. It 

emphasizes the removal of systemic barriers, the enhancement of healthcare provider 

competencies, and the promotion of person-centred care. By examining both the positive and 

challenging healthcare experiences of individuals with IDD and their caregivers, this theme 

aims to elucidate the pathways towards enhancing their opportunities and access to healthcare 

services, guided by improvements within the purview of healthcare policymakers and 

clinicians. 

Disability Management 

In the theme Disability Management, the experiences and challenges of individuals 

with IDD were explored, as they navigate their journey of living with disability. This theme 

aims to show how individuals with IDD are presented to the healthcare system and clinicians, 

offering an understanding of their prior experiences rather than prescribing specific 

guidelines for improving their participation rates. As revealed by caregivers in the interviews, 

many clinicians display a degree of hesitancy when treating patients with IDD, and often 

heavily rely on caregivers' evaluations. Disability Management  takes on a descriptive 

approach, offering readers – especially those less familiar with IDD – an understanding of the 

intrapersonal intricacies involved, with a specific emphasis on aspects relevant to healthcare. 

Through these narratives, it seeks to foster greater awareness of the experiences of 

individuals with IDD. 

In the final quote of the preceding theme, the reader is introduced to Alexander's 

client. Within the narrative, two clinicians are portrayed—one exhibiting understanding, 

while the other is reluctant to provide treatment due to the patient's perceived impoliteness. 

This chosen passage is not intended to advocate that clinicians should tolerate disrespectful 
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behaviour solely based on a person's diagnosis of IDD and/or ASD. It's rather essential to 

understand that having these diagnoses does not inherently make the affected person asocial 

or rude toward healthcare professionals. Rather, it is often the result of past negative 

experiences that shape their interactions, as explained by Alexander. After the interviewer 

asked whether Alexander knew the reasons for his client’s behaviour, he responded: 

He lived there with his mother and his mother had to go to hospital quickly from one 

day to the next because she herself became frail. That's probably something he's used 

to, he's autistic too, it's complicated: being used to something for years and then it's 

completely ripped apart and then he's just alone in this flat. [...] Then with him also an 

emergency measure was to bring him to the hospital, to the psychiatric ward, and 

there you [told from client’s perspective] get there and somehow become aggressive, 

don’t know how to help yourself otherwise. [...] Knowing him, he was more difficult 

in his behaviour, they just sedated him. […] and you get that: something happens that 

I can't determine, which is not good for me at all [...] I think there are also negative 

experiences. 

Thus, according to the caregivers, negative experiences could potentially deter 

individuals with IDD from participating in health screenings. Conversely, positive healthcare 

experiences, including good relationships with the family doctor, can be a driving force for 

individuals with IDD to engage in health measures, as indicated here: 

The good thing about our family doctor is that she has been our family doctor for a 

very long time. That means the relationship is actually […] good. They also trust her. 

She is also a very sensitive and pleasant person and they [clients] trust her very much. 

(Lacey, professional caregiver) 

Accounts categorised under the codes familiar faces and seeking stability and 

predictability, which highlight the improved wellbeing of individuals with IDD when 

consistent routines are adhered to and previous experiences are, at the very least, non-

negative, are also substantiated by existing scientific literature (Kupzyk & Allen, 2019). For 

instance, when Claudia was asked about the preparations required for her sister's annual 

neurologist appointments, she responded, “Not much, really. She has been seeing the doctor 

once a year her entire life.” Conversely, new procedures are seen with suspicion and fear: 
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[…] blood tests and simple check-ups, where there's not much intervening, which 

they at least already know. [...] where they know what's going to be done and where it 

can't suddenly be the case that you ((laughs)) hear a drill or a new piece of equipment 

is added. (Xenia, professional caregiver) 

Revisiting the previous discussion on comorbidities, it is known that individuals with 

IDD often encounter challenges related to bowel movement (Fischer et al., 2012), making 

both stool sampling and preparations for a colonoscopy more demanding and time-

consuming for them and their caregivers, corroborated by Lacey: 

And one of the women often has constipation, she has a lot of difficulties with bowel 

movements and has often had to be given Molaxole [medication used to treat 

constipation] because she finds it very difficult. And I know that she has already had a 

lot of examinations to find out why it is like that and what, or is it perhaps something 

pathological that it doesn't work like that. And in general, bowel movements are a big 

issue with us. So there are three people who simply have a hard time with it and the 

bowel movements are also difficult. (Lacey, professional caregiver) 

The ritualised behaviour of individuals with ASD (e.g. Wehmeyer et al., 2017) was 

also recognised as a potential interference when trying to collect a stool sample: “the fixed 

has to be done. ‘Please don't flush it,’ but that's what happens. Autistic people are very 

ritualised and certain processes are automated.” (Lara, professional caregiver) 

Interestingly, when queried about whether this behaviour could be attributed to 

feelings of shame, given the sensitivity of the topic of bowel movement, half of the 

caregivers responded in the negative. They either suggested that feelings of shame towards 

caregivers are absent due to the caregivers' daily support and dependency from them, or they 

perceived their clients as unable to experience shame: 

I would, I wouldn't see that in the foreground anywhere. […] This developmental 

stage of feeling and presenting and experiencing shame has not been fully gone 

through or completed here. The person is at an actual emotional age, like a toddler, 

where this is not yet present […] (Finn, professional caregiver and facility head) 

 It is worth noting that the profound dependency, which persists through the lives of 

many individuals with IDD (Wehmeyer et al., 2017), holds a unique significance in shaping 

their healthcare experiences and perceptions. This dependency closely parallels the way 
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children rely on their parents, with parental views playing a pivotal role in influencing the 

importance assigned to various aspects of life, regardless of the presence of a disability 

(Dinas, 2014). For individuals with more severe IDD — according to the interviews — 

attachment figures play a crucial role in alleviating their fears, as exemplified by Lacey’s 

account of dental appointment with her client with profound IDD: “because her dad 

accompanied us, it went really well, so it was no problem to take off the clothes and put on 

the shirt. She then lied down in bed.” 

Conversely, when these attachment figures are rather reticent and avoid discussing 

sensitive topics such as intimate hygiene and bowel cancer (often treated as taboo), it can lead 

to feelings of shame among individuals with IDD, as indicated by some caregivers. Such 

parental attitudes and communication regarding different topics is an example of a substantial 

influence that attachment figures have on the healthcare experiences and perceptions of 

individuals with IDD, as per interviewed caregivers: 

No, it's true that her parents are very shy, and I don't think it's ever been an open 

topic. We say that it is very important to wash the intimate zone, the sexual organs, 

[...] that she gets an awareness of what it is, what you do with it. [...] you can already 

see that it is very unpleasant for her. I think her parents have a very high shame 

threshold and that is why she has never really been able to talk about it herself. 

(Lacey, professional caregiver) 

Another contributing factor to some individuals with IDD being less inclined to seek 

out preventive or early detection health services on their own is limitations in prospective 

memory which was also found by Léven et al. (2011). Xenia discusses how caregivers in her 

residence attempt to persuade their clients to maintain their dental hygiene to avoid visits to 

the dentist - a prospect that individuals with IDD tend to dislike as indicated by literature (e. 

g. Kupzyk & Allen, 2019) and corroborated by the interviewed caregivers: 

Xenia: “So we somehow make sure that we don't have to go there [dentist] very often 

((laughs)). I just try to talk them into it and, yes, bring out the aspect that they will 

benefit from it in the long run”.  

Interviewer: “And does it work?” 

Xenia: “((laughs)) It's harder, I think it's just this long-term looking ahead that's hard 

for them. And that short moment is more what makes the fear the biggest most of the 

time. Yes.”   
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 For primary prevention, such as lifestyle and dietary modifications which could 

ultimately reduce CRC risk, caregivers have reported that some individuals with IDD often 

show non-compliance: 

There are always disagreements in terms of the amount of portions. What, who, when 

to eat, so that people eat so much in part that they have to throw up, [...]. So that is 

one of the reasons why they are here. (Connor, professional caregiver) 

Ultimately, as previously examined, some clinicians' reluctance to recommend 

preventive services contributes to individuals with IDD lacking experience in this area. 

Compared to the routine annual check-ups with their general practitioners, colonoscopy is 

typically encountered later in life (Fröschl et al., 2017). Novel situations, as emphasised 

earlier, can evoke fear and anxiety, further exacerbating healthcare reluctance and non-

compliance within the individuals, as per interviewed caregivers. 

To sum up, Disability Management  delves into the lives of individuals with IDD, 

highlighting the impact of comorbid conditions, reliance on others, the value of predictability 

and routines, and the hesitancy in seeking preventive health services, particularly in the 

context of CRC early detection. 

Personal Assistance and Guidance 

The theme Personal Assistance and Guidance highlights the fundamental rights of 

individuals with IDD to receive personal support when accessing healthcare (UN-CRPD, 

2006). The theme places a primary emphasis on the critical role played by primary caregivers 

in ensuring lawful access to healthcare services for individuals with IDD, addressing various 

implications related to their care. Caregivers, including family members and support 

personnel, play a crucial role in managing healthcare for individuals with IDD (Ouellette-

Kuntz, 2005). They often serve as advocates, coordinators, and direct care providers, working 

closely with healthcare professionals to ensure that the individual receives the necessary care 

and support (Arana-Chicas et al., 2020). Here, Mary also emphasizes the importance of 

thorough documentation in assisted living residencies: 

So in our house, we strive to have annual health check-ups with our general 

practitioner and to keep to the cycles of the recommended preventive care, so to 

speak, such as having a check-up with the dentist every six months. [...], 

mammography from the recommended time. We also pay attention to selective things 

earlier, for example mammography, to see if there is a family history of something 
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that could be prominent. And if we get the okay from the doctor, the next time in five 

years, ten years, then we stick to these cycles. We document this and it is then simply 

entered into our system, so to speak, regardless of whether there is a change of staff or 

not, after ten years, five years or so. 

Primary caregivers are first to notice adversities in their clients, although it often 

poses a challenge (Ouellette-Kuntz, 2005), and state to perceive it as their job to alleviate the 

source of distress and enhance wellbeing. Lacey, when asked, why did she want to participate 

in this research project, said: 

Our people, the people I look after, are so (...) afraid of doctors, hospitals and all kinds 

of examinations. And that's why I think it's great that you're looking specifically at the 

area where there are people with intellectual disabilities. And how we could support 

them better.  So, I thought that was a really nice idea and I thought I'd be happy to 

take part if I can help in any way so that people don't have to be so afraid and get such 

panicky fears. 

Some individuals with IDD are nonverbal or have limited verbal capacity, which 

renders them more vulnerable and dependent on their caregivers for comprehension. In 

certain situations, caregivers report the necessity to rely on their intuition. Collaborating 

within a team of colleagues was deemed vital for making more confident decisions in these 

complex scenarios: 

Most of the time I feel relatively safe in that [healthcare decisions], even if I don't 

know for sure with my autistic client. How is she doing now? I usually have the 

feeling that I know I have to look in that direction and watch out for that. And yes, 

and when I do [have doubt], we always have our team. And then when you're unsure, 

you say, ‘I don't know if I should do this or not do that’. (Lara, professional caregiver) 

As caregivers build long-lasting relationships with individuals with IDD, a deeper and 

more intimate bond forms, enhancing their ability to understand their nonverbal clients. This 

phenomenon has been coded as personal bond as a communication bridge: 

[…] It is possible that it will then behave in such a way that I have the feeling ah 

okay, she wants to show me something now but I couldn't say spontaneously what it 
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is. Maybe it's something small that I notice because I've known her for so long. (Lara, 

professional caregiver) 

These seemingly minor, yet highly effective, ways caregivers can support individuals 

with IDD, such as incorporating their favourite music during appointments, as Lacey, a 

professional caregiver, described: “She likes pop music very much. And we also sang a bit 

with her. So it was a lot of work to calm her down, but it worked relatively well.” 

Additionally, activities like taking the clients for a relaxing cafe visit or a leisurely walk 

afterwards, as noted by Lara, another professional caregiver: “On the other hand, things like 

going for a walk with her or simple things like that are helpful.” These actions fall under the 

category of all the small things within this analysis.  

Xenia noted that her clients with mild IDD would listen to her and often take her 

advice, even if they don’t share her opinion at first: “if you tell them that this has to be done 

now, and that we have to do it, and that it will be important, and then everyone goes ‘Pff, 

we'll do it then’”. Connor recounted a similar scenario involving a client who was persuaded 

by a caregiver, who knew the client well, to get a vaccine, rather than by a medical 

professional: 

[…] but he [the client] let the doctor explain the vaccination to him for three quarters 

of an hour, only to say afterwards that he would refuse it. And then the doctor was 

actually angry, because she had taken so much time. And then later he [the client] did 

it. But only because our boss used a good trick. The boss said, “I bet you that you just 

don't dare to get vaccinated.” ((laughing)) So he [the client] said, “we’ll see about 

that.” 

Many individuals with IDD may rely on their caregivers to initiate or facilitate 

preventive healthcare measures, such as brushing teeth together and going to the 

appointments together. However, this dependence can pose challenges when caregivers are 

unaware of the importance of CRC screening or are hesitant to pursue it: 

Interviewer: “Did she have a colonoscopy at some point? Do you know that?” 

