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Summary 
 

This thesis explores people with an intellectual disability’s efforts to live healthier lives. As a 
population they have unmet health needs, experience poorer physical and mental health 
outcomes, a higher prevalence of chronic health conditions, and an increased risk of 
premature death that is on average 16 years earlier than the general population. This thesis 
aims to contribute to the literature concerning the support offered to people with an 
intellectual disability as they seek to promote their health. 
 
The first chapter is a systematic literature review exploring how people with an intellectual 
disability experience trying to live healthier lives. Findings from 12 studies were critically 
evaluated and synthesised using a meta-ethnographic approach. Analysis resulted in the 
development of two interpretative themes summarising a reciprocal synthesis of an insider 
perspective held by participants with an intellectual disability, and an outsider perspective 
held by their carers regarding efforts to live and promote healthier lives. Each theme is 
explored and a line of argument synthesis presented, followed by recommendations for 
practice. 
 
The second chapter presents an Interpretative Phenomenological Analysis study seeking to 
understand the experience of the Annual Health Check process from the perspective of 
people with an intellectual disability. Twelve adults with an intellectual disability participated 
in semi-structured interviews. Analysis of the transcripts led to the development of three 
superordinate themes. Six subordinate themes are identified and discussed. Findings 
suggest that people with an intellectual disability attend Annual Health Checks with health-
related goals. A satisfactory health check is characterised by an inclusive approach by all 
primary care staff that both supports these goals and communicates that the goal is shared.  
Clinical implications and areas for future research are discussed. 
 
The third chapter presents a reflective account of parallel experiences as a trainee, a 
clinician, and a novice researcher, and how they overlapped while completing a doctoral 
thesis. The authors personal experiences are described in relation to managing these 
different roles and the competing demands that come with them. The chapter concludes by 
reflecting on these experiences form the perspective of Acceptance and Commitment 
Therapy and how psychological distress is formulated within this approach to intervention. 
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Introduction  
 
Research Aim and Significance 

 
This review aims to synthesise the existing evidence exploring how people with an 
intellectual disability (ID) experience trying to live healthier lives. People who receive 
an intellectual disability diagnosis have significantly lower than average cognitive 
abilities that contribute to difficulty understanding new or complicated information, 
learning new skills, and coping independently (Hatton et al., 2017). These difficulties 
are usually apparent from childhood, and people who receive the diagnosis require 

varying levels of support to manage everyday activities that rely on attention, 
memory, and reasoning skills (Sitbon et al., 2018).  
 
A healthy lifestyle describes a set of behaviours that contribute to both a lower risk of 
ill health and the maintenance of physical, mental and social well-being (Blomqvist et 
al., 2018). While a full description of these behaviours in health promoting contexts 
would involve all aspects of human life, the term healthy lifestyle is commonly used 
to describe a combination of sufficient physical activity (at least 30 to 45 minutes of 
moderate physical activity each day, e.g. a brisk walking pace or cycling with light 
effort), healthy eating (a nutritious diet low in salt and sugar coming mainly from 
plants, and no more than 30% from fats), drinking less alcohol and stopping smoking 
(Berra et al., 2017; World Health Organisation, 2019). These health promoting 
behaviours, in combination with maintaining a body mass index of between 18.5 and 
24.9, are typically considered to represent a healthy physical lifestyle (Mehta & 
Myrskylä, 2017). 
 
There are approximately 1.5 million people in the United Kingdom (UK) who have 
received an intellectual disability diagnosis (Office of National Statistics, 2018). 
Collectively, they face many barriers to living a healthy lifestyle that include unmet 
health needs (Chapman et al., 2018), poorer physical and mental health outcomes 

(Edwards et al., 2018), a higher prevalence of chronic health conditions (including 
type 2 diabetes, cardiovascular disease, respiratory disease, and osteoporosis; 
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Hanlon et al., 2018), and an increased risk of premature death that is on average 16 
years earlier than the general population (Welyczko, 2018). Several factors 
contribute to these health disparities such as unequal access to preventative and 
timely healthcare (Casson et al., 2018), greater exposure to social determinants of 
poor health (e.g. unequal access to housing, unemployment and greater levels of 
social exclusion; Friedman, 2021), and higher rates of obesity (Scott & Havercamp, 
2016). People with an intellectual disability are also less likely to engage in health 
promoting behaviours and more likely to engage in unhealthy behaviours compared 
to their non-disabled peers (Scott & Havercamp, 2016). 
 

The Relationship between Physical and Mental Health 
 
The World Health Organisation’s definition of health is inclusive of mental health, 
with physical and mental health representing two sides of an intrapersonal well-being 
‘coin' (Eriksson & Lindström, 2008). Even low levels of physical activity are 
associated with a reduced risk of mental health problems, and regular exercise is 
recommended for the prevention and management of mental health diagnoses 
(Teychenne et al., 2020). The long-term impact of a chronic physical condition 
unsurprisingly includes changes in mood, anxiety, and the experience of loss. Where 
these subjective changes persist or intensify, they may result in the person receiving 
a mental health diagnosis (Marks et al., 2018). 
 
People with an intellectual disability experience a greater prevalence of mental 
health problems (up to 7 times that of the general population) and, due to the 
cognitive difficulties the diagnosis describes, have greater difficulty accessing talking 
therapies (Vereenooghe et al., 2018). Recent UK statistics also indicate that people 
with an intellectual disability are less likely to experience improvement following 
psychological therapy (Baker, 2020). The high prevalence and persistent nature of 
these difficulties, and the treatment challenges, indicate that additional approaches 
to intervention are required for this group of people (Vereenooghe et al., 2018). With 

the ideal being prevention, efforts that successfully support physical well-being also 
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support mental well-being and reduce the risk of psychological distress (Das et al., 
2016). 
 
Review of Existing Literature 

 
As awareness of the health disparities experienced by people with an intellectual 
disability has grown, efforts to reduce their risk of ill health and improve outcomes 
have increasingly focused on promoting healthier lifestyle behaviours. 
 
Willems et al. (2017) conducted a systematic review of interventions aimed at 

increasing the levels of physical activity and healthy eating. Of the 45 studies 
included the majority focused on the use of behaviour change techniques. Most often 
these were providing information, planning for support and providing instruction. The 
review concluded that efforts targeting single health behaviours or determinants of 
health tended to be ineffective in changing health outcomes for people with an 
intellectual disability. The authors noted that a guiding theoretical framework was 
typically absent, and that future efforts should be theory driven to improve 
effectiveness. 
 
Harris et al. (2018) conducted a systematic review and meta-analysis of research on 
weight management interventions for adults with an intellectual disability. Six 
randomised control trials were included, none of which successfully incorporated all 
clinically recommended components for weight loss (e.g. a daily caloric energy 
deficit of 600kcal, regular physical activity and behaviour change techniques). None 
of the interventions demonstrated effectiveness compared to no treatment. The non-
significant results were thought to be due to the heterogeneity of both the study 
designs and the participant population, introducing numerous confounding variables. 
The lack of adherence to clinical guidelines, particularly the absence of an energy 
deficit diet, and the recommended level of weekly physical activity, was thought to be 
a major limitation of the included studies. Adults with an intellectual disability 

diagnosis encounter additional barriers to engaging in physical activity of any 
intensity (Scott & Havercamp, 2016). They are therefore less likely to do so and the 
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reasons for this need to be understood for weight management interventions to be 
successful. 
 
Kuijken et al. (2020) surveyed care and health professionals regarding small scale 
health promotion initiatives for people with an intellectual disability living in formal 
care settings. In total 47 initiatives were identified, with the majority focused on 
increasing physical activity and none on increasing health knowledge. The 
researchers noted two factors that may have affected the success of these 
initiatives. The first was that while most tended to host organised activities in a 
community location, the majority of people with an intellectual disability who were 

offered these activities were living in group home settings. Little consideration 
appeared to have been given to how organisational and logistical limitations could 
affect the ability of people to attend. The second was that none of the initiatives 
appeared to account for the potential role of existing behavioural norms or the 
influence of others within these settings had on the health behaviours of people with 
an intellectual disability. The authors suggest that these factors may have hindered 
efforts to embed healthy behaviours into the daily lives of people with an intellectual 
disability.  
 
Rationale and Research Question 

 
There are three main limitations of the previous literature. First, rather than 
accounting for and situating themselves within the daily context of people with an 
intellectual disability, most interventions are short lived programs outside the living 
environment. No systematic review has so far explored how people with an 
intellectual disability experience health promotion outside these programs. Second, 
compared to their non-disabled peers, the daily lives of people with an intellectual 
disability, and their efforts to live healthier lives, are likely to be affected by their 
additional needs and the support services they access. No previous systematic 
review has focused on how this support influences the efforts of people with an 

intellectual disability to live healthier lives. Third, though it is acknowledged that 
adults with an intellectual disability encounter additional barriers to achieving a 
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healthier lifestyle compared to the general population, no previous systematic review 
has focused on their day-to-day efforts to overcome said barriers. 
 
To address these limitations this review aims to answer the question “How do people 
with an intellectual disability experience trying to live heathier lives?” by critically 
reviewing the qualitative literature in this area. 
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Methodology 
 
Systematic Literature Search 

 
A systematic search of qualitative literature exploring people with an intellectual 
disability and their experience of efforts to live healthier lives was conducted in 
February 2021. The databases APA PsychArticles, APA PsychInfo, CINAHL, 
MEDLINE, PubMed, and SCOPUS were searched. The search was inclusive of 
unpublished doctoral theses within these databases. The reference sections of 
retrieved publications were also reviewed for relevant literature not returned by 

database searches. 
 
The search strategy was designed using the SPIDER tool (Sample, Phenomenon of 
Interest, Design, Evaluation and Research type), created to improve the clarity and 
replicability of systematic searches (Cooke et al., 2012). Table 1.1 (overleaf) details 
the search terms used for each section of the SPIDER. The search strategy was split 
to accommodate all identified synonyms. This involved searching each database 
separately using the five sets of search terms numbered 1 to 5 in the phenomenon of 
interest section of table 1.1. The combined search terms can be viewed in Appendix 
1.1. 
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Table 1.1 SPIDER Tool and Search Terms 
SPIDER Tool Search Terms 
Sample People with an intellectual 

disability diagnosis 
“learning disab*” OR “intellect* disab*” OR 
“development* disab*” OR “intellect* and 
development* disab*” OR “ment* retar*” 

Phenomenon 
of Interest 
 
 

1. Healthier lifestyle  “health* li*” OR “health* li* behav*” OR 
“health* behav*” OR “health promot* 
behav*” 
 

2. Physical activity exercis* OR fitness OR active* OR 
“physic* activ*” OR cardi* OR “cardi* 
fitness”  

  
3. Diet diet OR “health* diet” OR “health* eating” 

OR “balanced diet” OR nutrition* OR 
“nutritional intake” OR “nutrient balance”  
OR “calor* reduction” OR “calor* 
restriction” OR “fresh produce” OR fruit* 
OR vegetable* OR fibre OR fat OR sugar  
OR “junk food” OR “high-fat foo*” OR 
“sugary foo*” OR “sugary drinks” OR “soft 
drinks” OR “saturated fat” OR “fatty foo*” 
 

4. Stopping/reducing 
alcohol 

“reduc* alcohol” OR “sto* alcohol” OR 
alcohol OR “lowering alcohol” 
 

5. Stopping smoking or 
use of other health 
harmful substances 

“reduc* smoking” OR “sto* smoking” OR 
smoking OR cannabis OR marijuana OR 
“soft drugs” 
 

Design Interviews, semi-structured 
interviews, focus groups 

interview OR “focus group” OR “mixed 
metho*” OR qualitative 

Evaluation Attitudes and/or experiences 
of healthy lifestyle behaviours 

attitude OR experience OR belief OR view 

Research Qualitative and qualitative 
components of mixed 
methods 

“mixed metho*” OR qualitative 

 
 
Inclusion and Exclusion Criteria 

 
The studies returned by the systematic search were reviewed and retained or 
removed based on the inclusion and exclusion criteria listed in table 1.2.  
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Table 1.2 Inclusion and Exclusion Criteria 
Criteria Inclusion Exclusion 
Sample People with an intellectual disability 

as their primary diagnosis 
 
 
 
Adults (18 years and older) 

People whose primary diagnosis was 
not an intellectual disability, even if 
the face similar health challenges 
(e.g. Down’s Syndrome) 
 
Children (under 18 years old) 

P of I Attitudes towards a healthy lifestyle  
 
Primary focus on healthy lifestyle 
behaviours in daily life 
 
 
 
 
 
 
 
Study clearly differentiates the 
contributions of participants with an 
intellectual disability from those of 
carers 
 

Any topic not related to healthy 
lifestyle behaviours 
 
Any topic related to a healthy lifestyle 
intervention 
 
Health behaviours related to a 
chronic condition 
 
Substance use related to addiction 
 
Study does not provide enough detail 
to distinguish the contributions of 
people with an intellectual disability 
from those of carers 

Design Interviews, semi-structured 
interviews and focus groups, mixed 
methods 

Pre and post intervention, survey or 
questionnaire only 

Evaluation A focus on attitudes towards and 
experiences of healthy lifestyle 
behaviours  

Quantitative outcome measures only 
 

Research Qualitative and qualitative 
components of mixed methods 
research  
 
Research published between 2010 
and 2021 

Quantitative research only 
 
 
 
Research published prior to 2010 

 
Studies were included if they were written in English, had passed through a process 
of peer review (both doctoral dissertations and journal articles), and were published 
between 2010 and February 2021. No restrictions on the gender or ethnicity of 
intellectual disability participants were applied during the systematic search. 
 
Intellectual disability is an umbrella term used to describe a range of difficulties and 
presentations. Within this range are specific syndromes where an intellectual 
disability diagnosis is viewed as a secondary consequence of the syndrome. A 
number of these syndromes (e.g. Prader-Willi, Cohen and Bardet-Biedl Syndrome) 
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are believed to have a genetic influence on obesity, either directly or through 
behaviour (Harris et.al., 2018). Down’s Syndrome is the most common such 
diagnosis and confers an increased risk of additional health conditions (Mahy et al, 
2010). The presence of such diagnoses complicates efforts to live healthier lifestyles. 
Therefore, studies were only included if participants’ primary diagnosis was an 
intellectual disability, or no other diagnoses known to co-occur with an intellectual 
disability were described. 
 
Specific to age, once a person with an intellectual disability reaches adulthood, 
particularly where they are accommodated in a care environment, it is unusual for 

them to experience the transitions their non-disabled peers encounter (e.g. moving 
for education, work or retirement). Consequently, people with an intellectual disability 
may remain in the same residence for the majority of their adult life. The result is that 
a study’s approach to sampling is more likely to recruit participants across a number 
of age brackets (Spassiani et al., 2019). People with an intellectual disability also 
appear to age faster than non-disabled adults and experience age-related chronic 
conditions from as early as 30 years old (Jurkowski et al., 2009; Spassiani et al., 
2019). Therefore, it was decided to include studies with adult participants from 18 
years old with no upper age limit.  
 
There is a growing body of literature describing health promotion interventions 
adapted to or specifically designed for people with an intellectual disability. Studies 
that explored how people with an intellectual disability experienced health promotion 
programmes, or the management of specific health conditions, were excluded on the 
basis that they referred to the experience of the specific program or health condition 
rather than attempts to live a healthier lifestyle in general. Lastly, it is common for 
interviews, focus groups and other methods of collecting qualitative data from people 
with an intellectual disability to include active communication support by, or the 
accompanying views of carers. The inclusion of carers provides additional details 
regarding the context of experiences shared by people with an intellectual disability. 

However, the views of carers normally vary from those of the person with an 
intellectual disability they support. To be included studies had to clearly differentiate 
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and detail the contributions of participants with an intellectual disability from those of 
carers. 
 
While healthy lifestyle advice has been a growing public healthy priority since 1986 
(WHO, 2009), it is only in the decade preceding this review that concerted action has 
become an international concern. In 2009 Change 4 Life was launched in the UK, a 
national program aimed at implementing the Healthy Weight, Healthy Lives 
(Department of Health, 2008) strategy intended to tackle rising levels of obesity 
among children and adults. In 2011 the United Nations (UN) held its first high level 
meeting on the social determinants of health and the impact of non-communicable 

diseases (NCDs) that result from poor diet, low levels of physical activity, smoking 
and the excess consumption of alcohol (OECD, 2019). To reflect this change in 
national and international priorities the current review excluded papers published 
before 2010. 
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Classification of Studies 
 

Figure 1.1: PRISMA flow diagram detailing study selection process 
 

 
 
The steps taken to identify returned studies that met inclusion criteria are detailed 
using the Preferred Reporting Items for Systematic Reviews and Meta-Analyses 
(PRISMA) flow diagram, illustrated in figure 1.1 (Moher et.al., 2009). 
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In total 1509 studies were identified through the database searches. After removal of 
927 duplicates the titles and abstracts of 585 studies were screened in relation to the 
described inclusion and exclusion criteria (table 1.2). This led to the removal of a 
further 555 studies. The full texts of the remaining 30 studies were reviewed and 
their references screened for additional studies not returned by the database 
searches. A further 3 studies were identified in this manner. Of these 33 studies a 
further 21 were excluded. This was due to date of publication, that the views of 
people with an ID were not discernible from the views of others, that the study 
focused on an intervention or programme, or the intellectual disability diagnosis was 

secondary to a primary condition (e.g. Down’s Syndrome). Upon completion of the 
systematic search 12 studies were retained and subjected to a systematic review.  
 
Quality Assessment Checks 

 
The retained 12 studies were assessed for quality using the Critical Appraisal Skills 
Program (CASP, 2018) checklist for qualitative studies (Appendix 1.2). The CASP is 
the most commonly used quality appraisal tool in health and social care related 
qualitative literature reviews. It has also been endorsed by the Cochrane Qualitative 
and Implementation Methods Group, and the WHO for use in systematic reviews of 
qualitative research (Long, French & Brooks, 2020). The tool assesses a study 
against 10 criteria, with a score allocated on the degree to which each is met based 
on what is reported (fully met is denoted by a 'yes' and scores 2; unsure is denoted 
by 'can't tell' and scores 1; and not met by a 'no' with a score of 0) (CASP, 2018). 
Scoring is guided by a set of “hints” for each criterion. Papers can receive a score 
between 0 and 20, with a midpoint of 10. Papers that score below 10 may be 
considered for removal on the basis of quality. However, the decision to exclude a 
study based on a low CASP score includes consideration of the tools limitations. The 
main limitation is its assessment of a paper based on the published information. 
Journals place restrictions on authors concerning presentation and word count. 

Papers may be unfairly penalised due to these restrictions that do not reflect the 
quality of the study’s methodology (Purssell, 2020).   
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The included papers were also rated for quality by a second researcher not involved 
in this review. Cohen’s Kappa (K) was performed to determine the level of 
agreement between the author and the independent rater. The initial overall Kappa 
score was .459, suggesting moderate agreement (McHugh, 2012). Where the quality 
ratings differed the author and the second researcher discussed these differences. 
Comparison revealed that the majority of disagreement centred on questions 3, 6 
and 8 of the CASP tool. The author and second researcher discussed their 
respective ratings, and where agreement was reached quality rating scores were 
adjusted. The final overall Kappa was .789, suggesting substantial agreement 

(McHugh, 2012). Full details of both raters final CASP scores and Kappa statistics 
can be found in Appendix 1.5. 
 
The quality rating scores for each study are included as percentages, alongside the 
inter-rater reliability Kappa statistic, in table 1.3. All studies received CASP quality 
assessment scores between 13 and 19. Studies often received a lower quality score 
due to a lack of information justifying the chosen research method or the 
researcher’s relationship to participants and the phenomenon of interest. However, 
this information may not have been included to satisfy journal restrictions on word 
count.  
 
Characteristics of Studies 
 
Table 1.3 overleaf summarises the key characteristics of each included study. 
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Table 1.3 Summary characteristics of Included Studies 
 

Authors, Date, Country 
 

Quality Rating (CASP) 
 

Inter-rater Reliability 
Kappa statistic (K) 

Aim(s) Sampling Approach Sample Data Collection 
 

Data Analysis 

Main Findings 

Vlot-van Anrooij  et al., 
2020 * ** 
 
Netherlands 
 
CASP=95% 
 
K=1.00 

To explore what assets 
for physical activity and 
healthy nutrition do 
people with moderate 
intellectual disabilities 
and proxy informants of 
people with 
severe/profound 
intellectual disabilities 
identify and prioritise. 
 

Purposive sampling to 
recruit participants with 
moderate ID and 
proxies for people with 
severe or profound ID. 

51 participants in total.  
 
21 people with 
moderate ID split into 4 
groups, aged between 
21 and 69 years old. 
 
30 carers as proxy 
informants for people 
with severe or profound 
ID, aged between 7 
and 83 years old. 
 
Proxies had known the 
person with ID for at 
least 6 months and had 
weekly contact with 
them.  
 
 
 

Data Collection: 
Nominal Group 
Technique (NGT), a 
mixed-method 
approach used to 
explore opinion on a 
given topic through 
semi-structured group 
discussions. Group 
discussions were audio 
recorded. 
 
Data Analysis: 
Thematic content 
analysis. Statistical 
analysis was performed 
on the ranking of ideas. 

3 themes and 14 sub themes are described. 
 
The theme ‘People’ included 5 sub themes – encouraging 
support, supportive network, confidence building support, 
values about being healthy and an open conversation. The 
theme ‘People’ focused on how the social network can 
support healthy living 
 
The theme ‘Places’ included 5 sub themes – healthy home 
environment, engaging environment, accessibility, tailored 
environment and homely environment. The theme ‘Places’ 
referenced the tools, facilities, person-environment fit and 
accessibility that influence healthy living behaviours. 
 
The theme ‘Preconditions’ included 4 sub themes – 
healthcare and prevention, financial aspects, health-
promoting organisational policies and opportunities to 
engage. The theme ‘Preconditions’ related to healthcare and 
prevention, financial resources, organisational/systemic 
health promotion priorities and activities. 
 
Practical, visible and concrete aspects of support were 
ranked higher by people with an ID, while proxy participants 
referenced more abstract aspects and preconditions for 
support. 
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Participants with an ID described more ideas related to the 
theme of ‘Places’, while proxy participants described more 
ideas related to the theme of ‘People’. Both groups 
described roughly equal numbers of ideas related to 
‘Preconditions’. 

Caton et al., 2012 
 
England 
 
CASP=80% 
 
K=.808 
 

To explore what people 
with ID understand 
being healthy to mean 
and what their 
experiences are of 
healthy lifestyles. 

Purposive sampling, 
combined snowball 
sampling. 
 
Participants recruited 
from existing ID self-
advocacy and expert 
by experience groups. 
 
 

13 adult participants 
with ID, 6 women and 7 
men. 
 
Ages ranged from 27 to 
72 years old. Mean 
51.5 (SD=12.03).  
 
12 participants 
communicated verbally 
during the interviews 
and one used a 
speech-generating 
device (SGD). No new 
words were 
programmed into the 
SGD for the interview.  
 
 

Data Collection: Semi-
structured interviews. 
 
Data Analysis: 
Thematic analysis. 
 
 

5 themes are described: 
 

- Diet (with 1 sub theme - moderation) 
- Physical activity and exercise 
- Medication 
- Smoking and alcohol (with 1 sub theme - 

moderation) 
- Well-being 
- Barriers to healthy living (with 6 sub themes - 

inadequate support and opportunity, perception of 
risk, stress and stressful situations, transport; 
mood, motivation and preference, and ageing) 

- Facilitators to healthy living (with 2 sub themes – 
support from carers and illness) 

 
Participants demonstrated: 
 

- understanding of what it means to be healthy, have 
a healthy diet, the dangers of substance misuse, 
and the benefits of exercise.  

 
- some knowledge about rationales for engaging in 

healthy behaviours.  
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Kuijken et al., 2016 * 
 
Netherlands 
 
CASP=80% 
 
K=.778 

To gain insight into the 
perspectives of people 
with mild to moderate 
ID on healthy living.  

Both purposive 
sampling and snowball 
sampling were used. 
 
Participants were 
recruited from three 
regional expertise 
centres providing 
support to people with 
ID.  
 

21 adult participants 
with mild to moderate 
ID, 9 women and 12 
men. 
 
Ages ranged from 19 to 
65 years old. 
 
 

Data Collection: Semi-
structured focus 
groups. 

Data Analysis: Domain 
analysis and thematic 
analysis. 

  

Findings were organised in relation to two overarching 
themes defined by the research question. 

The first theme, perceptions of own health, included 3 sub 
themes: 

- what is healthy for you individually 
- knowledge of what is healthy/unhealthy 
- feeling healthy 

Feeling healthy was further subdivided into 4 sub themes: 

- the perception of your own health 
- happiness 
- feeling the need to do something (un)healthy 
- level of independence 

The second theme, factors experienced to relate to the 
ability to live healthy, included 5 sub themes specifically 
referencing resources in the social environment: 

- motivate or stimulate person with ID to live healthily 
- invite people with ID to live healthily 
- support or help people with ID to live healthily 
- provide information to people with ID to live 

healthily 
- monitor the lifestyles of people with ID 

The remaining sub themes included: 

- Motivation 
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- Resources in the physical environment (health  

Leser et al., 2018 ** 
 
USA 
 
CASP=75% 
 
K=.1.00 
 
 
  

To qualitatively explore 
how adults with an ID, 
those responsible for ID 
support services, 
carers and family 
members define 
‘‘health’’ for people with 
ID, as well as how they 
perceive the role of 
formal carers in 
promoting the health of 
people with ID. 
 
To understand the 
barriers to health 
promotion for people 
with ID and the ways to 
overcome these 
barriers. 
 

Both purposive and 
convenience sampling 
were used. 
 
Participants were 
recruited via e-mail and 
posters displayed by 
local disability 
organisations. 
 

48 participants in total.  
 
6 adults with an ID 
diagnosis. Mean 
age=69.3 (SD=3). 
 
10 agency 
administrators, Mean 
age=50.9 (SD=11). 
 
17 family members. 
Mean age=50.8 
(SD=14). 
 
15 DSPs Mean 
age=43.6 (SD=13). 
 
 

Data Collection: Semi-
structured focus 
groups. 
 
1 focus group with 
adults with ID. 
 
1 focus group with 
agency administrators. 
 
2 focus groups with 
family members. 
 
2 focus groups with 
DSPs. 
 
Data Analysis:  
Grounded Theory.  
 