Claudia: “What's that?” 

Interviewer: “You know, like, that's for colon cancer.” 

Claudia: “No, I wouldn't do that to her at all either. […] We are healthy people 

((laughs)). No, me neither, I haven't done anything yet. I don't have a mammogram 
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and I don't go to the gynaecologist anymore ((laughs)). I'm a little bit there. I always 

say, I have to be honest, that I wouldn't have anything done to me anymore anyway.” 

 Interestingly, the interviewed caregivers themselves don’t explicitly see themselves as 

having that much decision-making power regarding the healthcare of individuals they care 

for. Multiple professional caregivers discussed situations in which family members 

frequently doubted or even overrode their decisions or clinicians failed to provide sufficient 

information regarding the importance or lack thereof of specific healthcare actions for cared 

individuals with IDD: 

Yes, there have always been colonoscopy prescriptions for clients and also at regular 

intervals. I cannot say on the grounds of what criteria the doctors decided. It has 

happened with some clients, but not with mine. (Connor, professional caregiver) 

 A major barrier in attending CRC screenings and other services is time and staffing in 

social sector. Time is most certainly a scarce resource for family caregivers too (Arana-

Chicas et al., 2020; Resch et al., 2010) but was not identified in this study, as there one 

participant who was a family caregiver did not report it. In some workplaces, professional 

caregivers reported to be confronted with a challenging dilemma: they must choose between 

self-sacrifice, which can lead to depletion of their physical resources and time, or neglecting 

the individuals they care for, which can result in emotional distress and moral torment for the 

caregivers (Hatton et al., 1999; Shaddock et al., 1998): 

Sandra: “I mean, I make a lot of phone calls in my free time, because [one] can only 

call the doctors in the morning, yes. And then you're not on duty at this time during 

the week and of course there's no one there at the weekend. So it's often the case that 

in the morning, when you have to call some outpatient clinic, there are very specific 

times, you can call and then you kind of hang on hold for an hour and (..) it's often 

free time.” 

Interviewer: “Can't you delegate it to the colleagues who are on duty?” 

Sandra: “[No], they are very understaffed.” 

Several caregivers have shared similar experiences, while some have found the 

internal organisation and management of staff to be effective: 
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Interviewer: “[…] there is no time pressure or no stress or that there is no lack of 

staff?” 

Lacey: “So you mean when you go to the doctor, for example? No, we do it quite 

pleasantly. Also because there are usually two of us, we really don't have any hassle. 

We often have it that we can also, outside of work, plan an appointment and can then 

do that in addition to the service, so it's not that our people are less cared for because 

we have to wait 3 hours in hospital.” 

Fostering Self-Efficacy. As is evident from the preceding text in many instances, 

individuals with IDD often experience a high level of dependency on caregivers throughout 

their lives. This dependency extends to decisions related to healthcare, including CRC 

prevention and early detection. The subtheme Fostering Self-Efficacy aims to illustrate the 

importance of self-efficacy - which is the belief in one's ability to accomplish tasks and goals 

(Bandura, 2004) - of individuals with IDD and the role of caregivers in fostering it. For 

individuals with IDD, self-efficacy in (healthcare) decision-making can be shaped by their 

attachment figures: 

And I think with Sally [sister], I have always been a bit like mum: I always had to talk 

for her or something. Then I thought to myself, maybe she likes to drive alone, that 

Sally should, because I tell her that she is an independent person, you have a mouth 

and can answer, you know? […] and then she went there [doctor’s appointment] and 

said she was alone. He [doctor] asked her where I was, where the sister was 

((laughs)). Yes, and I always said, Sally, you are your own person, if he asks you 

something you give an answer yourself. And that's, that's the fun. She's not stupid. 

Even if she can't do certain things. (Claudia, family caregiver) 

Caregivers, through their support and guidance, can foster self-efficacy in individuals 

with IDD, empowering them to participate actively in their healthcare decisions: 

But the decision is ultimately up to the client, so whether they attend the appointment 

or not - the decision is up to the client and I have little influence on it. Basically, we 

try to get them to make the right ((smiles)) decision. (Xenia, professional caregiver) 

Fostering Self-Efficacy and providing Personal Assistance and Support are not 

mutually exclusive. In fact, the latter does not entail taking over the decision-making process 

from the clients or entering their private sphere, as explained by Xenia: 
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We usually let the clients decide for themselves whether they want us to go to the 

doctor or not. [...] But we have a doctor's visit protocol [form] that the doctor always 

has to fill out with the client, so that we know, what to document [what’s important], 

but nothing unpleasant, intimate from the conversation. 

Instead, Personal Assistance and Support involves accompanying individuals with 

IDD, offering support, creating a sense of safety, and Fostering their Self-Efficacy, allowing 

them to make their own decisions (Jo et al., 2018). This approach recognises their capacity to 

make informed choices and emphasizes the importance of their active participation in 

healthcare decisions. Interviewed caregivers indicate that many individuals with IDD they 

care for have the ability to make decisions, but they often would prefer to have someone they 

trust accompany them, providing a sense of safety: 

Interviewer: “Is it better to be accompanied or to go alone [to the doctor’s]?” 

Luke: “Yes and no, I'm also thinking about the partially assisted living facility nearby, 

but they always have the accompanying persons, because there are always (...) you [as a 

client] can ask them again, they [clients] are always looking, ‘should we do that? Is that 

sensible?’ [...] Exactly because they are often unsure. You [a caregiver] really give them a 

sense of security.” 

Lastly, Xenia's statement at the end of the interview effectively encapsulates the 

essence of this theme, highlighting key aspects: 

It makes me really happy that there is a job where you can do something for people 

that they can't do themselves as well as they need to. And that's what I love about a 

job, that you can be a support for them and that they are really grateful when you read 

out the diagnostic information to them. And in that sense, I'm always really happy for 

the people, because we also have a sense of achievement when they remember that 

this [check-ups] needs to be done now. In the other direction, in the sense of the 

organisation, it gets on my nerves because the organisation doesn't care well enough 

for me to care well enough. So I'm conflicted because I really do want to provide the 

best care but I don’t have the resources. Don't have the time, don't have the energy 

and don't have the strength and don't have the support people to contact. 
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Stigma and Personhood Status 

It's essential to acknowledge that the theme Stigma and Personhood Status is a 

substantial and complex topic that merits a dedicated article of its own due to its significant 

impact on various aspects of the lives of individuals with IDD, especially in healthcare 

context. In this work, while it is not explored on a very in-depth level, it's included because of 

its strong, although indirect, influence on the uptake of CRC screenings of individuals with 

IDD and healthcare access in general as per interviewed caregivers. 

Stigma, recognition of personhood status, and healthcare experiences are intricately 

linked, as societal attitudes and prejudices can create substantial barriers for individuals with 

IDD. By addressing this theme to some extent, this work highlights the interconnectedness of 

these factors influencing healthcare access. There is a growing body of literature on this topic 

and further in-depth exploration and action are undoubtedly warranted (e.g. Pelleboer-

Gunnink et al., 2021; Scior & Werner, 2016). The theme Stigma and Personhood Status is 

deeply ingrained within the societal level of the SEM and extends its influence to the 

community and interpersonal relationships level. It is pivotal, as it ultimately shapes and 

influences the dynamics discussed in all other themes previously explored. 

The term personhood refers to the status of being recognised and treated as a full and 

equal human being, with the same rights and dignity as anyone else (Walker & Lovat, 2015). 

Mickey, for example, describes instances of flawed communication between clinicians and 

his clients, with clinicians often failing to communicate directly with individuals with IDD, 

as he states: “I think it is rather rare anyway, or very few doctors who perhaps talk to the 

client immediately directly and not to me.”  

Mickey describes his experience where clinicians tend to assume – irrespective of the 

level of IDD – that a client wouldn't understand, often failing to invest enough time to 

explore alternative communication approaches: 

Perhaps the concern that the resident would not understands what the doctor says so 

that they very simply turn to the caregiver, because they assume that they probably 

understand that [what they are told], and then they [caregivers] can convey it to the 

residents. I think that's where the barrier is, the fear of whether the resident 

understands or not. 

As a consequence of the societal status of individuals with IDD when clinicians 

without disabilities encounter them, these pre-existing uncertainties can shape clinicians’ 
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perceptions and interactions. Xenia talked about two polar stances of clinicians, both 

intending to do what is best for the individual with IDD: 

Sometimes they [clinicians] want to protect [client’s] privacy by me not letting me in 

with them. So, it's none of my business […] So, it's, on the one hand, I think that this 

inclusion aspect that they are trying to serve. Because there's no other adult person 

who goes in to the doctor with an escort. And just sometimes it's the case that the 

doctors automatically assume that the client doesn't understand them enough, so they 

make me go in [to be sure client is informed and understands]. 

As a result, the incomplete or inadequate recognition of personhood status 

significantly impacts the level of support, respect, and equitable treatment that individuals 

with IDD receive in various contexts, including healthcare: 

Yes, we searched for a mental health professional covered by the insurance. We 

finally found one and then I told him that he [the patient] was a person with a 

disability. And the answer was: “But he's not in a nappy and all that? Because I don't 

want to have someone sitting there with [excrements] on them.” And that was just 

shocking, to have a call with a [clinician] who speaks like that. (Xenia, professional 

caregiver) 

Points of Contact with the Rest of the World. This subtheme underscores how 

individuals with IDD often face isolation and restricted engagement with the broader society 

(s. Wehmeyer et al., 2017). Prejudice and societal practices that foster segregation, such as 

special education schools and sheltered workshops, limit opportunities for meaningful 

interaction with individuals with IDD and keep them physically and socially separated from 

mainstream society (Wehmeyer et al., 2017). The resulting lack of familiarity and personal 

connections between those with and without IDD leads to misconceptions about what IDD is 

and lack of awareness about the abilities, needs, and experiences of individuals with IDD, as 

per caregivers (see also Pelleboer-Gunnink et al., 2021): 

Yes, what I still have to bring in now is of course inclusion. Politically, (...) there is 

always a lot of talk about inclusion, but it is not really happening yet. So of course, 

everything is talked about and so great. […] But my feeling is that there is still a very 

big barrier between society and people with disabilities. And I still have the feeling 

that older people [with disabilities] in particular have a lot of fears and worries, and 
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that is of course due to the time in which they grew up. And we had completely 

different views then. But I notice that when we are out and about with our people, 

everyone stares at you and looks at you. Children are still quite nice anyway, they ask 

their mums quite openly and honestly: ‘what's wrong with the man’. And I think that's 

really nice and I'm always happy to explain it to them, because they simply come into 

contact. (Lacey, professional caregiver) 

Illusory Protection. This subtheme refers to settings where individuals with IDD are 

presented with the appearance of choice or autonomy, but the decisions, as per interviewed 

caregivers, are often made by others who may not fully understand their unique needs or 

preferences. This subtheme highlights the importance the interviewed caregivers place on 

genuine self-determination where individuals with IDD have the opportunity to make 

decisions about their healthcare and lives based on their own desires and capacities.  

The current legal and medical representation systems are established with the aim of 

safeguarding individuals with IDD and facilitating their decision-making processes. 

Typically, these systems involve a designated representative who is entrusted with making 

decisions on behalf of the individual, guided by the individual's preferences and wishes 

(Medizinische Behandlungen, n.d.). However, a notable limitation of these systems is that the 

designated representatives may not necessarily have a personal bond with the individual with 

IDD they represent, as reported by the interviewed caregivers. This gap in familiarity can 

potentially lead to shortcomings in the decision-making process: 

There are some clients who have some outsiders [as their medical representators], 

they don't care anyway, yes. They sign everything I put in front of them, every 

examination. So (if it's) some notary who doesn't know the client personally, they 

allow me completely to do everything [every medical procedure]. (Sandra, 

professional caregiver) 

If it's determined that the individual with IDD is unable to make decisions 

independently, they might seek formal approval from their medical representative. While this 

proactive approach might not be necessary for less invasive procedures like stool samples, as 

per caregivers’ experiences, it is required for more invasive procedures like colonoscopies. 

The interviewed caregivers find that the inherent bureaucratic complexity of these systems 

can render them obsolete: 
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We already have these recurring doctor's appointments per year, which are actually 

obligatory, like the blood count, dentist, like (.) this is also controlled by the 

municipal authorities and we can honestly say, we simply fake it sometimes, because 

this visit to the dentist with general anaesthesia does not happen every year. But that's 

not because of us, it's because the doctors says we don't do it every year [because 

anaesthesia is tiring]. But the municipal authorities don't understand that. (Sandra, 

professional caregiver) 

In many cases, the responsibility of becoming a medical representative for a person 

with IDD often falls on their relatives, as per caregivers. However, this can sometimes lead to 

paradoxical situations, as illustrated by Alan's story. He recounted an instance where crucial 

medical care was withheld from a client until all the necessary legal formalities were 

completed, which unfortunately resulted in a decline in the client's wellbeing: 

One resident has had a real toothache, […] he needed a general anaesthetic. So, it 

happened that the adult representative, his sister, was in the hospital, but she was in 

[another] hospital at this moment. So, I said, you [colleague] have to go to the pre-

anaesthetic talk beforehand […] they always tell you the same thing anyway, but yes, 

you have to go. So now we [caregivers] said, you do it, you get the papers from there 

and go over to the emergency room (ER), get the sister to sign all the papers and then 

go back and it will be fine. So, after a couple of hours the colleague comes back. She 

said, no, they sent her back again because the adult representative has to be there in-

person. Now I really, I called and said, I'm going up there now and inquired whether 

the anaesthetist had ever had a toothache, well, he [the client] had a real toothache. 