7 themes are described: 

- What being healthy means for people with ID (with 
3 sub themes – practicing healthy behaviours, 
having autonomy and mental/emotional well-being 

- The role of DSPs in health promotion (with 3 sub 
themes – basic role, different interpretations of role 
in relation to health and providing social 
interactions) 

- Barriers to health promotion at individual level for 
person with ID (with 5 sub themes – basic 
rights/preferences, fear, interpretation of rights of 
people with ID, limited income, and limitations 
pertaining to specific disabilities) 

- Barriers to health promotion at individual level for 
DSP (with 2 sub themes – motivation and DSPs 
rights) 

- Barriers to health promotion at interpersonal level 
between DSPs and people with ID receiving 
support (with 3 sub themes – role-modelling, power 
dynamic and rewards) 

- Barriers to health promotion at organisational level 
pertaining to field of direct care (with 3 sub themes 
– turnover, unenforceable policies, and training 

- Strategies for overcoming barriers to health 
promotion (with 6 sub themes – individualised 
service plan, trainings, indirect role-modelling, 
direct role-modelling, make small changes, and 
directly teach/show healthy foods) 
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Salomon et al., 2019 * 
  
Australia 
 
CASP=65% 
 
K=.839 

This study explored 
barriers and enablers of 
healthy eating and 
physical activity, and 
the impact of ageing on 
physical activity and 
eating practices from 
the perspectives of 
older people with 
intellectual disabilities 
and their paid support 
workers.  

 

Purposive sampling 
was used. 
 
Participants with ID 
were recruited from a 
variety of carer settings 
– disability group 
homes, family, nursing 
homes and those living 
independently.  
 
Carers were recruited 
from day care or 
residential services 
providing support to 
people with mild to 
moderate ID 
diagnoses. 

14 participants in total. 
8 people with mild to 
moderate ID diagnoses 
(1 woman, 7 men), and 
6 paid carers. 
 
Participants with ID 
were 60 years old.  
 
Carers were aged 21 
years or older.  
 
 

Data Collection: Semi-
structured focus 
groups, two with people 
with ID and one for 
carers. 
 
Data Analysis: Focus 
groups were recorded, 
transcribed and 
analysed thematically 
using the predefined 
categories of barriers to 
physical activity; 
enablers of physical 
activity; barriers of 
healthy eating; and 
barriers of healthy 
eating. 

Findings were organised in relation to the identified barriers 
and facilitators of physical activity and healthy eating. 
 
4 themes were identified as barriers to physical activity by 
both people with an ID and support workers: 

- Ageing 
- Health problems 
- Environmental barriers 
- Resource-related barriers 

 
3 themes were identified as facilitators of physical activity by 
both people with an ID and support workers: 

- Incorporating physical activity into everyday 
routines 

- Having choices 
- rewards 

 
3 themes were identified as barriers to physical activity by 
support workers: 

- Lack of resources 
- Poor health literacy and message inconsistency 
- Lack of client motivation to choose healthy foods 

 
1 theme was identified as facilitator of physical activity by 
both people with an ID and support workers: 

- Visual teaching aids 
 

van Schijndel-Speet et 
al., 2014 * 
 
Netherlands 

To explore the 
preferences of older 
adults with ID for 
specific physical 

Purposive and 
opportunity sampling 
were used. 
 

40 participants with 
mild to moderate ID in 
total. 
 

Data Collection:  
Fourteen in-depth 
interviews and four 

Findings were organised in relation to the identified barriers 
and facilitators of physical activity. 
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CASP=80% 
 
K=.630 

activities, and to gain 
insight into facilitators 
and barriers to 
engaging into physical 
activity. 

Participants were 
recruited from 
attendees at 7 day 
activity centres 
provided by 3 different 
care agencies. 
 
 

The average age of 
participants who 
participated in 
individual interviews 
and focus groups was 
60.6 and 61.5 years-
old, respectively.  
 
Individual ages ranged 
between 50 and 80 
years-old. 
 
5 men and 9 women 
participated in 
individual interviews. 9 
men and 17 women 
participated in one of 
four focus groups. 
 
 

focus groups were 
undertaken.  
 
Data Analysis: 
Thematic analysis. 

 

Facilitators were grouped within 2 themes, each with sub 
themes: 

- Psychological factors (with 6 sub themes – enjoy 
activity, body feels good and flexible, relaxed and 
gives energy, good for health, useful activity and 
familiarity/routine) 

- Social and cultural factors (with 5 sub themes – 
staff/family support physical activity, pleasant 
atmosphere, activity with others, reward and status 
of activity) 

Barriers were grouped within 4 themes, each with sub 
themes: 

- Personal factors (with 6 sub themes – being tired 
quickly, physical discomfort, physical limitations, 
pain, dependence on staff and road safety) 

- Psychological factors (with 7 sub themes – dislike 
activity, fear of falling, dislike feeling tired, too 
difficult, useless activity, retirement and relaxation, 
and feeling insecure in social context) 

- Social and cultural factors (with the sub theme staff 
members inhibit physical activity) 

- Physical environment factors (with 5 sub themes – 
bad weather, transfer, money, transportation and 
lack of staff time) 

Brooker et al., 2015 * 
 
Australia 

To better understand 
how physical activity 
programs may 

Purposive sampling 
was used to recruit 
participants with an ID 

11 participants in total. 
 

Data Collection: Semi-
structured interviews.  
 

3 themes are described: 
 

- Individual factors that generally facilitated activity 
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CASP=80% 
 
K=.808 

contribute to improved 
health and social-
support outcomes for 
people with ID.  

from a supported 
employment scheme. 
 
Volunteer support 
workers at the scheme 
were recruited using 
the organisations 
networks.  
 
 

5 people with ID, 4 
women and 1 man 
aged between 30 and 
59 years old. ID 
participants lived 
independently, in 
supported 
accommodation, group 
homes or with family. 
 
6 volunteers, 5 women 
and 1 man aged 
between 20 and 39 
years old. Volunteers 
were university 
students, social 
workers or support 
workers.  
 

Two volunteers were 
interviewed together; all 
other volunteers were 
interviewed individually.  
 
Data Analysis: 
Thematic analysis. 
 
 

 

- External factors that posed barriers to participation 
- Broader normative factors that directed 

participation 
 
A key reflection arising out of the thematic analysis was that 
participants with intellectual disability and volunteers 
highlighted subtle but pervasive differences in barriers and 
facilitators to being active.  

 

Dixon-Ibarra et al., 
2016 * 
 
USA 
 
CASP=80% 
 
K=.600 

To qualitatively examine 
physical activity within 
the group home setting 
where people with an 
ID reside.   

Purposive sampling. 
Participants were 
recruited from three 
group home agencies 
in the western United 
States that provide 24 
hour support for 
residents with ID.  

 

20 participants in total. 
 
6 adults with ID, 5 men 
and 1 woman aged 
between 26 and 65 
years old. 
 
8 carers, 2 men and 6 
woman aged between 
20 and 28 years old. 
 
6 group home 
managers, 2 men and 4 

Data Collection: Semi-
structured interviews. 

Data Analysis: 
Thematic analysis. 

 

6 themes are described: 

- Nature of residents’ physical activity (with 6 sub 
themes – types of physical activity, active 
occupation, sedentary occupation, community 
options, frequency of physical activity, and 
sedentary behaviours) 

- Barriers to physical activity (with 10 sub themes – 
resident motivation, resident level of intellectual 
functioning, busy schedules, limited staff, negative 
support, resident physical limitations, resident age, 
cost, weather, staff and resident resistance to 
change) 
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woman aged between 
20 and 54 years old. 
 

- Facilitators to physical activity (with 9 sub themes – 
role modelling/positive encouragement, social 
engagement, self-determined physical activity, 
reducing negative behaviours, winning, enjoyment, 
having a house pet, health, and practice sport) 

- Personal factors (with 5 sub themes – attitudes, 
knowledge, expectations, intention, and self-
efficacy) 

- Operational factors (with 9 sub themes – daily 
operations, busy schedules, routine schedules, 
organisational priorities, self-advocating, staff 
training, staff turnover, limited staff, and job 
experience) 

- Solutions to increase physical activity (with 8 sub 
themes – resident and staff buy-in, make it fun, 
address diverse needs, self-determination, 
simplicity, engrained into the system, incentive 
program, and physical activity volunteers) 

Taliaferro & Hammond, 
2016 * 
 
USA 
 
CASP=70% 
 
K=.643 

To identify the barriers, 
facilitators, and needs 
influencing physical 
activity participation of 
adults with ID. 

 

Purposive sampling. 
Participants were 
recruited from 14 
organisations providing 
support to people with 
ID. Participants self-
selected by replying to 
recruitment letters.  

 

12 participants in total. 
 
6 adults with ID, 3 men 
and 3 women aged 
between 23 and 38 
years old. 
 
ID participants lived 
either independently, in 
a community-based 
setting or with family. 
One participated 
reported having an 

Data Collection:  A 
combination of surveys 
and semi-structured 
focus groups.  

Data Analysis: A 
directed approach to 
qualitative content 
analysis was used. 

 

Findings were organised in relation to the identified barriers 
and facilitators of physical activity. 

Facilitators were grouped within 5 themes, each with sub 
themes: 

- Individual constraints (with 4 sub themes – 
motivation and skills, reliance on others, personal 
health/safety, and time/work constraints) 

- External influences (with 3 sub themes – caregiver 
considerations, safety limitations, and imposed 
choice of activity) 
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additional physical 
disability.  
 
6 carers, Mothers of 
participants with ID, 
aged between 40 and 
70 years old. 

- Organisational barriers (with 4 sub themes – 
resource issues, information dissemination, 
policies, and ease of access) 

- Facilitators pf physical activity (with 2 sub themes – 
primary caregivers as champions of physical 
activity, and camaraderie) 

- Needs and ideals (with 3 sub themes – family 
program involvement, improved programmatic 
structure, and programmatic support) 

 
Doherty et al., 2018 * 
 
England 
 
CASP=85% 
 
K=.737 

To explore the views 
and experiences of 
adults with ID in relation 
to barriers and 
facilitators to eating 
well, living well and 
weight management. 

Purposive sampling. 
Participants were 
recruited through a self-
advocacy group for 
adults with an ID 
diagnosis. 
 

27 participants in total. 
 
19 adults (13 men, 6 
women) with an ID, 
supported by 8 carers. 
 
Age of ppl with ID 32-
57 years (of the 13 ppl 
with ID who shared 
their age). 
 

Data Collection: Semi-
structured focus groups 
facilitated by skilled 
facilitators, a 
questionnaire and 
worksheet. Each group 
was recorded and 
transcribed. 
  
Data Analysis: 
Thematic analysis. 

6 themes are described: 
 

- Caring support 
- Group support 
- Better, clearer, accessible information and training 
- Money 
- Recognition of health and weight concerns by self 

and others 
- External barriers 

 
Barriers included restricted personal finances, low/lack of 
carer knowledge and skills, lack of accessible information, 
inaccessible services and community resources, and 
societal barriers (e.g. widespread advertising of junk foods). 
 
Participants expressed frustration in relation to these 
barriers to living well, eating well and managing their weight, 
if this is what they want. 
 
Participants suggested facilitators including clear 
accessible information about healthy lifestyles, reasonable 
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adjustments to services, additional training, buddy support 
schemes and working together to improve services. 

 
Gee et al., 2020 ** 
 
New Zealand 
 
CASP=75% 
 
K=.800 
 
 

To investigate the 
experiences and 
patterns of alcohol use 
amongst individuals 
with a mild ID living in 
the community. 
 

Purposive sampling. 
Participants were 
recruited through a self-
advocacy group. 
Participants who 
identified themselves 
as consumers of 
alcohol self-selected to 
take part in the study. 
 

10 adults with ID, Mean 
age=31.6 (SD=9.6) 
ranging between 20 
and 50 years old. 

Data Collection: Semi-
structured interviews. 
 
Data analysis: Braun 
and Clarke's approach 
to thematic analysis. 
 

2 themes are described: 
 
The theme “Drinking Patterns” recognised a low level of 
alcohol consumption amongst the participants. 
 
The theme “Influences on Drinking Behaviour” demonstrated 
the importance of their social network on promoting and 
reinforcing low levels of alcohol consumption as well as the 
influence of television and advertising. 
 

Kerr et al., 2017 * 
 
Scotland 
 
CASP=75% 
 
K=.804 

To gain an 
understanding of the 
tobacco and alcohol-
related health 
promotion needs of 
adults with ID. 

Purposive sampling 
was used to recruit 
people with intellectual 
disabilities, family 
carers and health and 
social care 
professionals (HSCPs). 

33 participants in total. 
 
16 people with ID, 12 
men and 4 women, 
average age of 38 
years, ranging between 
18 and 64 years. 
 
2 family carers, 
 
15 health and social 
care professionals, 2 
men and 13 women, 
average age of 44years 
old, ranging between 
27 and 58 years. 

Data Collection: Semi-
structured focus 
groups.  

Data Analysis: Data 
was analysed based on 
framework analysis, 
with social cognitive 
theory providing the 
initial structure for 
arranging identified 
themes. 

4 themes are described: 
 

- Being like others 
- Social and emotional influences 
- Understandings, misunderstandings and learning 

from experience 
- Choices and challenges 

 
Reasons for smoking and drinking alcohol echoed those of 
the general population; however, health promotion needs 
were more complex (e.g. linked to problems with 
consequential thinking, as well as low levels of self-efficacy).  
 

* Studies that did not provide information regarding the mean age of participants or the standard deviation (SD) of the mean age. 
 
** Studies that did not provide information regarding the gender of participants.
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Strengths and Limitations of Included Studies 
 
The included studies shared a number of strengths, with all collecting data directly 
from people with an intellectual disability. Three studies employed an inclusive 
approach that ranged from consulting people with an intellectual disability on the 
research question and interview schedule (Caton et al., 2012; Doherty et al., 2018; 
Vlot-van Anrooij et al., 2020), developing information sheets and recruiting 
participants (Doherty et al., 2018; Vlot-van Anrooij et al., 2020), to the involvement of 
people with an intellectual disability as co-researchers (Vlot-van Anrooij et al., 2020).  
 

The majority of included studies did not publish information on the severity of 
participants’ intellectual disability diagnoses (Brooker et al., 2015; Caton et al., 2012; 
Dixon-Ibarra et al., 2016; Doherty et al., 2018; Gee et al., 2020; Kerr et al., 2017; 
Leser et al., 2018; Taliaferro & Hammond, 2016). Of the studies that did provide this 
information participants had received either a mild or moderate diagnosis (Kuijken et 
al., 2016; Salomon et al., 2019; van Schijndel-Speet et al., 2014; Vlot-van Anrooij et 
al., 2020). A common limitation of qualitative research with this group is that 
participation often relies on the ability to communicate in spoken or written language. 
For this reason people who have received a mild or moderate intellectual disability 
diagnosis tend to be overrepresented in the qualitative literature (Caton et al., 2012). 
It can therefore be assumed that the findings of included studies and this review 
overall are limited to people with a mild or moderate intellectual disability. 
 
To accommodate the range of participants’ communication abilities a number of 
approaches to increasing accessibility were described by several studies. Vlot van 
Anrooij et al. (2020) and Dixon-Ibarra et al. (2016) translated abstract concepts into 
concrete terms and increased the time given to participants when discussing them. A 
number of studies used pictures, videos and visual metaphors (Canon et al., 2012; 
Kerr et al., 2016; Kuijken et al., 2016). Other studies described using plain English to 
provide information and ask questions (Brooker et al., 2015; Doherty et al., 2018; 

Gee et al., 2020; Salomon et al., 2019). While reducing the complexity of the 
language used and providing additional scaffolding such as pictures is a standard 
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approach to research with this group, participants’ responses may be directed or 
limited by such scaffolding (Dixon-Ibarra et al., 2016).  
 
The type and degree of demographic and contextual information provided varied 
across the included studies, limiting the current review’s ability to discern the 
relevance of findings to a specific context or group of people with an intellectual 
disability. Situating the sample by describing salient characteristics of participants is 
an important aspect of qualitative research that supports the readers efforts to 
critically appraise study findings (Ponterotto & Grieger, 2007). A total of 290 people 
participated across the 12 studies, of which 171 were adults with an intellectual 

disability with ages ranging between 18 and 80 years old. Biological sex information 
was available for 80% of the 171 participants with an intellectual disability, with 36% 
described as female and 44% described as male. Of the 12 included studies 3 were 
conducted in the Netherlands (Kuijken et al., 2016; van Schijndel-Speet et al., 2014; 
Vlot van Anrooij et al., 2020), 3 in the United States of America (Dixon-Ibarra et al., 
2016; Leser et al., 2018; Taliaferro & Hammond, 2016), 3 in the UK (Caton et al., 
2012; Doherty et al., 2018; Kerr et al., 2017), 2 in Australia (Brooker et al., 2015; 
Salomon et al., 2016) and 1 in New Zealand (Gee et al., 2020). None of the studies 
provided information regarding participants’ ethnicity or details of any co-occurring 
physical or developmental diagnoses in addition to an intellectual disability. Only one 
study made specific reference to social deprivation (Caton et al., 2012) as a 
characteristic of the area from which participants were recruited. Participants’ socio-
economic status is an important characteristic as it correlates with reduced 
opportunities to engage in health promoting behaviours and an increased risk of 
engaging in unhealthy behaviours (Kerr et al., 2017). Though none of the included 
studies explicitly situated their samples in terms of their socio-economic status, it is 
reasonable to assume that the level of deprivation encountered by participants 
varied. 
 
Lower scores were consistently given to all but one of the included studies (Gee et 

al., 2020) in response to question 6 of the CASP tool. This question concerns the 
described reflexivity of the researcher and their potential influence on research 
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findings. Similar to a lack of information that would support situating the sample, the 
majority of included studies lacked information that would allow the reader to situate 
the respective researcher. This limits the degree to which each study could be 
critically examined (Newton et al., 2011). 
 
While some of the included studies developed interpretations based on participant 
contributions, others approached data analysis using existing theory or the research 
question as a framework to organise responses (Kerr et al., 2017; Kuijken et al., 
2016; Salomon et al., 2019; Taliaferro & Hammond, 2016). This latter approach to 
analysis introduces the risk that data supporting those theories or questions are 

over-represented while contextual, unrelated or contradicting information may be 
less represented or lost (Taliaferro & Hammond, 2016). The author considers it a 
strength of the current review that both theoretically and contextually driven 
approaches to analysis were included. 
 
The majority of included studies employed purposive or opportunity sampling. These 
approaches can increase the risk that participants hold strong views regarding the 
research question and are more motivated to engage than others (Dixon-Ibarra et 
al., 2016). Though representativeness is not a goal of qualitative research it is 
important to hold in mind that findings cannot be generalised to the intellectual 
disability population. Instead, the included studies and this review are intended to 
inform discussions and approaches taken to support people with an intellectual 
disability to live healthier lives where they choose to do so. 
 
 
Analytic Review Strategy 

 
The 12 included studies were analysed using meta-ethnography, an interpretative 
approach to qualitative synthesis (Sattar et al, 2021). A specific concern with 
qualitative syntheses is the potential for the voice of the original participants, and the 

explanatory context they provide, to become buried beneath layers of interpretation 
(Atkins et al., 2008). The analytic process of meta-ethnography takes explicit steps 
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to preserve primary data (Atkins et.al., 2008). Compared to other forms of qualitative 
synthesis, meta-ethnography can provide both greater detail regarding the analytic 
process to aid critical appraisal, and a higher order and novel conceptualisation of 
the phenomenon being studied (Cahill et al., 2018).  
 
There are concerns that meta-ethnography may not be suitable when systematic 
searches return large numbers of relevant studies (Campbell et al., 2012). The 
current reviews systematic search returned 12 papers, well within the recommended 
range for conducting a meta-ethnographic review. Meta-ethnography can also be 
used to integrate findings from a variety of qualitative methods and philosophical 

positions (Sattar et al., 2021). The 12 included studies employed 5 separate 
methods of data analysis, making meta-ethnography an appropriate method of 
synthesis. 
 
A criticism of health promotion interventions offered to people with an intellectual 
disability is that they often lack a theoretical basis (Kuijken et al., 2020). Existing 
health promotion theories were developed in relation to and for the general 
population (Laverack, 2017). It is not known how well these theories apply to the 
lives of people with an intellectual disability (Willems et al., 2017). Meta-ethnography, 
given its analytical rather than descriptive outputs, is often used to support theory 
development (Sattar et al., 2021). The current review, with its focus on the 
experiences of people with an intellectual disability as they try to live healthier lives, 
may provide useful insights to support theory development specific to their context 
and priorities. For these reasons a meta-ethnographic approach was thought most 
appropriate. 
 
To ensure best practice this review followed the guidance for conducting a meta-
ethnographic synthesis described by Sattar et al. (2021) which provided further detail 
for completing the 7 stages originally outlined by Noblit and Hare (1988). Each of the 
7 stages are described fully in Appendix 1.3. An excerpt from stage 4, determining 

how the studies are related, is included in Appendix 1.7 to demonstrate how 
individual studies were analysed and compared. The order of synthesis was 
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determined based on both the focal aspect of healthy living studies and the CASP 
quality rating of papers. The included studies varied in which aspect of healthy living 
they focused on. For the purpose of the analysis studies were first grouped based on 
their focus (e.g. healthy lifestyle in general, or physical activity, healthy diet, stopping 
smoking or reducing alcohol specifically). The analysis began with the highest quality 
papers focused on healthy lifestyle (5 papers), followed by physical activity (4 
papers), healthy eating (1 paper), and tobacco and alcohol use (2 papers). This 
approach prioritised findings from studies categorised as higher quality while 
preserving findings from studies that also met criteria for inclusion and were 
categorised as lower quality. No studies were excluded based on their quality rating. 

 
Data was extracted verbatim from the results and discussions sections of each study 
using the table advised by Sattar and colleagues (see Appendix 1.4 for an example). 
The table was used to separate the contributions of participants, the interpretations 
made by the authors and the themes they corresponded to. Included studies were 
translated into one another by comparing primary and secondary concepts between 
papers, checking for commonalities or divergence and grouping them accordingly. 
Groupings were reviewed and translated into one another to form themes.  Aspects 
of the included studies that appeared to disagree were explored. This led to a 
reciprocal synthesis that generated new themes accounting for the disagreements 
between studies. Finally, a line of argument synthesis was constructed to illustrate 
how each of the themes that emerged from the reciprocal synthesis are related. 
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Findings 
 
Table 1.4 Summary of Superordinate and Subordinate Themes, Cross-Referenced 
to Related Studies 

Superordinate and subordinate theme Included studies 
 
1 2 3 4 5 6 7 8 9 10 11 12 

1. In the moment experiences of 
health-related choices: 

            

1a. How I feel 
 

● ● ●  ● ● ● ● ● ● ● ● 

1b. Who I’m with 
 

● ● ● ●    ● ●  ● ● 

1c. Accessibility 
 

● ● ●  ● ●  ● ● ●  ● 

 
2. Factors shaping the environment 
where health-related choices are 
made: 

            

2a. Carers don’t know what they 
should do 

● 
 

●  ● ●  ● ●   ●  

2b. If people with an intellectual 
disability don’t feel like being 
healthy, that’s their choice 

   ● 
 

● 
 

  ● 
 

● 
 

 ● 
 

 

2c. What people with an 
intellectual disability are told 
about health 

 
 

● 
 

● 
 

● 
 

● 
 

● 
 

● 
 

 ● 
 

 ● 
 

● 
 

 
Table 1.4 legend: ● Denotes a study that contributed to the adjacent theme. Studies 
are represented by the following numbers: 1. Vlot van Anrooij et al., 2020; 2. Caton 
et al., 2012; 3. Kuijken et al., 2016; 4. Leser et al., 2018; 5. Salomon et al., 2019; 6. 
Van Schijndel-Speet et al., 2014; 7. Brooker et al., 2015; 8. Dixon-Ibarra et al., 2017; 
9. Taliaferro & Hammond, 2016; 10. Doherty et al., 2018; 11. Kerr et al., 2016; 12. 
Gee et al., 2020. Studies are numbered based on the order of synthesis. 
 
Using a meta-ethnographic approach to qualitative synthesis, this study aimed to 
explore the experiences of people with an intellectual disability as they try to live 

healthier lives. Following a systematic literature search, 12 studies were identified. 
Analysis resulted in the development of two interpretative themes, each containing 3 
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sub-themes, summarised in table 1.4. Theme 1, ‘In the moment experiences of 
health-related choices’, details the impact of current or preferred subjective 
experiences on whether people with an intellectual disability chose health promoting 
or unhealthy behaviours. Theme 2, ‘Factors shaping the environment where health 
choices are made’, highlights the proximal and distal contextual factors that can 
enhance, direct, or limit health-related choices. 
 
Theme 1. In the moment experiences of health-related choices 
 
Theme 1 presents an insider perspective of people with an intellectual disability as 

they attempt to live healthier lives. Each included study highlighted the influence of 
intrapersonal, interpersonal, and environmental factors on decisions to engage in 
health promoting or unhealthy behaviours.  
 
1a. How I feel 
 
Across 11 studies participants described how they were more likely to engage in 
activities that were of their choosing (Vlot van Anrooij et al., 2020), “fun” (Talieferro & 
Hammond, 2016, p.126), provided “social rewards” (Salomon et al., 2019, p.5) or 
contributed to their sense of self-efficacy (Dixon-Ibarra et al., 2017). 
 

“…people were more likely to exercise if they had freedom to choose where 
and when to undertake activities.” (Salomon et al., 2019, p.5) 

 
Participant: “I keep the neighbourhood clean. I sweep and I pick up rubbish.”  
Interviewer: “Do you like to do that?” 
Participant: “Nahh like it ... that’s not the word. I just want to keep it clean!” 
Interviewer: “That’s a nice task.” 
Participant: “Yeah, the oldies like it. They like that I keep their neighbourhood 
clean.” (van Schijndel-Speet et.al., 2014, p.180) 
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“Residents discussed how they enjoyed physical activity because it was fun. 
They liked to receive medals, win, travel, practice their sport and be healthy.” 
(Dixon-Ibarra et al., 2017, p.6) 

 
While medium and long-term health benefits were described, the majority of 
participant quotes suggested these benefits were secondary motivators, and 
sometimes incidental. Instead, what motivated choices were the pleasant emotions 
and sensations experienced. This was true of both health promoting and unhealthy 
behaviours. 
 