So, we can't wait two weeks until the sister is recovered from the femoral neck 

fracture, yes. So that was so intense. 

On the other side, the misuse of term self-determination, which is a concept that has 

gained significant recognition in the context of empowering individuals with IDD, might be 

of concern, as highlighted by some of the interviewees. Self-determination emphasizes the 

importance of enabling the clients to make their own decisions and choices, ensuring they 

have control over their lives to the fullest extent possible. However, like any concept, the 

interpretation and application of self-determination can sometimes be misunderstood or 

misused, acting as Illusory Protection from external determination. Connor, for instance, 
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emphasizes the significance of self-determination and autonomy throughout the interview but 

also underscores the potential drawbacks associated with overusing the concept: 

So above all is the disabled person's own will, that is (...) In the case also the 

somewhat irrational expression of one's own lifestyle? That in some cases a person is 

very, very sceptical of doctors, where we have a case where if he [the client] signs, 

that he says he refuses all examinations, then it is so, then it is also difficult to argue. 

So what are the factors that hinder it [participation in screenings]? First and foremost, 

the client's self-determination. 

Health-related Knowledge and Awareness. This subtheme focuses on the 

knowledge and awareness about health and healthcare among individuals with IDD. 

According to the interviewed caregivers, it is crucial to convey information in accessible 

ways, such as using plain language, visual aids, and alternative communication methods 

when necessary: 

In any case, information [is vital]. What might also be great is information (...) not 

from the hospital, but really information in Easy language. Information with 

pictograms, such easy-to-understand information, options, perhaps. Of course we can 

provide information, but if it comes from the hospital, it might be even easier to 

understand. With pictures or I don't know, so in Easy read, with aided 

communication, (...) videos maybe. (Lacey, professional caregiver) 

Xenia highlighted that the workshops for individuals with IDD are not free, which can 

be a barrier to access for some clients. This financial aspect may limit participation, as it 

requires individuals to have a certain level of interest in their health and the means to pay for 

these workshops. Additionally, Xenia pointed out that the workshops might not be suitable 

for her clients in partially assisted living: 

There are also workshops for our clients, which they have to pay for themselves 

((laughs)), where normally there is an inhibition to go there at all, because the offer is 

mostly in the city only […] There are a few files on the internet that are suitable for 

people with disabilities. But this is often not suitable for clients in partially assisted 

care, because they don't need [pictures that much]. They often just need Easy 

language ((the window slams shut)) and yes these flyers are often simply typical for 
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people with [more severe IDD]. Especially in our area, all the workshops up to now 

have been so childish for them, because they know everything already. 

On the other hand, for individuals with the most severe forms of IDD, whose 

cognitive capacities are more focused on understanding primarily routine concepts (Cascella, 

2004; Schalick et al., 2012), the concept of familiarity might be more important, as per Lara: 

So I do that with a photo. And ideally, for example, if I have a photo of her and her 

psychiatrist together, then I take a photo with me and show it and say verbally, 

because verbally she understands ((knocking on door, talking to clients)) and show it 

to her and she knows that the situation that she is already familiar with is coming up 

again. Like that, right? Or if she would go to something unknown, where she hasn't 

been before. I'd say: ‘it's like there [you’ve been before]’. 

Lacey's discussion of potential benefits of open house events in hospitals for her 

clients with severe IDD highlights the value of such inclusive initiatives: 

Maybe you simply make more visits to the hospital without having to go through 

those terrible examinations, so that the fear is hopefully lost a little more. So, a little 

more contact would perhaps be (...) I know that doesn't really work well, because we 

can't just go to the hospital and look around or.... But a little more contact would be 

[great]. 

Thus, alleviating fear by promoting familiarity with procedures and adequate Health-

related Knowledge and Awareness in individuals with IDD - but also their support persons -, 

would Foster Self-Efficacy of individuals with IDD and result in improved Personal 

Assistance and Guidance from their caregivers: 

With the other client you can, that's rather easy, because you can simply tell him, 

show it [stool collection container] to him; he’ll know his way around it and even take 

it [stool sample] himself. It's just a bit messy, but ((laughs)). (Lara, professional 

caregiver) 

Discussion 

This work unveils the multifaceted factors influencing uptake of CRC screening 

measures in individuals with IDD. These factors can be found within SEM framework 
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(Bronfenbrenner, 1992). No major differences between the states were found in CRC 

screening uptake of individuals with IDD, and overall, the participation rate was notably low. 

The interviewed caregivers frequently expressed uncertainty regarding the CRC screening 

experiences of the individuals with IDD they cared for. The majority lacked awareness that 

stool samples could be used as a screening option which rendered it impossible to establish 

precise participation figures. Also, CRC awareness among caregivers was dispersed with no 

noticeable differences between non-specific symptoms (e.g. anaemia was recognised by 

seven participants, while unexplained weight loss by 11) and symptoms specific to bowel 

disorders (e.g, pain in the back passage was recognised by seven, while blood in the stool by 

12). However, preventable risk factors (e.g. low fruit and vegetable intake, low physical 

activity, and high alcohol consumption) were less likely to be identified than non-preventable 

risk factors, such as having other bowel diseases or having a close relative with CRC. 

Although these findings are derived from a limited sample size (N = 13 participants), 

constraining the reliability of such conclusions; therefore, further research is warranted. 

Although individuals with IDD constitute approximately 1% of the Austrian 

population (prevalence estimation as reported by Griebler et al., 2021), they are likely more 

frequent users of healthcare services (Balogh et al., 2005). This higher utilisation could arise 

due to the presence of numerous comorbidities (Fischer et al., 2012l; McMahon & Hatton, 

2021), resulting in increased interactions with clinicians and healthcare facilities. The theme 

Disability Management encompasses barriers and facilitators on the intrapersonal level – 

pertaining to such components as biographical experience and capabilities/functioning. 

Factors associated with lower uptake of screenings here were psychological distress and 

adversity related to healthcare actions, lack or negative experience with healthcare services in 

the past, more severe IDD, noncompliance during the procedures, unfamiliar people and 

environments. On the other hand, being familiar with clinicians and the hospital/practices, 

positive interactions in the past, mild IDD, and understanding the importance of screenings 

were associated with more willingness to partake on CRC screenings. Several caregivers 

have indicated that the individuals with IDD they care for may not understand the long-term 

benefits of CRC screening, such as that early detection and treatment could lead to better 

outcomes. This lack of comprehension could deter them from participating in regular 

screenings, potentially leading to later-stage diagnoses. For primary prevention, such as 

lifestyle and dietary modifications to reduce CRC risk, individuals with IDD may be unaware 

of the long-term advantages of these changes. They might find it challenging to make and 

maintain healthier choices without a clear understanding of how these actions can impact 
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their long-term health. Carrying out actions to minimise risk factors, such as engaging in 

physical activities, and utilising screenings when necessary were reported to pose difficulties 

for some individuals with IDD. In fact, there is some research indicating limitations in 

prospective memory in individuals with IDD (Léven et al., 2011). Prospective memory is a 

type of memory responsible for carrying out pre-planned events (“what to”) at appropriate 

time (“when to”) and place (Ji et al., 2022; Léven et al., 2011). Léven et al. (2011) found that 

individuals with IDD struggle with the component “when to” more than with “what to” 

perform. These could mean that even while being fully aware of the CRC screening benefits, 

individuals with IDD may struggle with remembering when and how often should they utilise 

it. Although prospective memory limitations are possibly partially responsible for the 

elevated presence of risk factors in this population, it should not pose a problem when 

accessing CRC screenings. Invitations to national screening were shown to increase 

participation rates in general population (Fröschl et al., 2017) and they contain the 

information both regarding “what to” and “when to”. 

The role of shame in individuals with IDD remains unclear, as some interviewed 

caregivers perceived its absence. They argued that their clients, who had been under their 

care for an extended period, would not feel embarrassed by the caregivers' assistance with 

stool samples or bowel preparation. Although there are to date no published studies on this 

particular aspect, there is limited research on shame in individuals with IDD: In their 

narrative review Clapton et al. (2018) found that shame and perceived stigma in fact existed 

in adults with mild-to-moderate IDD. Furthermore, high shame correlated with increased 

psychological distress (Clapton et al., 2018).  

Forced reliance of individuals with IDD on their primary caregivers (e.g. Wehmeyer 

et al., 2017) could have both direct and indirect effects. For instance, individuals with IDD 

may be dependent on their caregivers' availability, which directly affects their access to 

necessary support. Additionally, caregivers' attitudes towards CRC screenings could 

indirectly influence individuals with IDD by imparting their values onto them. While this 

indirect influence has not been widely researched, a study by Wilkinson et al. (2014) 

explored how the sexual attitudes of individuals with IDD are partially determined by the 

attitudes of their caregivers. 

Personal Assistance and Guidance can be placed at the interindividual level of SEM 

and underscores the role of caregivers, spanning from their stance to healthcare and screening 

actions to supporting during such procedures, as colonoscopy. Caregivers’ awareness and 

experience with CRC and CRC screening was positively associated with the importance they 
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prescribed to screenings. This was found to be especially important in family caregivers, as 

professional caregivers often have to adhere to standard guidelines in their workplace 

(organisational level of SEM). Accordingly, the awareness of screenings, support from 

colleagues and other professionals, as well as available resources were motivators to pursue 

screenings for individuals with IDD. The interviewed caregivers indicate that many 

individuals with IDD they care for have the ability to make decisions, but they often would 

prefer to have someone they trust accompany them, providing a sense of safety that may 

result from previous experiences with non-inclusive healthcare. 

Thus, accompanying to the doctor and assisting (e.g. with stool sample), providing 

with the sense of safety and security, and fostering self-efficacy of individuals with IDD are 

instrumental in promoting clients' compliance (intraindividual level of SEM) as per 

interviewed caregivers. This aligns with the Social Cognitive Theory (SCT; Bandura, 1986, 

2004), where self-efficacy is a key component. Simitar to SEM, SCT considers different 

variables, from personal to environmental, to explain health behaviour. Currently, research on 

the (relevance of) self-efficacy in individuals with IDD concerning health behaviours is 

limited, with some findings in the domain of physical activity and fitness. For instance, Jo et 

al. (2018) reported positive effects of a guided exercise program on both the physical activity 

level and self-efficacy of participants with IDD.  

The theme Empowering healthcare access, which explores relevant barriers and 

facilitators within the current healthcare system, includes several levels of SEM. The 

caregivers identified systemic issues within general healthcare at a higher level of SEM 

(public policy and organisational level, as per Bronfenbrenner, 1992). They also propose 

alternative solutions found at a lower level (interpersonal and community level of SEM) to 

address these challenges. Subthemes Contemporary Challenges in Healthcare and Inclusive 

Healthcare Environments have organisational (within the hospital) and public policy (state 

health initiatives) components. Interviewed caregivers found the current healthcare system 

overwhelming and non-inclusive of individuals with IDD. Caregivers reported that the 

sterility and atmosphere of hospital rooms cause discomfort for their clients. In contrast, the 

experiences in children's wards were notably more positive, providing a more favourable 

environment for individuals under their care, which underscores the significance of 

considering the design of healthcare spaces. 

Several studies have documented lower participation rates in colonoscopy and stool 

tests among individuals with IDD (Deroche et al., 2017; Ouellette-Kuntz et al., 2015; Shin et 

al., 2020). However, for those who did participate, a review of case series revealed a 
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significantly higher frequency of preparation failure when attempting colonoscopy compared 

to the non-disabled population. This might lead to cancerous tumours being missed despite 

the screening (Fischer et al., 2012). According to the researchers, those failures were not 

associated with anatomical differences of some individuals with IDD but were most likely 

due to non-compliance, as both colonoscopy and iFOBT require high liquid intake prior to 

the procedure (Fischer et al., 2012). Interviewed caregivers also reported failures during 

preparations for colonoscopies and the low feasibility of laxative drinks as a preparation 

strategy for individuals with IDD, citing issues related to taste and volume. Hadjipetrou et al. 

(2017) reported that, given a choice, patients prefer computed tomographic colonography 

(CTC) over colonoscopy. It is worth noting that CTC demonstrates lower overall sensitivity 

and specificity than colonoscopy, however, better sensitivity and specificity for larger (> 

10mm) polyps. Additionally, it poses a lower risk of bowel perforation, and newer techniques 

involve laxative-free CTC (Hadjipetrou et al., 2017), potentially making it a more practical 

alternative for individuals with IDD. 

Another identified barrier on the side of healthcare system to participation of 

individuals with IDD in healthcare measures is financial adversity (Emerson, 2007). 

Paradoxically, individuals with IDD more often than non-disabled healthcare users have to 

utilise (Balogh et al., 2005) and pay for healthcare services, as reported by interviewed 

caregivers. Non-barrier-free hospitals and clinicians’ practices, along with limited or poor 

transportation options, restrict the choice of healthcare providers for individuals with IDD. 