“I inhale deep into my lungs when I smoke...I think deep inhalation tastes 
better.” (Kuijken et.al., 2016, p.235) 
 
“Much better [to exercise] with friends”; “[I like exercising] because we do it 
together.” (Salomon et al., 2019, p.5) 

 
Efforts to avoid or control unpleasant experiences were described where participants 
anticipated that a health-related activity could result in discomfort, pain or injury. 
 

‘‘When I get tired, I quit the activity.’’ (van Schijndel-Speet et al., 2014, p.181) 
 

“I used to play cricket and soccer, or play rugby league, but the years went on 
and it [exercise] just slowly slipped away.” (Salomon et al., 2019, p.3) 
 
“Many adults with ID indicated that certain sports or team activities looked like 
fun, but a fear of injury, health limitations, or uncertainty of health 
considerations prevented them from participating…” (Talieferro & Hammond, 
2016, p.124) 

 
Perceived self-limitations, could also cause participants to feel emotionally unsafe. In 

such cases, participants described concerns that they lacked the skills required for 
an activity, or that unfavourable social comparisons would be made. 



 43 
 

 
‘‘I really would like to cycle again, but I am afraid to fall. And I don’t want to 
cycle on a stupid tricycle.’’ (van Schijndel-Speet et al., 2014, p.181) 

 
While the motivation to avoid or control unpleasant states was consistent, the 
context varied and influenced whether the selected behaviour was a move towards 
or away from a healthy lifestyle.  
 

“That’s a known fact ... passive smoking is worse for the person that’s 
breathing it in [from] the person that’s dain [doing] the smoking.” (Kerr et al., 

2016, p.7) 
 
“… a couple [of friends] said to me ‘You’re a coward if you don’t take a drink’.” 
(Kerr et al., 2016, p.5) 

 
Similarly, regulating stress, distress or boredom were described as both reasons for 
and against activities that contributed to a healthier lifestyle. 
 

“…some sort of stressful situation that participants were living in took 
precedence over any move towards prioritising healthy living.” (Caton et al., 
2012, p.255) 

 
“Like I go for a walk if I get a bit cranky and irritable…” (Brooker et al., 2015, 
p.39) 

 
“Smoking just gives you something to do when you’re bored.” (Kerr et al., 
2016, p.6) 
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1b. Who I’m with 
 
A total of 8 studies described the influence exerted by the behaviours of others on 
participants efforts to live healthier lives. At times this influence was intentional and 
towards health promotion. 
 

“What worked for us was a very much hands-on [approach]. We 
brought…packets of sugar in and then we had the choice of [two different 
types of breakfast cereal]…and read the “how many sugars in this?” [section] 
and we filled the cups up with sugar…” (Salomon et al., 2019, p. 7) 

 
At other times, the behaviours of others set an unintentional and inconsistent 
example. In some cases, the impact was health promoting. 
 

“They don't drink much. I mean my brother used to drink, but he doesn't drink 
that much…and my sister doesn't really drink at all.” (Gee et al., 2020, p.4) 

 
In others, a carers poor health or death served as a cautionary tale, encouraging 
participants to make healthier choices.  
 

“I didn't drink for a long time because, I don't normally tell a lot of people, and 
because my {family member} died of alcohol poisoning.” (Gee et al., 2020, 
p.4) 
 

Alternatively, a desire to be like friends or carers, regardless of the impact on health, 
encouraged unhealthy behaviours. 
 

“There appeared to be a strong desire in some people with intellectual 
disabilities to mimic the behaviours of their non-disabled counterparts, and in 
some cases, this meant adopting behaviours such as binge drinking.” (Kerr et 

al., 2016, p.5) 
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The actions of others could also present inconsistent or unclear messaging about 
healthy behaviours.  
 

“Sometimes they [carers] bring their lunches from home or they go out and go 
get something from a restaurant and then bring it back here.” (Leser et al., 
2018, p.48) 

 
Carers also played a role in reducing the difficulties participants encountered when 
trying to live healthier lives. The relational safety participants derived from familiar 
carers could be just as important as the functional support they offered. 

 
“…adults with (intellectual disability) repeatedly indicated that they received 
and required support from the caregiver to find (physical activity) 
opportunities, arrange for their participation, transport them, and provide 
support during the activity…” (Taliaferro & Hammond, 2016, p.127)  
 
‘‘It’s pretty hard for the clients to make any connections with staff because 
most people only stay there like three months… Some of the clients in their 
40s/50s have been through multiple or hundreds of staff’’ (Dixon-Ibarra et al., 
2017, p.4) 
 

1c. Accessibility  
 
In 9 studies participants described necessary and desired resources for living 
healthier lives, both at home and in the community.  
 

“…being able to, for example, cook for yourself or eat at home because of 
good at-home catering…positively influences how healthy they feel… Living 
close to your work or the swimming pool, so that you can walk or cycle, is 
highly appreciated by the participants.” (Kuijken et al., 2016, pp.236-237) 
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“Participants cited the need for better, clearer and more accessible healthy 
lifestyle information.” (Doherty et al., 2018, p.8) 

 
In each case, challenges accessing those resources were described.  
 

“An overarching theme of frustration emerged…over barriers including 
restrictions to personal incomes, difficulties obtaining consistent caring 
support, inaccessible activities and services, external barriers and a lack of 
clear and accessible information on how to eat well and live well and why this 
was important.” (Doherty et.al., 2018, pp.9-10) 

 
Limited financial and related resources further restricted participants’ access.  
 

“…transportation entailed costs that most of the older adults could not afford. 
Lack of money sometimes forced older adults to stop an activity they 
enjoyed...” (van Schijndel-Speet et al., 2014, p.181) 
 

In addition, people with an intellectual disability framed carers as a collective 
environmental, and sometimes scarce resource.  
 

“You have to be patient. Staff members never have time to walk with you, to 
go outside. They always write and sit in their office.” (van Schijndel-Speet et 
al., 2014, p.181) 
 
“Sometimes (carers) don’t want to take you nowhere.” (Leser et.al., 2018, 
p.48) 

 
“…participants referred to organisational and external issues impacting upon 
the opportunity they had to engage in healthy lifestyle choices. These 
included that staff change their shifts a lot…limited staff cooking skills…” 

(Caton et al., 2012, p.254) 
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Theme 2. Factors shaping the environment where health-related choices are 
made 

 
Though the focus of this review is on people with an intellectual disability, their 
experiences were significantly affected by and connected to the experiences of 
carers. Theme 2 summarises an outsider perspective held by carers, and how it 
influenced participants efforts to live healthier lives. 
 
2a. Carers don’t know what they should do 

 

In 7 studies carers were described as “time poor” (Salomon et al., 2019, p.5), under 
resourced, insufficiently trained and lacking clear direction concerning how best to 
support participants to live healthier lives. 
 

“…staff were unable to describe types of activities that certain residents (i.e., 
those with a physical disability or who were ageing) could be doing and did 
not know how much the residents should be pursuing.” (Dixon-Ibarra et al., 
2017, p.6) 

 
“They’re in my office daily saying, ‘‘I wish I could help her. I wish I could 
convince her. I wish I could get him to make these different choices. I don’t 
know how.’’ (Leser et al., 2018, p.50) 

 
Carers perceived multiple duties within their role. However, where and when health 
promotion should and could be incorporated was not clear.  
 

“In general, participants viewed the basic responsibility of (carers) as keeping 
those they support…safe…” (Leser et.al., 2018, p.44) 
 
“Your job is to provide them with information, education, show them some 

things that can help them...” (Leser et al., 2018, p.45) 
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“…priorities…included getting the residents involved in the community, 
providing social opportunities, having relaxation time, and addressing doctor 
orders.” (Dixon-Ibarra et al., 2017, p.7) 

 
Even when opportunities to support healthier lifestyles were clear, carers highlighted 
how limited financial, logistical and organisational resources reduced the feasibility of 
doing so.  
 

“…they are on a fixed income, which definitely takes away their ability to eat a 
balanced diet.” (Leser et al., 2018, p.46) 

 
“Participants also felt that carers…required training so they could better 
support people with intellectual disabilities to eat well, live well and manage 
their weight.” (Doherty et.al., 2018, p.8) 
 
“Limited human and educational resources were highlighted as a barrier to 
providing healthy eating support.” (Salomon et al., 2019, p.5) 

 
Carers often described feeling that they were responsible for “activating” (Vlot van 
Anrooij et al., 2020, p.6) participants health behaviours without the means or 
knowledge to do so. 
 

“…sometimes clients were provided with incorrect information about healthy 
eating by staff…” (Salomon et.al., 2019, p.6) 
 
“So that’s the concern for me. It’s that what we are modelling and dictating, 
we have way too much power to not regulate this better, but I don’t know 
how…” (Leser et al., 2018, p.49) 

 
These factors tended to combine in ways that left some carers feeling there were 

contradicting expectations of their role - a perceived trilemma between promoting 
health, preventing harm, or protecting rights.  
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“Some participants thought that (carers) should actively make choices for the 
person they support, while others thought that making healthy or unhealthy 
behavioural choices should be left to the person…” (Leser et al., 2018, p.44) 

 
When a person with an intellectual disability chose to engage in unhealthy 
behaviours, some carers expressed a fear that they would be in the wrong 
regardless of what they did. 
 

“If you are even borderline taking somebody’s rights away, you are on the 

abuser registry...” (Leser et al., 2018, p.46) 
 
2b. If people with an intellectual disability don’t feel like being healthy, that’s 
their choice 

 
The authors of 5 studies described how the trilemma was sometimes resolved by 
prioritising autonomy or risk reduction.  
 

“Several comments were made by participants with (intellectual disability) 
concerning what they were and were not allowed to do or participate in as told 
by their (carer) or doctors...” (Taliaferro & Hammond, 2016, p.125) 
 
“Several participants noted that (carers) may want to help people make 
healthy choices, but that, ultimately, the choice to make healthy decisions has 
to be left to the person...” (Leser et al, 2018, p.48) 

 
The perspective of carers, due to the limited resources at their disposal and their 
own efforts to make sense of how health promotion factored into their role, 
influenced how this choice was rationalised. 
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“…carers appear to have a limited awareness of potential barriers to lifestyle 
changes…they more readily identify intrapersonal barriers…than 
interpersonal and external barriers to change.” (Caton et.al., 2012, p.256) 
 
“Support workers…described factors such as poor concentration and 
challenging behaviours as negatively impacting the person’s ability to take 
part in physical activity.” (Salomon et.al., 2019, p.4) 
 
“The most described barrier to physical activity…was the residents’ lack of 
motivation. (Carers) believed that residents would rather be inactive.” (Dixon-

Ibarra et.al., 2017, p.5) 
 
Carers’ ability to promote health was further affected by inconsistent approaches to 
behaviour support. 
 

“Inadequate staffing ratios and lack of education contributed to support 
workers using “junk” food to contain or de-escalate challenging behaviours.” 
(Salomon et.al., 2019, p.6) 

 
“I think that a lot of times in the field, in general, that people tend to offer 
things like soda or fast food as a reward or to appease people.” (Leser et.al., 
2018, p.49) 

 
2c. What people with an intellectual disability are told about health 
 
Across 9 studies authors differed in their interpretations of the health knowledge held 
by participants. While some asserted that responses indicated a good understanding 
of health, health behaviours and their associated outcomes, others thought 
responses lacked depth. 
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“…mentioned by many participants was their ability to distinguish between 
healthy and unhealthy behaviours and then making a choice to moderate 
unhealthy behaviour.” (Caton et.al., 2012, p.254) 

 
Across studies the quality and depth of health knowledge held by participants 
appeared to be comparable and suggested that received health information may not 
have been fully understood or retained. 

 
“Beer is bad for your health, isn’t it?...It kills you.” (Caton et al., 2012, p.253) 
 

“…participants talked about the benefits…of eating and drinking healthily. 
Often these benefits were couched in vague terms of being “good for you.” 
(Caton et al., 2012, p.252) 
 
“…findings demonstrate that many people with intellectual disabilities have a 
superficial understanding of the health-related consequences of smoking and 
drinking excessively...” (Kerr et.al., 2016, p.11) 

 
Between studies, participants concern for their safety during physical activity and 
meal preparation was contrasted by a lack of concern regarding the consequences 
of drinking alcohol. 
 

“I get asthma ... [so] I stopped walking to work.” (Salomon et.al., 2019, p.4) 
 

“I need some supervision…because of the stove, I wanted to make tea one 
time...I was checking if the stove was on and then I burnt myself...” (Kuijken 
et.al., 2016, p.236) 
 
“While they freely discussed the social side of drinking and the short-term 
consequences of drinking excessively, little was said or apparently 

understood… about the medium and long-term health-related consequences 
of drinking too much.” (Kerr et.al., 2016, p.9) 
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It was noted in several studies that health knowledge and associated intentions did 
not equate to health promoting action. 
 

“…when they have to translate these concepts into behaviours, they face 
several difficulties…merely knowing what is (un)healthy is not sufficient to be 
able to live healthily.” (Kuijken et.al., 2016, pp.238) 
 

Combined, the studies suggest a distinction between participants general knowledge 
about health and knowledge of how to apply it to living healthier lives.   

 
“… the point is you must either get an appetizer or a dessert, so you get 
sufficient nutrients.” (Kuijken et al., 2016, p.232) 
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Discussion 
 
This study employed a meta-ethnographic approach to qualitative literature 
synthesis. The aim was to explore how people with and intellectual disability 
experience trying to live healthier lives. A systematic search identified 12 studies, 
analysis of which led to the development of two interpretative themes. These themes 
summarised a reciprocal synthesis of an insider perspective held by participants with 
an intellectual disability, and an outsider perspective held by their carers regarding 
efforts to live and promote healthier lives. In this section the interactions between 
these perspectives, and how they facilitate or impede efforts to live healthier lives, 

are described within a line of argument synthesis (Sattar et al., 2021). 
 