Long waiting times to get an appointment, as well as in the waiting room, prompt caregivers 

to seek clinicians not covered by insurance. 

In the context of colonoscopy, not every public insurance in Austria covers the cost of 

anaesthesia during the procedure (Waldhäusl, 2022). As individuals with IDD also 

experience these challenges in many other instances, including reluctance or limited options 

of some clinicians’ practices to administer general anaesthesia during, for instance, dental 

procedures, these factors influence the quality and amount of support provided by caregivers 

overwhelmed in this system (interindividual level of SEM) as well as willingness of 

individuals with IDD to participate in healthcare actions (intraindividual level of SEM). The 

interviewed caregivers have indicated that obtaining anaesthesia in the first place might be 

difficult. It appears that the need for the general anaesthesia in medical procedures is often 

determined by the level of physical and psychological distress experienced during the 

procedure. In societal terms, it is generally accepted that general anaesthesia should be 

administered for procedures that are perceived as more painful or exhausting, such as 
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surgeries. However, the threshold for what is considered exhausting may possibly vary from 

person to person and be lower for individuals with IDD, as indicated in the interviews. 

Factors related to Clinicians’ Expertise and Approach (subtheme) towards their 

patients, such as taking enough time, were reported to positively influence willingness to 

participate in healthcare both for caregivers and individuals with IDD. This subtheme 

encompasses not only the interindividual level of the SEM, as available time is influenced by 

one's workplace and the amount set by insurance companies (organisational and public policy 

levels). Additionally, caregivers underscored Clinicians’ Expertise and Approach regarding 

IDD: their knowledge about common comorbidities and being patient and encouraging. 

Understanding potential comorbidities, anatomical differences, and distinct symptom 

manifestations in individuals with IDD is of paramount importance to provide them with 

proper healthcare services. Similar to historical oversights in symptoms of a heart attack in 

women, individuals with IDD face unique healthcare needs that have often been overlooked 

(Chan et al., 2012), just as distinct symptomatic of heart disease in women was once 

disregarded (Jackson et al., 2020; Jarvie & Foody, 2010). It can be challenging to disentangle 

the elements of these comorbidities, and whether they stem from the disability itself or result 

from healthcare inequity. Nevertheless, they manifest more often than in the non-disabled 

population (e.g. gastrointestinal malformations in individuals with Down syndrome; 

Wehmeyer et al., 2017). 

Research shows that interactions with one’s GP influence participation in healthcare 

measures: GPs’ recommendations for cancer screening were associated higher participation 

rates, both in general population (Coughlin et al., 2015) and in patients with IDD (Plourde et 

al., 2018). This might be especially relevant now, with no national CRC screening 

programme in Austria established, as of 2023. Clinicians’ preferring treating over preventing 

was also a frequent factor discussed by the caregivers. Addressing illnesses after they have 

already developed, rather than taking proactive steps to prevent them or detect early, might 

result in increased healthcare costs and diminished quality of life for affected individuals. 

Although, secondary prevention strategies at the national level are not always more effective 

than treatment (e.g. Loubière et al., 2003), CRC screenings have shown to be particularly 

effective (Hadjipetrou et al., 2017; Ran et al., 2019), besides as it can be detected at very 

early and highly treatable stages through screening (Screening-Komitee für 

Krebserkrankungen, 2022). 

In healthcare, raising awareness, providing training, and improving attitudes of 

clinicians and healthcare providers regarding IDD is crucial to ensure that they receive the 
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equitable and appropriate care (Akbulut Zencirci et al., 2022). Clinicians’ training and 

curriculum emphasising person-centred approach and including a module dedicated to 

individuals with IDD was also wished for by the interviewed caregivers. 

The remaining level in SEM is community level (in the theme Stigma and 

Personhood Status) which influences and is influences by public policies. Although the 

societal position of individual with IDD improved drastically in recent years, as indicated by 

their caregivers, the present study revealed that stigma and sheltering are still a problem 

which among others influence participation in healthcare measures by individuals with IDD. 

They are currently still less seen and accepted by the general population (Zeilinger et al., 

2020), which is exemplified by reprimanding looks of other patients in the waiting room and 

terms like challenging behaviour, ultimately leading to diagnostic overshadowing (Chan et 

al., 2012; Wehmeyer et al., 2017). Current ways of state to protect individuals with IDD who 

are said to not be capable to decide themselves through the appointment of the third person 

legal guardian were reported to be unsuitable and often rather add bureaucracy than actually 

protect (Medizinische Behandlungen, n.d.). It's essential to ensure that representatives, both 

legal or medical, are well-equipped to make decisions that genuinely reflect the best interests 

and preferences of the individuals with IDD involving the person with IDD in decision-

making process. Otherwise, if individuals with IDD are denied their  autonomy and not being 

involved, it can result in healthcare decisions that may not align with their best interests and 

needs. 

In the context of IDD, the subtheme Points of Contact with the Rest of the World 

highlights how societal prejudices and the absence of encounters and personal connections 

between individuals with IDD and those without IDD in real-world settings directly influence 

the recognition of personhood among individuals with IDD (Pelleboer-Gunnink et al., 2021). 

Indirectly, these societal biases hinder equitable access to vital resources, such as education 

and healthcare services (White & Stubblefield-Tave, 2017). Sheltering and non-inclusivity 

also leads to less educational offerings and materials. Research consistently shows that low 

healthcare literacy is associated with lower usage of healthcare and poor health outcomes 

(Berkman et al., 2011). The limited points of contact between individuals with and without 

disabilities may further hinder the creation of inclusive and accommodating environments, 

including within healthcare systems. In healthcare, this lack of interaction can manifest as 

clinicians and healthcare providers not fully comprehending the needs and challenges faced 

by individuals with IDD. As per interviewed caregivers their clients are often not talked 

directly too, not being informed about the importance or mechanisms of procedures.  
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Limited access to appropriate education and information tailored to cognitive and 

communication abilities of individuals with IDD may hinder their ability to understand the 

importance of healthcare, preventive measures, and early detection. Access to appropriate 

information and effective communication is essential for making informed decisions about 

their health. Inadequate health-related knowledge can lead to misunderstandings, 

mismanagement of health conditions, and increased vulnerability (Berkman et al., 2011). 

The feasibility of existing health education offerings for individuals with IDD can be 

a complex issue (Terras et al., 2021). Many traditional health education materials and 

programs are not designed with the specific needs and learning styles of this population in 

mind. This lack of customisation can result in limited feasibility because the materials may 

not be accessible or engaging for individuals with IDD (Terras et al., 2021). Differently from 

younger generation of individuals with IDD, currently older people may not used to 

standardised augmentative and alternative communication (AAC), such as METACOM 

which is widely used in German speaking countries (Kitzinger, 2023). Thus, screening 

invitation in easy read language are required in combination with assistance from caregivers 

or organised seminars. 

Strengths and Limitations 

This research is the first endeavour exploring barriers, facilitators, and support needs 

of individuals with IDD in accessing CRC screenings. The sample was broad and included 

participants of different genders, age, education, and workplace, which enhances 

representational generalisability of the findings (Lewis et al., 2014). By engaging caregivers, 

the study succeeded in representing individuals with varying degrees of disability, including 

those with severe IDD and/or nonverbal, which is otherwise challenging to achieve. The use 

of in-depth interviews allowed for profound exploration of the topic from the perspectives of 

caregivers. The time point of the study also provided an opportunity to involve participants 

both from Austrian states with an established CRC screening programme and without one. 

Qualitative data analysis was primarily conducted by one researcher (the author) 

which is not considered a limitation in reflexive TA (Braun & Clarke, 2021). Nevertheless, a 

second coder was engaged at the initial phases of the analysis to gain a more diverse 

perspective as described in Credibility Strategies Section, given that the author had limited 

research experience as a master’s student at the time. 

Despite exhaustive efforts, the author acknowledges the limitation of having only one 

family caregiver represented, which means that individuals with IDD who do not live in 

institutional settings are underrepresented. Additionally, the limited awareness of available 
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screening options and the caregivers' lack of direct experience with CRC screening suggest 

that the results may generalise more broadly, encompassing barriers and facilitators from 

other screening contexts and healthcare measures. This can be viewed as a strength 

nonetheless, as the results underscore the interconnectedness of barriers and facilitators on all 

levels and different actors. Finally, the findings of this study could potentially contribute to 

the development of new theoretical propositions and add to existing models (theoretical 

generalisability; Lewis et al., 2014). 

Further research is warranted, encompassing a broader international scope and 

cultural contexts and including more family caregivers. CRC awareness should be evaluated 

in other groups in Austria to allow for comparison as well as determination of the appropriate 

strategies and materials for raising CRC awareness which would also target individuals with 

IDD and their caregivers. Future endeavours should additionally focus on including the 

perspectives of individuals with IDD directly to add to the findings of the current study. 

Practical Implications and Recommendations 

As described in this work many individuals with IDD have had adverse experiences 

with healthcare. Due to the multiple comorbidities, they are also said to be tired of hospitals 

and medical practices, as per their primary caregivers. Thus, it might be challenging to 

motivate them to undergo colonoscopy and their caregivers to assist them. In this case stool 

samples as a CRC screening method, such as iFOBT, could be found more feasible and boost 

participation in early CRC detection in this population. Also, younger generation of 

individuals with IDD, who is, as for 2023, not eligible for CRC early detection yet, possibly 

will have made less negative experiences with healthcare services as the societal acceptance 

and awareness of IDD might increase in the near future. Interventions aimed to reduce fear 

and anxiety in a medical context (e.g. Kupzyk & Allen, 2019) and psychological support on-

demand may effectively enhance compliance. Additionally, fostering positive healthcare 

experiences through contingent reinforcement of successes and patient and respectful 

communication is essential for improving engagement with medical services. 

Good preparation and access to colonoscopies/stool samples are the basis for 

successful participation in CRC screenings. Those might be affected by many factors 

simultaneously. Barrier-free hospitals and doctors’ offices, compulsory IDD modules in 

medical schools, and/or further educational problems could make CRC screenings, and 

healthcare in general, a nicer experience for individuals with disabilities. On the other hand, 

appropriate support from their caregivers and good coping strategies of individuals are 
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equally important. The interviews in this study indicate that maintenance of the daily routines 

as far as possible, recognition of spaces (e.g. familiar clinic or hospital) as well as familiar 

faces around (medical staff, support person) can help reduce stress for individuals with IDD. 

Ultimately, including plain language or summary in plain language and/or QR code to an 

educational video in screening invitation would make the invitation understandable and will 

possibly boost participation rates. Educating caregivers by offering free materials and 

workshops would increase their understanding of preventive and early detection measures. 

Suitable information about CRC and CRC prevention provided consistently and that is 

understandable for the individuals for intellectual disability would raise awareness and might 

perhaps diminish adverse health habits, i.e. CRC risk factors, leading to lower CRC 

incidence. 

Finally, standardised guidelines and recommendations for CRC screening for 

individuals with IDD are warranted. Such guidelines would need to address and offer answers 

to several issues, including characteristic comorbidities of individuals with IDD, age cut-offs, 

preparation for screening (e.g. anaesthesia and laxative drinks, as examined in Results and 

Discussion Section), potentially higher occurrence of side effects, and the possibility of 

alternative methods, such as laxative-free CTC (Hadjipetrou et al., 2017). The existence of 

such recommendations might provide clinicians with greater certainty, even those with 

limited knowledge of IDD. 

Conclusion 

The interviewed caregivers held predominantly positive views of CRC screenings for 

individuals with IDD, albeit their worries about the comfort and wellbeing of the persons 

they care for and the expressed challenges in planning and executing healthcare-related 

measures. Lower CRC awareness of preventable risk factors among the interviewed 

caregivers indicates the potential for the development of education strategies. By identifying 

barriers, facilitators, and support needs pertinent to CRC screening for individuals with IDD, 

this research contributes novel insights to inform targeted interventions and policy changes 

aiming to reduce the burden of CRC, aligning with the principles outlined in the UN-CRPD 

(2006). The identified themes address individual as well as systemic challenges and shed 

light on the complex interplay of factors influencing participation in CRC screenings of 

individuals with IDD, emphasising the importance of inclusivity in healthcare, person-centred 

approach, and appropriate support that allows minimising adverse experiences, creating 

positive associations related to early detection measures. Fostering patients’ self-efficacy and 

awareness regarding the screenings was reported to be important to increase their willingness 
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to participate. Studies considering perspectives of individuals with IDD regarding CRC 

screenings are warranted. Ultimately, the current study aims to drive positive transformations 

in healthcare practices and policies for individuals with IDD, promoting equitable access to 

healthcare, in particular CRC screenings. 
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j 

Appendix A 

1a. Verbatim transcription – speech rendered to readable text (not based on sounds and not 

just summarised). Dialect and slang are transformed into the standard language.  

1b. Language, punctuation, and grammar are smoothed slightly to accommodate written 

standards (transcription of intelligible speech).  

2. Clear pauses are marked in parentheses. Each period indicates one second of the pause. 

‘(...)’ would mean three second pause. For longer than 3 seconds pauses, the number of 

seconds can be indicated by a number within parentheses, e.g. ‘(4)’. 

3a. Any terms that the respondent stressed should be underlined. 