Line of Argument Synthesis 

 
A key finding of this review is that health benefits were often not at the forefront of 
participants’ minds when making health-related choices. Instead, their decisions 
were based on how they expected to feel (emotionally and/or physically), which itself 
depended on the nature of the choice and the interpersonal and environmental 
context in which it was made.  
 
Behavioural research is clear that people who adopt and maintain healthy 
behaviours do so because those behaviours have become habitual (Wood & Neal, 
2016). Habits form when a behaviour is consistently rewarded. This review indicates 
that what people with an intellectual disability find most rewarding about healthy 
behaviours include opportunities to experience social and intrinsic rewards. 
 
How people with an intellectual disability felt was closely related to who they were 
with. The included studies presented two ways in which others, typically carers, 
could influence the efforts of participants to live healthier lives. Intentional promotion 
of healthier choices tended to present options in concrete, explicit terms by 

integrating them into normal daily choices. These intentional efforts were often 
described to be successful in their aim. Alternatively, actions that were not intended 
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to, but nevertheless influenced participants health-related choices, could move them 
both towards and away from a healthier lifestyle. This appeared to have a secondary 
consequence of presenting participants with an unclear, and even contradictory 
picture of what a healthier lifestyle meant in the context of their daily life. Crucially, 
whether either form of influence led to choices that were consistent with healthier 
lives depended on how they affected the in the moment subjective experiences of 
participants. Participants also described how the accessibility of resources for living 
healthier lives, including the availability of carers, affected how they felt. The more 
accessible resources were, or the easier it was for participants to be independent, 
the less likely they were to perceive unpleasant self-limitations. Conversely, the more 

barriers they encountered, in physical, social, or emotional terms, the more likely 
participants were to experience discomfort or distress.  
 
Where accessibility was a consistent problem, participants were more likely to avoid 
the associated activities and the unpleasant sensations that accompanied failed 
attempts. This is consistent with the literature describing learned helplessness, a 
self-regulation strategy that may be used when a person perceives no control over 
an unpleasant consequence that is likely to occur (Winterflood & Climie, 2020). A 
consistent experience of unpleasant outcomes beyond a person’s control can 
understandably reduce their motivation to engage in the associated behaviours 
(Mohanty et al., 2015). In turn, this can result in a negative cycle of reducing 
motivation, low mood and low self-efficacy (Winterflood & Climie, 2020). In relation to 
a healthier lifestyle, the included studies described a range of accessibility barriers 
concerning financial, tangible and social resources. 
 
How carers understood their role in promoting health, and how they made sense of 
health-related choices, influenced the support they offered. None of the included 
studies identified a clear definition of a healthy lifestyle that had been provided to 
carers. Similarly, no studies described efforts by care providers to define health, a 
healthy lifestyle or how to support the individual with an intellectual disability to 

achieve and maintain health in their daily life. In the absence of such guidance 
carers developed their own definitions for health that informed their efforts to 



 55 
 

promote it. However, these definitions often lacked coherence, leading to 
inconsistent and sometimes contradictory attempts to support participants to live 
healthier lives.  
 
Combined with a perception of competing responsibilities, insufficient resources and 
an unresolvable trilemma, carers appeared to express a similar helplessness. This 
was expressed through their identification of a lack of motivation among participants 
with an intellectual disability. However, carers were less likely to be aware of the 
systemic factors that created barriers between participants and the resources 
required to live healthier lives. Instead, they were more likely to explain to a lack of 

success by referring to intrapersonal participant characteristics. These included low 
motivation, a preference for unhealthy behaviours, or the cognitive limitations 
described by the intellectual disability diagnosis.  
 
The included studies were remarkably similar, with the synthesis highlighting only 
one area of difference. This was focused on the health knowledge held by people 
with an intellectual disability. While some studies inferred a good understanding of 
health, health behaviours and their associated outcomes, others thought participants’ 
responses lacked depth. The reciprocal synthesis based on the included studies 
suggests that participants’ health knowledge may be fragmented, lacking an 
underlying coherence that would allow it to be applied flexibly and across contexts. 
This was noticeable in the information and concerns people with an ID held about 
their safety during physical activity and meal preparation compared to a lack of 
concern regarding the consequences of drinking alcohol or smoking tobacco. It may 
be that the inconsistent understanding of, and approach towards health by carers is 
reflected in the fragmented health knowledge demonstrated by participants. 
Participant quotes and primary author interpretations point to unpleasant subjective 
experiences due, at least in part, to incomplete health relevant information held by 
participants and their carers. This included confusion, frustration and reduced self-
efficacy that in turn affected the intentions and motivation of both groups to pursue 

health promotion.  
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Clinical Implications 
 
This synthesis suggests that medium and long-term health benefits appear to be 
substantially less motivating than short-term experiential and social rewards. This 
study recommends that efforts to support people with an intellectual disability to live 
healthier lives are developed in collaboration and at an individual level. For example, 
rather than concentrating on how levels of physical activity can be increased in 
isolation, a more successful approach may be to focus on how increasing access to 
pleasant and personally meaningful activities could increase levels of physical 
activity as a natural consequence.  

 
A second recommendation is that health promotion efforts should be both accessible 
and meaningful in relation to the daily lives of people with an intellectual disability. 
Based on the included studies, efforts to support healthier lives tended to be more 
accessible when health-related information was paired with choices participants 
would encounter during their daily routines. Such approaches are more likely to be 
accessible and serve to make health information concrete and explicit (Salomon et 
al., 2019). There is also less likely to be an issue with accessing necessary 
resources that could trigger unpleasant self-judgements. It is recommended that 
health promotion and disease prevention efforts are presented in this manner rather 
than through didactic or programmatic approaches. 
 
Carers tend to form the majority of social contacts for people with an intellectual 
disability, and all people’s behaviours are influenced to a greater or lesser extent by 
their social environment (Lapinksi et al., 2014). The high turnover of care staff in 
formal care settings in which most people with an intellectual disability reside (Leser 
et al., 2018), combined with the lack of a single definition of a healthy lifestyle or 
guidance on how to promote it, may create significant inconsistency and uncertainty 
regarding what health is within these environments. Inconsistency and uncertainty 
are unpleasant states that may create the conditions for learned helplessness and 

resulting low self-efficacy and low motivation for both groups in relation to living 
healthier lives. It is therefore recommended that organisations responsible for the 
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support of adults with an intellectual disability develop a coherent definition of a 
healthy lifestyle and guidance for its consistent incorporation into participants daily 
lives at an individual level. A final recommendation is that this definition and 
directions for its use are presented to carers and the people with intellectual 
disabilities they support at the same time.  
 
Research Implications 

 
A strength of the present review is the systematic approach to the development of 
the research question and search terms employed in the literature search. An 

additional strength is the development of a synthesis that provides an interpretative 
window on the perspective of people with an intellectual disability towards living 
healthier lives. The synthesis offers new insight on the challenging issue of 
promoting health among this population, including suggestions for how to approach 
problems such as a perceived lack of motivation. Further, by directing efforts towards 
redressing inconsistencies and barriers at interpersonal and organisational levels it is 
thought that healthier behaviours may emerge as a natural consequence of 
increased opportunities to live personally meaningful and more fulfilling lives.  
 
This study suggests that people with an intellectual disability may benefit more from 
experiential exposure to health-related information compared to didactic education 
programmes. Future research could test this assertion by critically evaluating the 
hypothesis that efforts to support people with an intellectual disability to live healthier 
lives will be more successful if focused on increasing opportunities to engage in 
personally meaningful activities that pair healthy options with social and intrinsic 
rewards. 
 
Though this review focused solely on behaviours related to physical health, health is 
a broader concept that includes social, emotional, and spiritual well-being (Eriksson 
& Lindström, 2008). Any approach to a healthier lifestyle will benefit from research 

that seeks to develop a coherent definition of what such a lifestyle entails. Such a 
definition would need to account for the unique intersection of intrapersonal, 
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interpersonal, community and organisational factors that define the contexts in which 
people with an intellectual disability often live (Pérez-Wilson et al., 2020).  
 
Limitations 

 
The following limitations apply to the present review. Of the 12 included studies, 9 
focused on physical activity, either alone or in combination with a healthy diet. 
Consequently, the findings from this study may be more applicable to physical 
activity as a component of a healthy lifestyle than they are to diet, smoking 
cessation, or reduced alcohol consumption. 

 
The present review only considered studies published in English. People with an 
intellectual disability are estimated to account for approximately 2% of the global 
population. There may be significantly more literature concerning this topic in other 
languages that were not included in this study. In addition, the included studies were 
conducted in solely westernised societies where intellectual disability services are a 
dominant approach to meeting the needs of this community. In other societies 
alternative approaches to both supporting people with an intellectual disability and 
promoting their health may exist. Findings from this review are therefore only 
applicable to western societies.  
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Introduction 

 
Research Aim and Significance 

 
This study aims to explore the lived experience of an Annual Health Check (AHC) 
from the perspective of people with an intellectual disability. Approximately 1.5 
million people currently living in the United Kingdom (UK) have received an 
intellectual disability diagnosis (Office of National Statistics, 2018). People who 
receive the diagnosis perform significantly lower than average on cognitive 
assessments due to atypical neurological development during childhood (Hatton et 

al., 2017). The diagnosis describes the effect of this development in terms of 
difficulty with communication, understanding new or complicated information, 
learning new skills, coping independently, and maintaining a stable routine while 
managing the demands of daily life (Sheehan et al., 2018). 
 
People who receive an ID diagnosis are 58 times more likely to die before the age of 
50, and 4 times more likely to die from a preventable cause compared to the general 
population (Walmsley, 2011). Unequal access to preventative and timely healthcare 
has been identified as a contributing factor to these health disparities and early 
deaths (Edwards et al., 2018). In 2008 NHS England launched the Annual Health 
Check, an incentivised program to encourage General Practitioners (GPs) to offer 
regular preventative health screening to their intellectually disabled patients (Panca 
et al., 2019). Research has since demonstrated the AHC’s effectiveness in 
identifying unmet health needs and undetected, potentially fatal conditions 
(McConkey et al., 2015); increasing the knowledge held by health professionals and 
carers about the health needs of intellectually disabled patients (Robertson et al., 
2014); and promoting awareness of healthier lifestyles among this group and their 
carers (Sheehan et al., 2018). Healthier lifestyle behaviours in turn reduce the risk of 
experiencing mental health difficulties for people with an intellectual disability 
(Teychenne et al., 2020). 
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Despite these benefits AHCs reach just over half (57.8% as of April 2020) of the 
intellectual disability population in England (NHS Digital, 2021). It is still not clear 
whether people with an intellectual disability actively choose not to attend AHCs, and 
if so the reasons for that choice. Further research is needed to understand how this 
group experiences the AHC process that may highlight both personal and inter-
personal barriers to inclusion and participation (Chapman et al., 2018). 
 
Review of Existing Literature 
 
Walmsley (2011) interviewed a non-random selection of GPs who had begun 

providing AHCs. The project also surveyed members of a self-advocacy group on 
their experiences of their GP surgery and health appointments, including one 
member’s reflective account of a recent AHC. The importance of courtesy, good 
communication and the attitudes of staff were highlighted. The reflective account 
noted that the appointment had not differed from a routine appointment, raising 
questions about its quality and effectiveness. The GPs apparent positive view of their 
practice, “we treat (patients with an intellectual disability) the same as everyone 
else”, was thought strange by the person with an intellectual disability (Walmsley, 
2011, p.164). Their account went on to highlight the need to treat people with this 
diagnosis differently and fairly because “Being treated the same as everyone else 
often means that we are excluded” (Walmsley, 2011, p.164). 
 
Chauhan et al. (2012), in a report for the Department of Health, presented combined 
findings from three studies. In one study semi-structured interviews were completed 
with 32 people with an intellectual disability and carer dyads to discern the 
acceptability of AHCs. Overall, people with the diagnosis and their carers described 
positive views of the AHC but did not always understand the difference between 
AHCs and standard appointments. Non-engagement was not a common theme, but 
poor uptake of AHCs was related to difficulty making or attending appointments. 
These included communication difficulties at the practice, service and individual 

level. Continuity of the healthcare professional conducting the AHC was consistently 
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reported as important to both the person with an intellectual disability and their 
carers.  
 
Tyson et al. (2016) surveyed carers and people with an intellectual disability who had 
or had not attended an AHC in the past year. Their aim was to discover what led to 
the reported low uptake, and the level of carer satisfaction regarding those that had 
been attended. Reasons for not attending included behaviours that challenge, a 
carers own health, lack of support, travelling distance, and the health of the person 
with an intellectual disability being perceived as good enough not to need an AHC. 
 

Chapman et al. (2018) asked whether health consultations for people with an ID met 
expectations. Their aim was to explore the benefits and disadvantages of the AHC. 
Employing a narrative literature review the authors found that the AHC correlated 
with improvements in health outcomes. However, attendance was found to be low 
(approximately 50%) and provision was not countrywide. The importance of patient 
satisfaction in tackling health inequalities, and the shortcomings of current methods 
to measure satisfaction were highlighted. Interpretative methods were recommended 
for future research to capture the perspective of the person with an intellectual 
disability that may highlight ways to improve their experience of health consultations. 
 