3b. Loud speech should be CAPITALISED. 

4a. Approving or affirming vocalisations of the interviewer, such as ‘mhm’ or ‘aha’, are not 

transcribed, as long as they don’t interrupt the speech flow. 

4b. However, such vocalisations of the interviewed person are noted. Sounds supporting the 

statement are also noted (in parentheses). For example, ‘(laughing) that was indeed very 

hilarious’. 

5a. Change of speakers are transcribed with the new paragraph and denoted by an empty line 

(double space). This should improve the readability of the transcription. 

5b. Statements of the interviewer are noted es such, interviewees are assigned pseudonyms. 

6. Disruptions are noted in parentheses. For example, ‘yes, we finally did it (telephone 

rings)’. 

7. Non-verbal activities of interviewer and/or interviewee are recorded in double parentheses. 

For example, ‘it was a very hard time for all of us ((sighs))’. 

8. Unclear words and/or statements should be noted as (unclear). 

9. Information that could potentially help identify the interviewee should be anonymised. For 

example, ‘in our home on Black Avenue’ would be transcribed as ‘in our home on [street 

name]. 

10. Any notes clarifying the context for the reader or idioms that can’t be translated literally 

are noted in brackets. For example, ‘and so she [her sisters’ friend] did it again’. 

12. In the final report ‘[...]’ denotes a portion of the speech or text that has been omitted for 

brevity or clarity, while still maintaining the integrity and meaning of the original statement. 
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Appendix B 

1. Warning signs i.e. symptoms recognition: 

Die folgenden Punkte könnten Warnsignale für Darmkrebs sein oder auch nicht.   

Wir interessieren uns hier für Ihre Meinung: 

1) Denken Sie, dass Blutungen aus dem After ein Anzeichen für Darmkrebs sein könnten? 

2) Denken Sie, dass anhaltende Schmerzen im Bauchraum, ein Anzeichen für Darmkrebs sein 

könnten? 

3) Denken Sie, dass eine Veränderung der Darmtätigkeit (Durchfall, Verstopfung oder 

beides) über einen Zeitraum von mehreren Wochen ein Anzeichen für Darmkrebs sein 

könnte? 

4) Denken Sie, dass das Gefühl, dass sich der Darm nach dem Stuhlgang nicht komplett 

entleert hat ein Anzeichen für Darmkrebs sein könnte? 

5) Denken Sie, dass Blut im Stuhl ein Anzeichen für Darmkrebs sein könnte? 

6) Denken Sie, dass Schmerzen im After ein Anzeichen für Darmkrebs sein könnten? 

7) Denken Sie, dass ein Knoten im Bauchraum ein Anzeichen für Darmkrebs sein könnte? 

8) Denken Sie, dass Müdigkeit/Blutarmut ein Anzeichen für Darmkrebs sein könnte? 

9) Denken Sie, dass unerklärlicher Gewichtsverlust ein Anzeichen für Darmkrebs sein 

könnte? 

Die Antwortmöglichkeiten sind Ja/ Nein/ Ich weiß nicht. Jeder der 9 Punkten muss 

beantwortet/ gelöst werden. Lösung: alles (1-9) ist korrekt, d.h. alle angeführten Symptome 

können (sind aber nicht unbedingt) Warnzeichen für Darmkrebs sein (Ja). 

2. Risk factors recognition: 

Die folgenden Punkte könnten das Risiko für Darmkrebs erhöhen oder auch nicht.  

Inwieweit stimmen Sie bei den jeweiligen Merkmalen zu, dass sie das Risiko für Darmkrebs 

erhöhen könnten? 

1) Mehr als ein Alkoholisches Getränk am Tag zu trinken. 

2) Verzehr von weniger als 5 Portionen Obst und Gemüse pro Tag. 

3) Rotes Fleisch oder Fleisch- und Wurstwaren täglich oder öfter zu essen. 

4) Ballaststoffarme Ernährung. 

5) Übergewicht (BMI über 25). 

6) Alter über 70. 

7) Nahe Verwandte mit Darmkrebs zu haben. 

8) Weniger als 5-mal pro Woche 30-minütige moderate körperliche Aktivität zu betreiben. 
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9) Eine Darmerkrankung zu haben (z.B. Colitis ulcerosa, Morbus Chron) 

10) An Diabetes erkrankt zu sein. 

Die Antwortmöglichkeiten Stimme überhaupt nicht zu/ Stimme nicht zu/ Nicht sicher/ Stimme 

zu/ Stimme völlig zu. Jeder der 10 Punkten muss beantwortet/ gelöst werden. Lösung: alles 

(1-10) ist korrekt, d.h. Alle aufgeführten Punkte sind Risikofaktoren für Darmkrebs (Stimme 

zu/ Stimme völlig zu). 

3. Knowledge about the existence of a national CRC screening in Austria 

Gibt es Ihres Wissens nach ein österreichweites Darmkrebs-Früherkennungsprogramm der 

Krankenkassen? 

Die Antwortmöglichkeiten sind Ja/ Nein/ Ich weiß nicht. Lösung: Nein. 

Wenn ja, in welchem Alter wird erstmals zur Darmkrebsvorsorge geladen? 

Offenes Antwortformat. Lösung: X, da es aktuell noch kein österreichweites Darmkrebs-

Früherkennungsprogramm der Krankenkassen gibt. Im Burgenland und Vorarlberg gibt es 

Pilotprojekte. 

4. Confidence in recognising CRC 

Wie sicher sind Sie, dass Sie ein Symptom von Darmkrebs erkennen würden? 

Die Antwortmöglichkeiten Überhaupt nicht sicher/ Nicht sehr sicher/ Ziemlich sicher/ Sehr 

sicher. Lösung: Dies ist eine Einstellungsfrage, auf die es keine richtige oder falsche Antwort 

gibt. 
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Appendix C 

Finalised thematic map demonstrating four themes and seven subthemes 
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Appendix D 

Domain 1: Research team and 

reflexivity 

Reported (yes/no, 

why) 

Location in manuscript 

(Section, page no.) 

Personal Characteristics   

1. Interviewer/facilitator  

Which author/s conducted the interview or focus 

group? 

Yes 
2.2.1 Semi-structured 

interview, page 13 

2. Credentials   

What were the researcher’s credentials?  
Yes Title page 

3. Occupation   

What was their occupation at the time of the 

study?  

Yes 
2.3.4 Credibility 

strategies, page 16 

4. Gender  

Was the researcher male or female? 
Yes 

2.3.4 Credibility 

strategies, page 16 

5. Experience and training   

What experience or training did the researcher 

have? 

Yes 

2.3.4 Credibility 

strategies, page 16 

 

Relationship with participants   

6. Relationship established  

Was a relationship established prior to study 

commencement? 

Yes 2.1.1 Participants, page 

12 

7. Participant knowledge of the 

interviewer  

What did the participants know about the 

research & researcher? 

Yes, + in cases of 

co-interviewing, the 

second person was 

presented as 

colleague 

2.1.1 Participants, page 

11 

 

 

8. Interviewer characteristics  

What characteristics were reported about the 

interviewer/facilitator? e.g. Bias, assumptions, 

reasons and interests in the research topic 

Yes, + conversations 

about this research 

project occasionally 

took place, but firstly 

after the interview 

2.1.1 Participants, page 

12 

 

Domain 2: study design   

Theoretical framework   

9. Methodological orientation and 

Theory 

What methodological orientation was stated to 

underpin the study?  

e.g. grounded theory, discourse analysis… 

Yes 

 

 

 

2.3.3 Qualitative 

analysis, page 14 

 

 

Participant selection   
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10. Sampling  

How were participants selected?  

e.g. purposive, convenience, consecutive, 

snowball 

 

Yes 

 

2.1.1 Participants, page 

11 

11. Method of approach  

How were participants approached?  

e.g. face-to-face, telephone, mail, email 

Yes 
2.1.1 Participants, page 

11 

12. Sample size  

How many participants were in the study? 

Yes 2.1.1 Participants, page 

12 

13. Non-participation  

How many people refused to participate or 

dropped out? Reasons? 

Yes 
2.1.1 Participants, page 

12 

Setting   

14. Setting of data collection   
Where was the data collected? e.g. home, clinic, 

workplace 
Yes 

2.2.1 Semi-structured 

interview, page 13 

15. Presence of non-participants   

Was anyone else present besides the 

participants and researchers?  

Yes 2.1.1 Participants, page 

12 

16. Description of sample   
What are the important characteristics of the 

sample? e.g. demographic data, date 

Yes 
3.1 Demographics, 

pages 17-18 

Data collection    

17. Interview guide  
Were questions, prompts, guides provided by the 

authors? Was it pilot tested?  

Yes 2.2.1 Semi-structured 

interview, page 12 

18. Repeat interviews   

Were repeat interviews carried out? 

If yes, how many?  

Yes 2.2.1 Semi-structured 

interview, page 13 

19. Audio/visual recording   

Did the research use audio or visual recording 

to collect the data? 

Yes 
2.2.1 Semi-structured 

interview, page 13 

20. Field notes   

Were field notes made during and/or after the 

interview or focus group?  

No, everything was 

audio-recorded - 

21. Duration  

What was the duration of the interviews or focus 

group?  

Yes 
2.1 Study Design and 

Procedure, page 9 

22. Data saturation   

Was data saturation discussed? 

Yes 2.1.1 Participants, page 

11-12 

23. Transcripts returned  

Were transcripts returned to participants for 

comment and/or correction? 

Yes 
2.3.4 Credibility 

strategies, page 16 

Domain 3: analysis and findings   
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Data analysis   

24. Number of data coders   

How many data coders coded the data?  
Yes 

2.3.4 Credibility 

strategies, page 16 

25. Description of the coding tree   
Did authors provide a description of the coding 

tree/ system? 

Yes 2.3.3 Qualitative 

analysis, page 15; 

Table 1 (examples with 

themes and citations) 

26. Derivation of themes   

Were themes identified in advance or derived 

from the data? 

Yes 
2.3.3 Qualitative 

analysis, page 15 

27. Software  

What software, if applicable, was used to 

manage the data? 

Yes 
2.3.3 Qualitative 

analysis, page 15 

28. Participant checking   

Did participants provide feedback on the 

findings?  

Yes 
2.3.4 Credibility 

strategies, page 16 

Reporting   

29. Quotations presented  

Were participant quotations presented to 

illustrate the themes/findings?  

Was each quotation identified?  

e.g. participant number/ pseudonym 

Yes  

3.3 Reflexive thematic 

analysis, pages 20-48; 

Table 1 

30. Data and findings consistent   

Was there consistency between the data 

presented and the findings? 

Yes 

3.3 Reflexive thematic 

analysis, pages 20-48; 

Table 1 

31. Clarity of major themes   

Were major themes clearly presented in the 

findings? 

Yes 

3.3 Reflexive thematic 

analysis, pages 20-48; 

Table 1 

32. Clarity of minor themes 

Is there a description of diverse cases or 

discussion of minor themes? 

Yes 

3.3 Reflexive thematic 

analysis, pages 20-48; 

Table 1 
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Appendix E 

Zusammenfassung: Darmkrebs ist nach wie vor ein weltweites Gesundheitsproblem: 2020 

wurden fast zwei Millionen Neuerkrankungen und fast eine Million Todesfälle gemeldet. 

Trotz der bekannten Effektivität des Darmkrebs-Screenings bei der Erkennung der Krankheit 

im Frühstadium gibt es Hinweise darauf, dass diese Screenings nicht in genügendem Maße in 

Anspruch genommen werden. Angesichts der bekannten gesundheitlichen Benachteiligungen 

von Menschen mit intellektueller Beeinträchtigung (IB) und ihrer erhöhten Risikoanfälligkeit 

für gastrointestinale Krebserkrankungen untersuchte die vorliegende Studie die Faktoren, die 

die Inanspruchnahme von Darmkrebs-Screenings bei Menschen mit IB beeinflussen. Es 

wurden semi-strukturierte Interviews mit Bezugspersonen von Menschen mit IB aus 

verschiedenen Bundesländern in Österreich geführt und die Daten mittels reflexiver 

thematischer Analyse ausgewertet. Die Ergebnisse unterstreichen die Bedeutung und 

Wechselwirkung verschiedener Faktoren, die von der intrapersonellen bis zur politischen und 

gesellschaftlichen Ebene reichen. Die Rolle einer inklusiven Gesundheitsversorgung, der 

Erfahrungen mit Gesundheitsdiensten, der Unterstützung von Bezugspersonen, der 

Gesundheitskompetenz und der Stigmatisierung werden diskutiert. Durch die Erkennung von 

Barrieren, fördernden Faktoren und Unterstützungsbedarf in Bezug auf Darmkrebs-Screening 

zielt diese Arbeit darauf ab, positive Veränderungen in der Gesundheitsversorgung und -

politik für Menschen mit IB voranzutreiben und einen gerechten Zugang zur 

Gesundheitsversorgung zu fördern. 

Schlüsselwörter: intellektuelle Beeinträchtigung, Krebsvorsorge, systematische 

Benachteiligung, Darmkrebs, Barrieren und unterstützende Faktoren, Prävention 

Zusammenfassung in Leichter Sprache: 

• Darmkrebs ist ein großes Gesundheitsproblem auf der ganzen Welt. 

• Das Screening für Darmkrebs kann helfen, die Krankheit frühzeitig zu erkennen. 

• Aber viele Menschen machen beim Screening nicht mit, obwohl es wichtig ist. 

• In dieser Studie haben wir erforscht, was man machen kann, damit Menschen mit 

Lernschwierigkeiten gut am Darmkrebs-Screening teilnehmen. 

• Wir haben mit Betreuerinnen und Betreuer und auch Familie von Menschen mit 

Lernschwierigkeiten gesprochen. 
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• Die Ergebnisse zeigen, dass viele verschiedene Gründe eine Rolle spielen. Das sind 

zum Beispiel Angst, Nicht-Wissen über Darmkrebs-Screenings, schlechte Erfahrung 

mit den Ärztinnen und Ärzten. Auch Dinge, wie Inklusion und Respekt sind wichtig. 

• Das Ziel der Studie war es, dass die Gesundheit für Menschen mit 

Lernschwierigkeiten besser wird. Dass sie genauso gute Chancen auf Gesundheits-

Vorsorge haben wie alle anderen Menschen.  
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Appendix F 

Abstract: Colorectal cancer (CRC) remains a significant global health concern, with nearly 

two million new cases reported in 2020 and almost one million fatalities. Despite the proven 

effectiveness of CRC screenings in detecting the disease in its early stages, evidence suggests 

that these screenings are underutilised. In view of the known health disparities faced by 

individuals with intellectual and developmental disabilities (IDD) and their heightened 

susceptibility to gastrointestinal cancers, the present study examined the factors influencing 

CRC screening uptake among individuals with IDD. Semi-structured interviews were 

conducted with primary caregivers of individuals with IDD from different states in Austria, 

and the data was analysed using reflexive thematic analysis. The results highlight the 

significance and interconnectedness of various factors, spanning from intrapersonal to public 

policy and societal levels. The role of inclusive healthcare, experience with health services, 

caregivers’ support, health literacy, and stigma are discussed. By identifying barriers, 

facilitators, and support needs pertinent to CRC screening, this work aims to drive positive 

transformations in healthcare practices and policies for individuals with IDD, promoting 

equitable access to healthcare. 

Keywords: intellectual developmental disability, cancer screening, health disparities, 

colorectal cancer, barriers and facilitators, prevention 

Abstract in Easy read: 

• Bowel cancer is a big health problem all around the world. 

• Getting checked for bowel cancer can help find it early and treat it. 

• But many of people don't get checked, even though it's important. 

• This study looked at ways to help people with learning difficulties get checked for 

bowel cancer. 

• We talked to the caregivers and the families of people with learning difficulties. 

• The results show that different things can stop people from participation on bowel 

cancer screenings. For example, being scared, not knowing about the checks or 

having bad experiences with doctors and hospitals. Inclusion, participation and being 

respected are also very important. 

• The study wants to make sure people with learning difficulties have the same chances 

for good healthcare as everyone else. 
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	Colorectal cancer (CRC) remains a significant global health concern, with 1.9 million new cases reported in 2020 and over 930 000 fatalities (World Health Organization [WHO], 2023). Also known as bowel cancer, CRC originates in the large bowel, encomp...
	It primarily manifests in individuals aged 50 and older, demonstrating a slightly higher incidence in men than in women (White et al., 2018). Risk factors include a (family) history of CRC or other bowel diseases, such as Crohn's disease, and various ...
	Clinical manifestations encompass alterations in bowel habits, such as constipation or diarrhoea, the presence of blood in stool, rectal and abdominal pain, unintentional weight loss, and weakness and fatigue induced by anaemia. However, early stages ...
	In the realm of public health, the prevention of diseases and health-related issues is a fundamental objective (AbdulRaheem, 2023). Prevention strategies are generally classified into three distinct categories: primary, secondary, and tertiary. Primar...
	Delineated as the early detection and management of diseases in their incipient stages, secondary prevention intervenes after the onset of a health issue but prior to its progression to advanced stages. Typical secondary prevention measures encompass ...
	In turn, tertiary prevention is concentrated on managing and rehabilitating individuals already afflicted with a diagnosed health condition. This phase seeks to avert further complications, disability, and health deterioration (AbdulRaheem, 2023). Ter...
	Screenings
	Screenings are medical procedures designed to identify health conditions or diseases in their early stages, often before symptoms manifest, placing them within the realm of secondary prevention. Common screening options for CRC are colonoscopy, guaiac...
	Colonoscopy is a medical procedure which involves the insertion of a flexible lighted tube (colonoscope) into the rectum and through the colon allowing for a visual examination and enabling the detection and removal of precancerous polyps. Thereby col...
	Other popular screening options, gFOBT and iFOBT, rely on the detection of blood components and necessitate the collection of stool samples (National Cancer Institute, 2021). The gFOBT is an older method and has been in use for several decades. The te...
	Since 2005, Austrian residents aged 50 and above have been presented with the option of undergoing a colonoscopy every ten years or participating in biennial/annual gFOBT screenings as a part of free medical check-ups (Fröschl et al., 2017). National ...
	The current national recommendations for CRC screening in Austria favour iFOBT over gFOBT due to its superiority in life-years gained and CRC risk reduction (Jahn et al., 2019; Screening-Komitee für Krebserkrankungen, 2022). A quality-assured screenin...


	Intellectual and Developmental Disability (IDD)
	Definitions and Classification
	Intellectual and developmental disability (IDD) is a group of conditions characterised by significantly lower than average intellectual functioning (below two standard deviations, i.e. Intelligence Quotient [IQ] below 70) and limitations in adaptive f...
	The terminology used to describe IDD has evolved over time, and variations exist across different countries due to cultural and linguistic influences (Wehmeyer et al., 2017). Some of the previously wide used terms are now considered outdated and stigm...

	Prevalence and Aetiology
	A meta-analysis of population-based studies yielded an estimated prevalence of IDD at 1% with the highest rates observed in low- and middle-income countries (Maulik et al., 2011). The findings of a more recent systematic analysis yielded a total preva...


	Healthcare Utilisation
	Health (In-)equity in Individuals with IDD
	Individuals with IDD, akin to other marginalised groups, face pervasive discrimination in various parts of their lives. This discrimination is evident in higher rates of unemployment (Emerson 2007), working for subminimum wages (Avellone et al., 2023)...
	While certain health conditions originate from having a specific type of disability, some may manifest and/or exacerbate due to health inequity resulting from various factors, ranging from social determinants and physical barriers to bias among the no...

	Barriers and Facilitators Affecting Participation in Screenings
	In view of the known health disparities faced by individuals with IDD (Emerson & Baines, 2011; Gleason et al., 2021), it is imperative to warrant attention to the topic of their participation in crucial screening measures, such as those for CRC. Evide...
	Although historically individuals with IDD have exhibited lower cancer mortality rates compared to the general population (Emerson and Baines, 2011), the authors hypothesised that this trend might change with the increasing life expectancy of individu...
	Simultaneously, individuals with disabilities show significantly lower rates of cancer screenings participation than general population: Cobigo et al. (2013) found that women identifying as having an IDD participated two times less in cervical cancer ...
	To address the underutilisation of CRC screenings among individuals with IDD, studies identifying barriers and facilitators are needed. There is a number of studies regarding barriers and facilitators affecting participation in breast and cervical can...


	Present Study
	Objectives and Relevance
	Research Questions
	How do caregivers perceive the barriers and facilitators in accessing CRC screenings for individuals with IDD, and what support needs and resources do they identify for a successful participation in CRC screenings of individuals with IDD?
	Additionally, the extent of caregivers’ knowledge regarding CRC, including risk factors and symptoms, was evaluated, rendering another research question: How much knowledge do caregivers have about CRC?
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	Methodology
	Research Design and Procedure
	Study’s Participants and Recruitment
	Ethics Vote. This study has obtained ethical approval with reference number 2125/2022 from the ethics committee of the Medical University of Vienna. Prior to participation, all participants were required to provide written informed consent.
	Several steps were taken to ensure the privacy and confidentiality of the participants. The interviews were conducted in private settings to create a comfortable and secure environment. To maintain participant anonymity, we assigned pseudonyms to the ...
	Additionally, participants were assured of psychological support from the principal investigator (XXX), who is a clinical psychologist, in the event that they experienced any distress during or after the interview. None of the participants (N = 13) re...


	Measurement approaches
	Semi-structured interviews
	Bowel Cancer Awareness Measure
	A modified and shortened version of the Bowel Cancer Awareness Measure (CAM; Cancer Research UK, 2014) was utilised, which was translated into German for this study. Two team members translated CAM from English to German in a double-blind manner, afte...
	The original CAM toolkit (Cancer Research UK, 2014) is freely available and does not require specific training for its administration. In-person setting is preferred, but authors note that remote administration (via telephone or internet) is also pos...


	Analysis Approach
	Descriptive Statistics
	Data Transcription
	Reflexive Thematic Analysis (reflexive TA; Braun & Clarke, 2021)
	In selecting the strategies for this study, the specific aims and approach of this research were taken in consideration. The study aimed to explore the barriers encountered by individuals with IDD when accessing healthcare services, as well as the nec...

	Credibility Strategies
	The author deliberately added questions on barriers and needs spanning from intrapersonal to societal level to engage interviewees in reflecting from different perspectives which is in line with the social ecological model (SEM; Bronfenbrenner, 1992)....


	Consolidated Criteria for Reporting Qualitative Research (COREQ) Checklist
	This work adheres to the Consolidated Criteria for Reporting Qualitative Research (COREQ) checklist, which is widely used to ensure more comprehensive and transparent reporting of qualitative research, enhancing the work's credibility (Tong et al., 20...


	Results
	Demographics
	The study comprised a diverse sample of participants recruited from various states across the country. Final sample consisted of 13 caregivers from Vienna (n = 4), Upper Austria (n = 5), Lower Austria (n = 1), and Vorarlberg (n = 3). In none of the st...
	Among the participants, 12 were professional, i.e. paid caregivers, and three of them held positions as heads of living facilities. One participant was a family caregiver. All participants had completed compulsory education. Among the professional car...
	At the time of the study, three participants were not acting as primary caregivers to anyone, although they had in the past. All of them served as primary caregivers to their clients for a minimum of one year, with a maximum of 20 years (Mdn = 10 year...

	Bowel Cancer Awareness Measure (CAM; Cancer Research UK, 2014)
	Regarding awareness of the national bowel cancer screening programme in Austria, 11 participants were considered (excluding two participants who were informed in advance). Out of these, seven participants expressed a lack of awareness, two participant...
	In terms of participants' recognition of potential warning signs for CRC, the CAM questionnaire included nine symptoms (Figure 1), all of which were correct. However, no participant recognised all nine symptoms. The range of correctly identified sympt...
	Similarly, participants were presented with 10 potential risk factors for developing CRC, all of which were correct (Figure 2). No participant identified all 10 risk factors. The correct identification of risk factors ranged from two to eight, with a ...
	Figures 1 and 2 illustrate the recognition of each potential symptom and risk factor for CRC, respectively. Notably, abdominal lump, blood in stool, and changes in bowel habits (e.g. diarrhoea or constipation) were recognised as potential signs of CRC...
	Note. Item 2 in original CAM (Cancer Research UK, 2014).
	Note. Item 6 in original CAM (Cancer Research UK, 2014).