Rationale and Research Question 

 
There are three main limitations of the previous literature. The first is that the 
majority did not explore in detail the experience of an AHC from the perspective of 
the person with an intellectual disability. Second, while previous research has 
described how the attitudes of people with an intellectual disability towards health 
appointments are strongly influenced by previous experiences, satisfaction 
measures currently used in primary care are not designed to capture their views 
(Chapman et al., 2018). Third, each previous study highlighted the importance of the 
interaction between health professionals, the person with an intellectual disability 

and their carer. When surveyed GPs often describe their own lack of knowledge in 
how to interact with and treat people with an intellectual disability (Walmsley, 2011). 
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None of the previous studies investigated in detail how people with an intellectual 
disability wished to be treated during AHCs, or the aspects of the process that were 
unsatisfying.  
 
The result of these limitations is that we currently have little insight regarding the 
expectations and attitudes people with an intellectual disability hold towards the 
AHC, or how this affects their choice to attend. This study therefore aims to answer 
the question “what are the lived experiences of people with an intellectual disability 
diagnosis who go through the AHC process?”  
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Methodology 
 
Research Design 

 
Interpretative Phenomenological Analysis (IPA) is a qualitative approach that aims to 
provide a detailed description of subjective experience and how the experiencer 
makes sense of a specific event (Smith & Osborn, 2015). It is distinct from other 
qualitative methods that seek to fit individual experiences within a pre-existing 
theoretical understanding, or develop new theories based on participant accounts 
(Smith & Osborn, 2015). This difference results from the methods phenomenological, 

hermeneutic and ideographic basis. IPA is phenomenological, focusing on unique 
experiences; hermeneutic in attending to how participants make sense of and 
incorporate experience into existing systems of meaning; and ideographic through 
the depth of analysis and exploration of this integration to produce a description of 
how the experience is understood by the participant (Smith et al., 2009).  
 
IPA was considered the best method to answer the study’s research question for the 
following reasons. The question focuses on the experience of the AHC process for 
people with an intellectual disability. The necessity and challenge of including people 
with an intellectual disability in research about their lives is well recognised (Carey & 
Griffiths, 2017). A common criticism of qualitative research with this group is the use 
of proxy accounts in combination with or instead of the person with an intellectual 
disability (Tomlinson & Hewitt, 2018). Inclusive research seeks to engage people 
with an intellectual disability so that they are not just the subject. The aim is instead 
to address issues that are important to people with an intellectual disability, in ways 
that improve their lives and increases their voice within the literature (Hollomotz, 
2018). IPA is inherently inclusive, focusing on and giving priority to the experience of 
the experiencer in ways that cannot be provided by proxies (Tomlinson & Hewitt, 
2018). IPA further enhances its inclusivity by asking participants to critique the 
interpretative results of a study in terms of how well it represents their experience 

(Beail & Williams, 2014). 
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Conducting qualitative research with the intellectual disability population can present 
challenges related to the impairments the diagnosis describes. They include the 
heterogeneity of the population, difficulties communicating their lived experience, 
and an increased risk of acquiescence or responses motivated by social desirability 
(Beail & Williams, 2014; Hollomotz, 2018). IPA is less concerned with the 
homogeneity of the sample and more with the homogeneity of the phenomenon of 
interest, and the ability of participants to describe their experience of it (Beail & 
Williams, 2014). IPA places responsibility for effective communication onto the 
researcher. It is their job to create the conditions and be guided by participants as 
they freely describe their experiences (Smith et al., 2009). This helps to reduce the 

likelihood that participants will feel the need to give ‘the right answer’ (Hollomotz, 
2018). 
 
A further consideration is that those who choose to conduct research with people 
with an intellectual disability tend to have familiarity with and pre-existing views of 
their experiences (Corby et al, 2015). IPA accounts for this through awareness of the 
double hermeneutic, that the researcher is making sense of the sense made by 
participants (Smith et al., 2009). The process by which the researcher makes sense 
of participants descriptions, in addition to the researcher’s context and pre-existing 
biases, are made explicit in the description of the study’s methods and findings 
(Tomlinson & Hewitt, 2018). This aids the reader in distinguishing the voices of 
participants from the voice of the researcher. 
 
Participants  
 
Sampling 

 
The study used a non-probability purposive sampling design to recruit participants 
based on the inclusion and exclusion criteria detailed in table 2.1. UK based private 
and charitable organisations offering support to people with an ID were approached 

to promote the study and recruit participants. 
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Inclusion and Exclusion Criteria 
 
Table 2.1 Inclusion and exclusion criteria 

Criteria Inclusion Exclusion 

Age 18 years and older Younger than 18 years 
old 

ID Diagnosis  Eligibility for and 
experience of attending 
Annual Health Checks for 
people with an intellectual 
disability diagnosis 

Persons without an 
intellectual disability 
diagnosis 
 
Persons who have not 
attended an Annual 
Health Check 

Mode of participation Able to communicate 
using sentences or short 
phrases 

Unable to communicate 
verbally 

Medium of participation Access to and ability to 
correspond (with or 
without support) using 
letters, e-mail or video or 
telephone calls 

Without access to or 
ability to engage through 
written or digital mediums 
of communication 

 
Adults who had received an intellectual disability diagnosis, had experience of 
receiving an AHC, were able to communicate verbally and had access to video or 
telephone communication were included in the study. This last inclusion criteria was 
needed in response to the COVID-19 pandemic to reduce the risk to participants and 
researcher presented by face-to-face interviews.  It is acknowledged that this may 
have presented additional barriers to participation and is discussed in the limitations 
section of this study. 
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Sample Size and Participant Characteristics  
 
Novice IPA researchers are advised to recruit between 6-10 participants (Smith et 
al., 2009). IPA also requires the researcher and participants to explore their 
experience to a sufficient level of psychological depth (Smith et al., 1999). For this 
reason and based on recommendations for the use of IPA with this population, the 
study aimed to recruit a minimum of 10 participants (Beail & Williams, 2014).  
 
In total 12 participants were recruited to the study. Table 2.2 outlines the 
pseudonyms given to each participant (and carer if present) for the purpose of 

anonymity. Additional information (where participants chose to give such detail) on 
age, ethnicity, additional developmental and health diagnoses, living arrangements, 
and level of support received is included in table 2.2. This information is provided to 
support the reader to situate the sample. The level of daily support a person with an 
intellectual disability receives can be used to infer their functional independence 
skills, with greater support tending to be required where fewer skills are possessed 
(King et al., 2017). This was considered an important characteristic as the level of 
functional independence (specifically skills that facilitate the use of communication 
technology, coordinating transport and general self-organisation) would likely affect 
the type and quality of experiences participants were exposed to during the AHC 
process. In addition to an intellectual disability, the presence of a developmental or 
physical condition can exacerbate difficulties related to cognition and 
communication, as well as add further challenges in terms of information processing 
and interacting with others (Wullink et al., 2009).  
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Table 2.2 Participant pseudonym and demographic information 
 

Pseudonym Age Gender Ethnicity Location Living 
Arrangements 

Additional Diagnoses and Support Arrangements 

Scott 29 Male White 
British 

North England Lives alone in own 
home 

Scott had also received an ASD diagnosis. He received set hours of support 3 
times a week. Scott’s interview was arranged at his request to coincide with his 
support hours and one of his support workers was present during the interview. 

Carla  33 Female White 
British 

Midlands 
England 

Lives alone in own 
home 

Carla had also received an ASD diagnosis. She received regular support from 
family. Carla was supported during the interview by her Mother. This included 
help to communicate, recall details, and use the technology required to hold a 
video call. 

Robert 52 Male White 
British 

Midlands 
England 

Lives in a 
supported living 
setting 

Robert described having hearing difficulties in both ears. He was offered 
regular support each day. Robert was supported during the interview by a 
member of his support team, Mary, to communicate, recall details, and use the 
technology required to hold a video call.  

Rose 63 Female White 
British 

Midlands 
England 

Lives alone in own 
home 

Rose described muscle weakness in her arm and leg down one side of her 
body due to polio. She received no regular support. Rose requested to have 
Denise, a volunteer facilitator of a self-advocacy group, present during her 
interview in order to access and use the technology required to hold a video 
call. 

Louise  34 Female White 
British 

Midlands 
England 

Lives alone in own 
home 

Louise had also received an ASD diagnosis. She received set hours of support 
during the week. Louise requested to have Denise, a volunteer facilitator of a 
self-advocacy group, present during her interview in order to access and use 
the technology required to hold a video call. 
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Mihran 47 Male British 
Asian 

Midlands 
England 

Lives alone in own 
home 

Mihran received regular support from family. He was supported to engage with 
his interview by Jean, a self-advocacy group facilitator. This support included 
meeting before the interview, reviewing the interview schedule, and thinking 
about how he might answer these questions.  

Ivaan 30 Male British 
Asian 

Midlands 
England 

Lives alone in own 
home 

Ivaan had also received cerebral palsy and epilepsy diagnoses. He received 
regular support from family. Ivaan was supported to engage with his interview 
by Jean, a self-advocacy group facilitator. This support included meeting 
before the interview, reviewing the interview schedule, and thinking about how 

he might answer these questions.  

Jude 47 Female White 
British 

South Wales Lives alone in own 
home 

Jude had no regular support arrangements and engaged independently with 
her interview. 

Anna 36 Female White 
British 

Midlands 
England 

Lives in a 
supported living 
setting 

Anna had received ASD and CFS diagnoses. Anna can request support from 
accommodation staff and contracts a second care company to provide set 
hours of support during the week. Anna was joined by Marta, a carer employed 
by the second company. 

Helen 47 Female White 
British 

Midlands 
England 

Lives in a 
residential care 
setting 

Helen received regular support each day. She was supported during the 
interview by Vicky, her keyworker, to communicate, recall details, and use the 
technology required to hold a video call.  

David 64 Male White 
British 

North England Lives alone in own 
home 

David had received a diagnosis of epilepsy and received regular support from 
family. He engaged independently with his interview. 

Teri 49 Female White 
British 

South England Lives in a 
residential care 

setting 

Teri had received a diagnosis of cerebral palsy. She had access to support 
throughout the day. Teri engaged independently with her interview. 
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Materials 
 
An invitation to participate letter (Appendix 2.1), participant information sheet (PIS, 
Appendix 2.2) and informed consent form (Appendix 2.3) were developed prior to 
recruitment and in consultation with an Expert Reference Group (ERG). The group 
was comprised of people with an intellectual disability who were experienced in 
advising an NHS Trust on the accessibility of their services and published 
information. Members of this group were not recruited to the study. The PIS was 
developed to provide potential participants with accessible information about the 
study. Three versions of the PIS were developed, one using accessible text with 

corresponding pictures (Appendix 2.2.1); one using only the accessible text 
(Appendix 2.2.2); and a third using the standard language of the PIS template 
provided by Coventry University Ethics (Appendix 2.2.3). The consent form was 
designed in reference to the PIS to ensure that potential participants understood 
what taking part would involve. Study materials were also reviewed for accessibility 
by a Speech and Language Therapist (SaLT) with experience assessing the 
communication skills of people with an intellectual disability and ensuring information 
was accessible to them. The completed materials were reviewed by a second ERG 
who were not participants in the study. They were satisfied with the presentation and 
accessibility of the materials. 
 
A semi-structured interview guide was developed (Appendix 2.4) in collaboration with 
the research supervision team. The guide was structured using a view of the AHC as 
a process, with stages that people with an intellectual disability must go through. 
These were understood to be 1) being invited to and arranging their AHC, 2) 
preparation for and arrival at their GP surgery on the day of the appointment, 3) the 
AHC appointment, and 4) related events that happened after the AHC. The design of 
the interview guide, and the data collection and analysis stages of the study were 
also informed by recommendations for IPA research with the intellectual disability 
population made by Rose et al. (2019). While IPA interview guides tend to be short, 

using a few open ended and non-leading questions, people with an intellectual 
disability may struggle to recount their experience in the required depth without 
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additional structure (Hollomotz, 2018). Additional prompts were included to ensure a 
fuller exploration of participant experiences while taking care not to lead responses.  
 
A debrief letter was also developed (Appendix 2.5) using the same wording and 
images from the relevant sections of the PIS. It included thanking participants for 
their contributions and repeated the information they needed to know should they 
wish to contact the researcher or withdraw from the study. To support recruitment 
through social media and digital platforms a poster and video were also developed 
based on the invitation letter.  
 

The readability of all study materials was assessed using Flesch Reading Ease 
(Flesch, 1948) and Flesch-Kincaid grade level scores (Thomas et al., 1975). Both 
are widely used measures of a document’s accessibility, and Flesch Reading Ease is 
considered a good proxy for ease of understanding when questions are read aloud 
(Thompson et al., 2016) (see Appendix 2.6 for accessibility scores).  
 
Recruitment Procedure 

 
Though several avenues were explored to recruit participants (including the use of 
social media and advertising on the websites of agencies who provide support to and 
campaign on behalf of people with an intellectual disability) successful recruitment 
only occurred through self-advocacy organisations.  
 