	Reflexive Thematic Analysis (TA; Braun & Clarke, 2021)
	Based on the analysis of 13 interviews four main themes pertaining to the researched subject were identified (Empowering Healthcare Access, Disability Management, Personal Assistance and Guidance, and Stigma and Personhood Status). Additionally, seven...
	Many of the interviewed caregivers stated that they have never participated in early detection measures against CRC with the person with IDD they support; some of the caregivers had some experiences with CRC and its detection from their personal life ...
	Empowering Healthcare Access
	The theme, the author chose to portray at the start, was readily discernible at the first stages of analysis already. As it is conspicuously apparent, healthcare access needs to be improved to foster public participation in relevant healthcare actions...
	Contemporary Challenges in Healthcare. This subtheme pertains to the systemic issues within the healthcare system that creates barriers for individuals with IDD, in many instances being also true for the non-disabled population, such as long waiting t...
	As I recently went to the doctor [...] I got out of the lift and was already standing. By the time I even got to tell the assistant what I needed, I had already been waiting in the corridor for 20 minutes. And I only had to ask one question. I have no...
	The subtheme Contemporary Challenges in Healthcare discovers negative experiences concerning healthcare made by caregivers, either when trying to access healthcare for individuals with IDD or even themselves. The participants often found themselves be...
	And the second thing that limits the possibilities is the shortage of doctors. Doctors no longer offer these health check-ups and preventive care. Even our family doctor, for example, for our last health check-up we needed a total of three years to co...
	As, as of 2023, there is no established national programme in Austria yet, patients must rely on their family doctors to determine their necessity for CRC early detection. Recent literature underscores the pivotal role of family doctors in encouraging...
	[The general practitioner (GP)] is a very good diagnostician, but she also says that that is not in proportion to doing this and that examination now. So she is also one who would not (...) somehow exhaust everything. Only if there really is “fire on ...
	Sandra, along with several other caregivers, suggested during the conversation that doctor's visits are often used quite sparingly, “only if there is really some diagnosis that justifies it. But [preventive care] doesn't really take place.” It highlig...
	There is also abdominal pain from the laxative. I don't know if that would be very uncomfortable for her. Or also, I don't know how it is after the colonoscopy, whether you also still have pain in the anus, noticeable pain. I could imagine that.
	Finally, in the states with implemented pilot CRC screening programmes, some caregivers reported not having received any invitation yet or receiving for some of the clients only. According to Finn, who is a professional caregiver, this could be partia...
	Inclusive Healthcare Environments. These are settings where individuals with IDD can receive services tailored to their needs and have the same opportunities to access healthcare services as the broader population. This subtheme underscores the argume...
	Note. Adapted from Schul-Spott: Karikaturen aus 2500 Jahren Pädagogik (p. 25)  by M. Klant (Ed.) and H. Traxler, 1983. Fackelträger. Copyright 1983 by Fackelträger.
	According to the interviewed support persons, many individuals with IDD, particularly those with more severe forms, have developed a fear of hospitals and doctor visits. In response to the prolonged Covid-19 pandemic, caregivers had to find creative w...
	Many people were afraid of those white surgical masks. And then we painted them somehow colourful, so that somehow there wasn't this white and so on. And at some point they got used to it, because of course everyone had one. But it was difficult at th...
	Lacey also recalls the most challenging visits with her client, who has profound IDD, at the dentist's office. The children's ward seemed to mitigate her client's fears effectively which highlights its astonishingly inclusive nature:
	[…] because the dental examinations are done in the children's ward. It's less busy there and a bit more pleasant. For example, [the town] is known for that [the children’s ward]. The nurse was really good at guiding us and also at putting in infusion...
	Need for anaesthesia was the first name of the code pertaining to the final sentence of the previous quote and akin. It was subsequently modified and became more latent, finally called anaesthesia use in exhausting medical procedures. Lara, whose clie...
	On the other side, the potential challenge of requiring anaesthesia more frequently is twofold: it can be difficult to obtain, and its frequent use is discouraged by clinicians as per interviewed caregivers. This, in turn, can lead to less frequent up...
	Sandra: “We don't do [preventive care] every year [...].”
	Interviewer: “They don't do it because anaesthesia is too strenuous for patients (...)?”
	Sandra: “They mean, they say, oh yes, that's the argument. So they say that is not necessary every year because it is insanely tiring for the body and [preventive care would hold less priority].”
	An effective proposed solution, as per caregivers, is encompassed in the code everything all at once, a strategy made achievable through interdisciplinary collaboration among clinicians:
	We also have (...) people who are more severely impaired, where we cannot do so many examinations. For two ladies, for example, we only do dental examinations under general anaesthesia every two years and then we do a gynaecological examination at the...
	One immediate concern identified regarding colonoscopy is the requirement to consume a laxative drink before the procedure (s. Screening-Komitee für Krebserkrankungen., 2022). Due to this, some caregivers preferred stool tests for their clients over c...
	Sandra: “I think that the effort (.) with the stool sample is not such an insane effort, but I mean, when it comes to a colonoscopy. That's a massive effort and (.) I've already had the experience that it often doesn't work.”
	Interviewer: “[...] And that didn't work, why?”
	Sandra: “That didn't work because (.) I don't know how it is by now (.) you have to get this laxative [drink]. […] not a little and that (.) so one of them [a client] spit it out, the other one didn't want to drink it. So that's, that we didn't manage...
	Another benefit of stool tests is the possibility to collect the sample at home and then bring/ send it to the medical specialists (Screening-Komitee für Krebserkrankungen., 2022). The provision of healthcare within one's own residence has been found ...
	Especially when the family doctor comes to our house, the situation is much more relaxed than when we really have to go to the practice. And that's just totally fine, because she lives in the house, or she has a practice not far away, and that's why s...
	Finally, Sandra talks about financial barriers by mentioning a medical facility in her town for individuals with disabilities, “but it's private, which means that most people can't afford it, so it doesn't bring me anything; yes, and that's actually i...
	[…] where the private doctor looks at residents, there is much more time, much more peace and quiet, which is simply much more pleasant for our residents, as one does somewhere at the [standard insurance] dentist and that goes very quickly and the res...
	Clinicians’ Expertise and Approach. This subtheme consists of interviewees’ notions ranging from clinicians’ knowledge and experience to their attitudes and conduct towards the individuals with IDD in a clinical setting. For instance, in a fully assis...
	And then there is the problem: You have to find someone who is perhaps somehow also specialised, because they also have a disease or something else. We have two clients with severe (...) physical disabilities who are very disfigured and have anatomica...
	Beyond the essential understanding of the unique physiological characteristics of individuals with IDD, the interviewed caregivers found it crucial for clinicians to provide compassionate care that aligns with the growing emphasis on a person-centred...
	[…] new generation of doctors who already have this in their studies. The communication or something, things like that. Such special situations or special people with special needs. [That] could, I don't know, be a bit of a topic in medical studies. (...
	Yet more than just IDD knowledge, caregivers highly value the conduct of medical professionals, as evidenced by numerous instances:
	It's great here, because the GP is right across the street for all our clients. […] he has only been there for two years, I think, we haven't had them there that long. But he's also a really young and nice (...) person, so they [clients] really try ha...
	While a positive attitude and patience of clinicians do not always guarantee successful care provision, they are deeply appreciated by both caregivers and individuals with IDD, as narrated by Laura:
	It was not a bowel exam. It was an eye exam. The doctor who did the examination was very, very patient and kept trying and was very, very accommodating, and that really helps immensely. But in the end, we still didn't get any useful results. But you c...
	Alexander, who occasionally accompanied a client with IDD and ASD, shares two markedly distinct experiences regarding clinicians' attitudes and sympathy:
	The one who was constantly a bit annoyed as a reaction, in my opinion, and the doctor was somehow like ‘I'm just there, not responsible for you and only as a substitute and you're scolding me and being totally unfriendly’ and he [didn't write a prescr...
	To conclude, the theme Empowering Healthcare Access centres on the efforts aimed at providing equitable and inclusive healthcare opportunities for individuals with IDD. It emphasizes the removal of systemic barriers, the enhancement of healthcare prov...

	Disability Management
	In the theme Disability Management, the experiences and challenges of individuals with IDD were explored, as they navigate their journey of living with disability. This theme aims to show how individuals with IDD are presented to the healthcare system...
	In the final quote of the preceding theme, the reader is introduced to Alexander's client. Within the narrative, two clinicians are portrayed—one exhibiting understanding, while the other is reluctant to provide treatment due to the patient's perceive...
	He lived there with his mother and his mother had to go to hospital quickly from one day to the next because she herself became frail. That's probably something he's used to, he's autistic too, it's complicated: being used to something for years and t...
	Thus, according to the caregivers, negative experiences could potentially deter individuals with IDD from participating in health screenings. Conversely, positive healthcare experiences, including good relationships with the family doctor, can be a dr...
	The good thing about our family doctor is that she has been our family doctor for a very long time. That means the relationship is actually […] good. They also trust her. She is also a very sensitive and pleasant person and they [clients] trust her ve...
	Accounts categorised under the codes familiar faces and seeking stability and predictability, which highlight the improved wellbeing of individuals with IDD when consistent routines are adhered to and previous experiences are, at the very least, non-n...
	[…] blood tests and simple check-ups, where there's not much intervening, which they at least already know. [...] where they know what's going to be done and where it can't suddenly be the case that you ((laughs)) hear a drill or a new piece of equipm...
	Revisiting the previous discussion on comorbidities, it is known that individuals with IDD often encounter challenges related to bowel movement (Fischer et al., 2012), making both stool sampling and preparations for a colonoscopy more demanding and ti...
	And one of the women often has constipation, she has a lot of difficulties with bowel movements and has often had to be given Molaxole [medication used to treat constipation] because she finds it very difficult. And I know that she has already had a l...
	The ritualised behaviour of individuals with ASD (e.g. Wehmeyer et al., 2017) was also recognised as a potential interference when trying to collect a stool sample: “the fixed has to be done. ‘Please don't flush it,’ but that's what happens. Autistic ...
	Interestingly, when queried about whether this behaviour could be attributed to feelings of shame, given the sensitivity of the topic of bowel movement, half of the caregivers responded in the negative. They either suggested that feelings of shame tow...
	I would, I wouldn't see that in the foreground anywhere. […] This developmental stage of feeling and presenting and experiencing shame has not been fully gone through or completed here. The person is at an actual emotional age, like a toddler, where t...
	It is worth noting that the profound dependency, which persists through the lives of many individuals with IDD (Wehmeyer et al., 2017), holds a unique significance in shaping their healthcare experiences and perceptions. This dependency closely paral...
	Conversely, when these attachment figures are rather reticent and avoid discussing sensitive topics such as intimate hygiene and bowel cancer (often treated as taboo), it can lead to feelings of shame among individuals with IDD, as indicated by some c...
	No, it's true that her parents are very shy, and I don't think it's ever been an open topic. We say that it is very important to wash the intimate zone, the sexual organs, [...] that she gets an awareness of what it is, what you do with it. [...] you ...
	Another contributing factor to some individuals with IDD being less inclined to seek out preventive or early detection health services on their own is limitations in prospective memory which was also found by Léven et al. (2011). Xenia discusses how c...
	Xenia: “So we somehow make sure that we don't have to go there [dentist] very often ((laughs)). I just try to talk them into it and, yes, bring out the aspect that they will benefit from it in the long run”.
	Interviewer: “And does it work?”
	Xenia: “((laughs)) It's harder, I think it's just this long-term looking ahead that's hard for them. And that short moment is more what makes the fear the biggest most of the time. Yes.”
	For primary prevention, such as lifestyle and dietary modifications which could ultimately reduce CRC risk, caregivers have reported that some individuals with IDD often show non-compliance:
	There are always disagreements in terms of the amount of portions. What, who, when to eat, so that people eat so much in part that they have to throw up, [...]. So that is one of the reasons why they are here. (Connor, professional caregiver)
	Ultimately, as previously examined, some clinicians' reluctance to recommend preventive services contributes to individuals with IDD lacking experience in this area. Compared to the routine annual check-ups with their general practitioners, colonoscop...
	To sum up, Disability Management  delves into the lives of individuals with IDD, highlighting the impact of comorbid conditions, reliance on others, the value of predictability and routines, and the hesitancy in seeking preventive health services, par...

	Personal Assistance and Guidance
	The theme Personal Assistance and Guidance highlights the fundamental rights of individuals with IDD to receive personal support when accessing healthcare (UN-CRPD, 2006). The theme places a primary emphasis on the critical role played by primary care...
	So in our house, we strive to have annual health check-ups with our general practitioner and to keep to the cycles of the recommended preventive care, so to speak, such as having a check-up with the dentist every six months. [...], mammography from th...
	Primary caregivers are first to notice adversities in their clients, although it often poses a challenge (Ouellette-Kuntz, 2005), and state to perceive it as their job to alleviate the source of distress and enhance wellbeing. Lacey, when asked, why d...
	Our people, the people I look after, are so (...) afraid of doctors, hospitals and all kinds of examinations. And that's why I think it's great that you're looking specifically at the area where there are people with intellectual disabilities. And how...
	Some individuals with IDD are nonverbal or have limited verbal capacity, which renders them more vulnerable and dependent on their caregivers for comprehension. In certain situations, caregivers report the necessity to rely on their intuition. Collabo...
	Most of the time I feel relatively safe in that [healthcare decisions], even if I don't know for sure with my autistic client. How is she doing now? I usually have the feeling that I know I have to look in that direction and watch out for that. And ye...
	As caregivers build long-lasting relationships with individuals with IDD, a deeper and more intimate bond forms, enhancing their ability to understand their nonverbal clients. This phenomenon has been coded as personal bond as a communication bridge:
	[…] It is possible that it will then behave in such a way that I have the feeling ah okay, she wants to show me something now but I couldn't say spontaneously what it is. Maybe it's something small that I notice because I've known her for so long. (La...
	These seemingly minor, yet highly effective, ways caregivers can support individuals with IDD, such as incorporating their favourite music during appointments, as Lacey, a professional caregiver, described: “She likes pop music very much. And we also ...
	Xenia noted that her clients with mild IDD would listen to her and often take her advice, even if they don’t share her opinion at first: “if you tell them that this has to be done now, and that we have to do it, and that it will be important, and then...
	[…] but he [the client] let the doctor explain the vaccination to him for three quarters of an hour, only to say afterwards that he would refuse it. And then the doctor was actually angry, because she had taken so much time. And then later he [the cli...
	Many individuals with IDD may rely on their caregivers to initiate or facilitate preventive healthcare measures, such as brushing teeth together and going to the appointments together. However, this dependence can pose challenges when caregivers are u...
	Interviewer: “Did she have a colonoscopy at some point? Do you know that?”
	Claudia: “What's that?”
	Interviewer: “You know, like, that's for colon cancer.”
	Claudia: “No, I wouldn't do that to her at all either. […] We are healthy people ((laughs)). No, me neither, I haven't done anything yet. I don't have a mammogram and I don't go to the gynaecologist anymore ((laughs)). I'm a little bit there. I always...
	Interestingly, the interviewed caregivers themselves don’t explicitly see themselves as having that much decision-making power regarding the healthcare of individuals they care for. Multiple professional caregivers discussed situations in which famil...
	Yes, there have always been colonoscopy prescriptions for clients and also at regular intervals. I cannot say on the grounds of what criteria the doctors decided. It has happened with some clients, but not with mine. (Connor, professional caregiver)
	A major barrier in attending CRC screenings and other services is time and staffing in social sector. Time is most certainly a scarce resource for family caregivers too (Arana-Chicas et al., 2020; Resch et al., 2010) but was not identified in this st...
	Sandra: “I mean, I make a lot of phone calls in my free time, because [one] can only call the doctors in the morning, yes. And then you're not on duty at this time during the week and of course there's no one there at the weekend. So it's often the ca...
	Interviewer: “Can't you delegate it to the colleagues who are on duty?”
	Sandra: “[No], they are very understaffed.”
	Several caregivers have shared similar experiences, while some have found the internal organisation and management of staff to be effective:
	Interviewer: “[…] there is no time pressure or no stress or that there is no lack of staff?”
	Lacey: “So you mean when you go to the doctor, for example? No, we do it quite pleasantly. Also because there are usually two of us, we really don't have any hassle. We often have it that we can also, outside of work, plan an appointment and can then ...
	Fostering Self-Efficacy. As is evident from the preceding text in many instances, individuals with IDD often experience a high level of dependency on caregivers throughout their lives. This dependency extends to decisions related to healthcare, includ...
	And I think with Sally [sister], I have always been a bit like mum: I always had to talk for her or something. Then I thought to myself, maybe she likes to drive alone, that Sally should, because I tell her that she is an independent person, you have ...
	Caregivers, through their support and guidance, can foster self-efficacy in individuals with IDD, empowering them to participate actively in their healthcare decisions:
	But the decision is ultimately up to the client, so whether they attend the appointment or not - the decision is up to the client and I have little influence on it. Basically, we try to get them to make the right ((smiles)) decision. (Xenia, professio...
	Fostering Self-Efficacy and providing Personal Assistance and Support are not mutually exclusive. In fact, the latter does not entail taking over the decision-making process from the clients or entering their private sphere, as explained by Xenia:
	We usually let the clients decide for themselves whether they want us to go to the doctor or not. [...] But we have a doctor's visit protocol [form] that the doctor always has to fill out with the client, so that we know, what to document [what’s impo...
	Instead, Personal Assistance and Support involves accompanying individuals with IDD, offering support, creating a sense of safety, and Fostering their Self-Efficacy, allowing them to make their own decisions (Jo et al., 2018). This approach recognises...
	Interviewer: “Is it better to be accompanied or to go alone [to the doctor’s]?”
	Luke: “Yes and no, I'm also thinking about the partially assisted living facility nearby, but they always have the accompanying persons, because there are always (...) you [as a client] can ask them again, they [clients] are always looking, ‘should we...
	Lastly, Xenia's statement at the end of the interview effectively encapsulates the essence of this theme, highlighting key aspects:
	It makes me really happy that there is a job where you can do something for people that they can't do themselves as well as they need to. And that's what I love about a job, that you can be a support for them and that they are really grateful when you...

	Stigma and Personhood Status
	It's essential to acknowledge that the theme Stigma and Personhood Status is a substantial and complex topic that merits a dedicated article of its own due to its significant impact on various aspects of the lives of individuals with IDD, especially i...
	Stigma, recognition of personhood status, and healthcare experiences are intricately linked, as societal attitudes and prejudices can create substantial barriers for individuals with IDD. By addressing this theme to some extent, this work highlights t...
	The term personhood refers to the status of being recognised and treated as a full and equal human being, with the same rights and dignity as anyone else (Walker & Lovat, 2015). Mickey, for example, describes instances of flawed communication between ...
	Mickey describes his experience where clinicians tend to assume – irrespective of the level of IDD – that a client wouldn't understand, often failing to invest enough time to explore alternative communication approaches:
	Perhaps the concern that the resident would not understands what the doctor says so that they very simply turn to the caregiver, because they assume that they probably understand that [what they are told], and then they [caregivers] can convey it to t...
	As a consequence of the societal status of individuals with IDD when clinicians without disabilities encounter them, these pre-existing uncertainties can shape clinicians’ perceptions and interactions. Xenia talked about two polar stances of clinician...
	Sometimes they [clinicians] want to protect [client’s] privacy by me not letting me in with them. So, it's none of my business […] So, it's, on the one hand, I think that this inclusion aspect that they are trying to serve. Because there's no other ad...
	As a result, the incomplete or inadequate recognition of personhood status significantly impacts the level of support, respect, and equitable treatment that individuals with IDD receive in various contexts, including healthcare:
	Yes, we searched for a mental health professional covered by the insurance. We finally found one and then I told him that he [the patient] was a person with a disability. And the answer was: “But he's not in a nappy and all that? Because I don't want ...
	Points of Contact with the Rest of the World. This subtheme underscores how individuals with IDD often face isolation and restricted engagement with the broader society (s. Wehmeyer et al., 2017). Prejudice and societal practices that foster segregati...
	Yes, what I still have to bring in now is of course inclusion. Politically, (...) there is always a lot of talk about inclusion, but it is not really happening yet. So of course, everything is talked about and so great. […] But my feeling is that ther...
	Illusory Protection. This subtheme refers to settings where individuals with IDD are presented with the appearance of choice or autonomy, but the decisions, as per interviewed caregivers, are often made by others who may not fully understand their uni...
	The current legal and medical representation systems are established with the aim of safeguarding individuals with IDD and facilitating their decision-making processes. Typically, these systems involve a designated representative who is entrusted with...
	There are some clients who have some outsiders [as their medical representators], they don't care anyway, yes. They sign everything I put in front of them, every examination. So (if it's) some notary who doesn't know the client personally, they allow ...
	If it's determined that the individual with IDD is unable to make decisions independently, they might seek formal approval from their medical representative. While this proactive approach might not be necessary for less invasive procedures like stool ...
	We already have these recurring doctor's appointments per year, which are actually obligatory, like the blood count, dentist, like (.) this is also controlled by the municipal authorities and we can honestly say, we simply fake it sometimes, because t...
	In many cases, the responsibility of becoming a medical representative for a person with IDD often falls on their relatives, as per caregivers. However, this can sometimes lead to paradoxical situations, as illustrated by Alan's story. He recounted an...
	One resident has had a real toothache, […] he needed a general anaesthetic. So, it happened that the adult representative, his sister, was in the hospital, but she was in [another] hospital at this moment. So, I said, you [colleague] have to go to the...
	On the other side, the misuse of term self-determination, which is a concept that has gained significant recognition in the context of empowering individuals with IDD, might be of concern, as highlighted by some of the interviewees. Self-determination...
	So above all is the disabled person's own will, that is (...) In the case also the somewhat irrational expression of one's own lifestyle? That in some cases a person is very, very sceptical of doctors, where we have a case where if he [the client] sig...
	Health-related Knowledge and Awareness. This subtheme focuses on the knowledge and awareness about health and healthcare among individuals with IDD. According to the interviewed caregivers, it is crucial to convey information in accessible ways, such ...
	In any case, information [is vital]. What might also be great is information (...) not from the hospital, but really information in Easy language. Information with pictograms, such easy-to-understand information, options, perhaps. Of course we can pro...
	Xenia highlighted that the workshops for individuals with IDD are not free, which can be a barrier to access for some clients. This financial aspect may limit participation, as it requires individuals to have a certain level of interest in their healt...
	There are also workshops for our clients, which they have to pay for themselves ((laughs)), where normally there is an inhibition to go there at all, because the offer is mostly in the city only […] There are a few files on the internet that are suita...
	On the other hand, for individuals with the most severe forms of IDD, whose cognitive capacities are more focused on understanding primarily routine concepts (Cascella, 2004; Schalick et al., 2012), the concept of familiarity might be more important, ...
	So I do that with a photo. And ideally, for example, if I have a photo of her and her psychiatrist together, then I take a photo with me and show it and say verbally, because verbally she understands ((knocking on door, talking to clients)) and show i...
	Lacey's discussion of potential benefits of open house events in hospitals for her clients with severe IDD highlights the value of such inclusive initiatives:
	Maybe you simply make more visits to the hospital without having to go through those terrible examinations, so that the fear is hopefully lost a little more. So, a little more contact would perhaps be (...) I know that doesn't really work well, becaus...
	Thus, alleviating fear by promoting familiarity with procedures and adequate Health-related Knowledge and Awareness in individuals with IDD - but also their support persons -, would Foster Self-Efficacy of individuals with IDD and result in improved P...
	With the other client you can, that's rather easy, because you can simply tell him, show it [stool collection container] to him; he’ll know his way around it and even take it [stool sample] himself. It's just a bit messy, but ((laughs)). (Lara, profes...



	Discussion
	This work unveils the multifaceted factors influencing uptake of CRC screening measures in individuals with IDD. These factors can be found within SEM framework (Bronfenbrenner, 1992). No major differences between the states were found in CRC screenin...
	Although individuals with IDD constitute approximately 1% of the Austrian population (prevalence estimation as reported by Griebler et al., 2021), they are likely more frequent users of healthcare services (Balogh et al., 2005). This higher utilisatio...
	The role of shame in individuals with IDD remains unclear, as some interviewed caregivers perceived its absence. They argued that their clients, who had been under their care for an extended period, would not feel embarrassed by the caregivers' assist...
	Forced reliance of individuals with IDD on their primary caregivers (e.g. Wehmeyer et al., 2017) could have both direct and indirect effects. For instance, individuals with IDD may be dependent on their caregivers' availability, which directly affects...
	Personal Assistance and Guidance can be placed at the interindividual level of SEM and underscores the role of caregivers, spanning from their stance to healthcare and screening actions to supporting during such procedures, as colonoscopy. Caregivers’...
	Thus, accompanying to the doctor and assisting (e.g. with stool sample), providing with the sense of safety and security, and fostering self-efficacy of individuals with IDD are instrumental in promoting clients' compliance (intraindividual level of S...
	The theme Empowering healthcare access, which explores relevant barriers and facilitators within the current healthcare system, includes several levels of SEM. The caregivers identified systemic issues within general healthcare at a higher level of SE...
	Several studies have documented lower participation rates in colonoscopy and stool tests among individuals with IDD (Deroche et al., 2017; Ouellette-Kuntz et al., 2015; Shin et al., 2020). However, for those who did participate, a review of case serie...
	Another identified barrier on the side of healthcare system to participation of individuals with IDD in healthcare measures is financial adversity (Emerson, 2007). Paradoxically, individuals with IDD more often than non-disabled healthcare users have ...
	In the context of colonoscopy, not every public insurance in Austria covers the cost of anaesthesia during the procedure (Waldhäusl, 2022). As individuals with IDD also experience these challenges in many other instances, including reluctance or limit...
	Factors related to Clinicians’ Expertise and Approach (subtheme) towards their patients, such as taking enough time, were reported to positively influence willingness to participate in healthcare both for caregivers and individuals with IDD. This subt...
	Research shows that interactions with one’s GP influence participation in healthcare measures: GPs’ recommendations for cancer screening were associated higher participation rates, both in general population (Coughlin et al., 2015) and in patients wit...
	In healthcare, raising awareness, providing training, and improving attitudes of clinicians and healthcare providers regarding IDD is crucial to ensure that they receive the equitable and appropriate care (Akbulut Zencirci et al., 2022). Clinicians’ t...
	The remaining level in SEM is community level (in the theme Stigma and Personhood Status) which influences and is influences by public policies. Although the societal position of individual with IDD improved drastically in recent years, as indicated b...
	In the context of IDD, the subtheme Points of Contact with the Rest of the World highlights how societal prejudices and the absence of encounters and personal connections between individuals with IDD and those without IDD in real-world settings direct...
	Limited access to appropriate education and information tailored to cognitive and communication abilities of individuals with IDD may hinder their ability to understand the importance of healthcare, preventive measures, and early detection. Access to ...
	The feasibility of existing health education offerings for individuals with IDD can be a complex issue (Terras et al., 2021). Many traditional health education materials and programs are not designed with the specific needs and learning styles of this...
	Strengths and Limitations
	This research is the first endeavour exploring barriers, facilitators, and support needs of individuals with IDD in accessing CRC screenings. The sample was broad and included participants of different genders, age, education, and workplace, which enh...
	Qualitative data analysis was primarily conducted by one researcher (the author) which is not considered a limitation in reflexive TA (Braun & Clarke, 2021). Nevertheless, a second coder was engaged at the initial phases of the analysis to gain a more...
	Despite exhaustive efforts, the author acknowledges the limitation of having only one family caregiver represented, which means that individuals with IDD who do not live in institutional settings are underrepresented. Additionally, the limited awarene...
	Further research is warranted, encompassing a broader international scope and cultural contexts and including more family caregivers. CRC awareness should be evaluated in other groups in Austria to allow for comparison as well as determination of the ...

	Practical Implications and Recommendations

	Conclusion
	The interviewed caregivers held predominantly positive views of CRC screenings for individuals with IDD, albeit their worries about the comfort and wellbeing of the persons they care for and the expressed challenges in planning and executing healthcar...
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