This study was conducted during the COVID-19 pandemic. Following the first UK 
national lockdown in response to the pandemic and the suspension of in person 
services, many self-advocacy groups moved regular meetings and social events 
online. Co-ordinators for online groups were contacted and informed about the study. 
They were provided with copies of the accessible invitation letter and participant 
information document. If they felt it appropriate, they were asked to share this 
information with group members. If the group was interested the researcher was 

invited to an online meeting to talk about the research.  
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Via these groups potential participants were shown a brief accessible video 
describing the study and were able to ask the researcher questions. Those who were 
interested in taking part were asked to let their group organiser know. The group 
organiser then shared their contact details with the researcher. The researcher 
contacted potential participants (via post, e-mail or telephone depending on their 
preference) and provided them with a copy of the accessible participant information 
sheet and encouraged them to discuss the study with a trusted other. Potential 
participants were given time outside of contact with the researcher to read and 
discuss the participant information sheet and consent form. Potential participants 
who wanted to take part completed the consent form and were provided with a 

further opportunity to ask questions. Between October 2020 and January 2021, the 
researcher met with six self-advocacy groups, presenting the study to a total of 66 
attendees. Of these, 35 people with an intellectual disability expressed initial interest, 
with 12 returning an informed consent form and completing an interview. 
 
Interview Procedure 

 
A suitable time and date were arranged with each participant. Before the interview 
began participants were offered another opportunity to review the PIS, to ask 
questions and were reminded of their right to withdraw. Interviews were conducted 
using the interview guide and were video and audio recorded using Microsoft Teams. 
As each stage of the AHC process was discussed the researcher summarised and 
checked their understanding with the participant. Where necessary, clarification was 
sought to ensure that the researchers understanding accurately matched the 
participants’ experience. Once the interview was completed the participant was given 
time to ask questions, provided with a copy of the debrief letter and thanked for their 
participation. Participants were also asked if they would be happy to be contacted for 
comment on the results of the study. Their preference was noted on the consent 
form.  
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Data Analysis 
 
Each interview was transcribed verbatim, with the names of people and places 
changed to preserve participant anonymity. Following transcription, the recordings 
were deleted. The transcripts were then analysed in the manner outlined by Smith 
et.al. (2009). Individual transcripts were read repeatedly to develop a line-by-line 
familiarity of what happened and how. Sections of text that indicated they referred to 
something important to the participant were highlighted and an initial interpretation 
was made. Where participants were supported by a carer caution was taken to base 
interpretations only on the participants own words. These interpretations provided 

the basis for themes. These steps were repeated for each participant and 
commonalities across transcripts provided the basis for shared themes and 
superordinate groupings.  
 
Coding, emerging themes and final themes were discussed with the research 
supervisor. In line with Rose et al.’s (2019) recommendations, each theme was 
supported by quotes from at least 6 of the 12 participants. A full list of supporting 
quotes for each theme can be found in Appendix 2.7. To confirm that these findings 
faithfully represented the experiences of participants an accessible summary of the 
results was shared with those who gave consent for the researcher to contact them 
for this purpose (Appendix 2.8). 
 
Ethics 
 
Ethical approval for this study was received from Coventry University Ethics 
(Appendix 2.9). It was conducted in line with the British Psychological Society Codes 
of Ethics (2018) and Research Ethics (2014). Additional consideration was given to 
the design of study materials to ensure they were accessible, and participants had 
access to the information necessary to make an informed decision regarding 
participation. In keeping with the principles of inclusive research both ERG groups 

were asked to comment on the focus and nature of the research question. All 



 85 
 

members of both groups agreed that AHCs were important to them and that the 
current study aimed to answer questions that could lead to improvements.   
 
Researcher’s Position 

 
Though the goal of qualitative research is to faithfully represent the voices of 
participants, it is the researcher who asks the questions, analyses their contributions, 
and presents the results (Nind, 2008). The interpretative double hermeneutic of IPA 
requires bringing awareness to the identity of the researcher and their pre-
understandings so that they do not unknowingly bias study results (Smith et al., 

2009).  
 
Bracketing is a process by which the researcher identifies and describes their pre-
existing assumptions of the phenomenon of interest (Rose et al., 2019). Before 
interviewing participants, the researcher completed a bracketing interview. The 
interview was supported by a clinical supervisor with experience working with people 
with an intellectual disability. The researcher had also maintained a reflective log 
since the initial design stages of the study. Excerpts from the log were used as a 
guide for the bracketing interview, beginning with a full description of the researchers 
experience of the AHCs.  
 
Previously, as an Assistant Psychologist, the researcher had supported GPs while 
they provided AHCs to adults with an intellectual disability. In developing the study, 
the researcher had also reviewed existing literature regarding AHCs and more 
general experiences with healthcare, and the associated views of people with an 
intellectual disability and their carers. Combined, these had left the researcher with 
two main assumptions. The first was that primary care professionals offering AHCs 
were more likely to be poor communication partners for people with an intellectual 
disability. Second, these poor communication experiences would be a significant 
factor in any dissatisfaction expressed by participants. 
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Results 

 
Table 2.3 – Superordinate and subordinate themes 
Superordinate Themes Subordinate Themes 

Theme 1: “It’s good for me” “It helps you knowing you’ve been kept healthy” 
“I have someone with me to help me”  

Theme 2: “That doctor does his 

job, but they treat you as a person” 
“The people what do it, they care”  
“You want the doctor to actually know the person” 

Theme 3: “I think doctors should be 

a bit more understanding with 
disabilities” 

“Haven’t you looked at my records?” 
“You’ve got to have something to back you up, to 
help you” 

 
Analysis of the experiences ‘voiced’ by 12 people with an intellectual disability 
describing their Annual Health Check (AHC) resulted in three superordinate themes 
and six subordinate themes (see Table 2.3). Each superordinate theme was 
supported by quotes from all 12 participants. Table 2.4 (below) illustrates the 
variation in the representation of each participant’s account within the developed 
themes and sub-themes. 
 
Table 2.4: Superordinate and subordinate themes cross-referenced to participants 

 Theme 1 Theme 2 Theme 3 
Participant  Sub-theme 1 Sub-theme 2 Sub-theme 1 Sub-theme 1 Sub-theme 1 Sub-theme 2 

Scott  ●  ● ● ● 

Carla  ● ● ● ● ● ● 

Robert ● ● ●    

Rose ● ● ● ● ● ● 

Louise  ● ●  ●   

Mihran ● ● ●  ● ● 

Ivaan ● ●  ● ● ● 

Jude ● ● ● ●  ● 

Anna ● ● ● ● ●  

Helen ● ● ●    

David ● ● ●   ● 

Teri ● ● ●  ● ● 
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To support a critical evaluation of these results an excerpt from one participant’s 
transcript detailing how the analysis progressed through the descriptive, linguistic 
and conceptual stages is provided in Appendix 2.10. An excerpt of how theme 2 was 
developed from individual participant quotes is provided in Appendix 2.11. Additional 
supporting quotes for each theme are included in Appendix 2.7. 
 
Theme 1: “It’s good for me” 

 
All 12 participants described how they viewed the AHC as beneficial and supportive 
of their desire to “keep healthy” (Jude, line 103). Theme 1 summarises how 

participants both understood that the AHC was meant to help them stay healthy and 
attended with personal health-related goals in mind. As such, participants held 
expectations that influenced their experience. The first sub-theme illustrates how 
they were aware of their greater susceptibility to poorer physical health, and how the 
meaning of being “kept healthy” (David, line 181) could differ. The second sub-theme 
illustrates how participants also identified a need for extra support to access services 
meant to help them stay healthy. 
 
“It helps you knowing you’ve been kept healthy” 
 
Participants voiced their awareness of, and at times concern about, the health 
disparities people with an intellectual disability face. As Jude put it: “we need it done 
(the AHC) because people with a learning disability die young…and I don’t wanna 
die just yet” (line 99-100). When describing what he thought was good about the 
AHC Ivaan replied “because otherwise…I mean you wouldn’t know what kind of 
health problems you have” (line 243-244). Responses like these were interpreted as 
an indication that participants were aware of their greater susceptibility to ill health 
compared to the general population, and that they may not recognise the signs of ill 
health without the help that the AHC was meant to provide. 
 

Some participants also expressed anxiety that due to the COVID-19 pandemic, the 
normal physical checks had not been performed during their most recent AHC: 
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“I suppose because they (health professionals) rang me over the phone and 
then…they were obviously asking me the normal questions…but then they, 
they couldn't do the routine blood test and anything else that they should have 
been doing....it might’ve been better to have one even though they said I 
didn't need one, just in case” (Louise, line 45-52) 
 

Louise’s use of the word “should” was echoed by other participants. This suggested 
that alongside the AHC being viewed as a source of help to stay healthy, participants 
had also developed ideas about how that help should look and feel. When asked 

what kept her going each year Louise explained “I suppose it’s, I keep going 
because it’s a chance if they find anything, if there’s anything going on that they (the 
health professionals) can’t see, then they can find it can’t they” (line 776-777). 
 
The AHCs were also viewed as an important opportunity for participants and their 
doctors to monitor existing health conditions. For example, Jude explained “I'm, sort 
of borderline diabetic, not diabetic just yet, I’m getting there slowly, so like, I’ve gotta 
be careful” (line 87-88), adding that because of this her doctors “definitely keep an 
eye on me” (line 97). These and other participants descriptions suggest that for 
some the physical examinations during the AHC could be more important than the 
questions they are asked. For these participants it seemed that they attended their 
AHC with the aim of being reassured that they had not developed a new health 
condition, or that an existing condition had not worsened.  
 
For other participants the AHC seemed to be less about avoiding worsening health 
and more an opportunity to receive support to stay healthy: 
 

“Oh I think they’re good!...I think it helps people. It helps you knowing you 
have been kept fit, healthy, and it helps them (primary care staff) to know 
what they’ve done is right, and they’re trying to keep you healthy…even if you 

don’t go all the time but you go for that, it helps.” (David, line 179-183) 
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Based on these experiences it appeared that people with an intellectual disability are 
aware of their need for an AHC and expect their physical health to be checked 
regularly. What’s more, they appear to have expectations about how the AHCs 
should be conducted in order for them to be helpful. What appears to differ are the 
functions those expectations serve. Some participants were motivated by a desire to 
be reassured that they were not ill, or that if they were it would be detected early. For 
others, it was about ensuring that their existing health conditions were well monitored 
and prevented from worsening. In both cases the physical checks appeared to be an 
important marker of their AHCs quality. For the remaining participants the AHCs 
supported their efforts to maintain good physical health. 

 
“I have someone with me to help me” 

 
Each participant described practical challenges they encountered when accessing 
health services, as well as receiving help from a carer or family member to overcome 
them. When asked what made the difference between a good and a bad AHC 
several participants talked about how their appointment was made: 
 

Mihran: “…sometimes they (primary care staff) make appointments on the 
telephone rather than send a letter…on the telephone is more difficult 
because we have to check the calendars and things like that.” 
Interviewer: “So for you being invited by letter is easier?” 
Mihran: “Well, rather than telephone, yes….I think once upon a time it was, it 
was letter. But, it has increasingly been on the telephone actually.” 
Interviewer: “And they ask to speak to you?” 
Mihran: “Um, most of the time, but sometimes my Mum gets it.” 
Interviewer: “So they call, you said that's not as easy for you?” 
Mihran: “Well, um, ooh, alright, I have to admit something, I don’t have too 
much telephone skill so my Mum does it for me most of the time.” 
Interviewer: “ If it's by phone, how do you feel about that?” 

Mihran: “Well I don’t know, it might be better by letter actually.” (Mihran, line 
285-303) 
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Mihran’s preference for a letter was shared by other participants, and may suggest a 
desire to be able to manage this stage of the AHC process more independently: 
 

“…it's more better when I've got somebody with me than on my own because 
it's a bit difficult sometimes….I like having help if I can. But sometimes I want 
to do some things on my own, if I can. And then sometimes, if I can't, I want 
somebody.” (Rose, line 383-388) 

 
Each participant’s descriptions suggested that people with an intellectual disability 

encounter difficulty from the outset of the AHC process, and that such difficulty can 
trigger feelings of stress, reduced independence, and embarrassment: 
 

“Well, if you’re on your own and you’re doing it, if you’ve got stuff like that 
(appointments) you could forget. And that means that, that’s wasted, then 
when you realise you know you’re gonna feel a right fool you might say. But if 
you’ve got back up you’ve got someone to give you a little nudge, you know, 
to say something, and it could help you.” (David, line 329-332) 

 
Managing the demands of communication was another area where problems could 
arise: 
 

Interviewer: “…what's that like Robert to have to have someone there to help 
you to talk with the doctor and to help the doctor talk to you?” 
Robert: “Uh, if I say something then me ask the staff to help me to talk about 
it, to the doctor, and the staff tell them.…In case…say hard words…For me 
(points to self) hard words.” 
Carer: “When Robert is saying hard words he means he finds it very hard to 
get the right words to express himself.” 
Robert: “Yes.” (Robert, line 115-134) 
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In addition to these practical challenges simply being in the GP surgery, with its 
connections to illness and injury, could be a source of difficulty: 
 

Interviewer: “And having someone go with you, does that make it easier or 
harder?” 
Scott: “Easier.” 
Interviewer: “How does it make it easier?”  
Scott: “Um, just with someone I trust. It's emotional support.” 
Interviewer: “What kind of emotions show up for you?” 
Scott: “Anxiety mostly. I can get very anxious very quickly, and then I start 

panicking, like crazy.” (Scott, line 285-291) 
 
Participants appeared to be very aware of potential barriers at each stage of the 
AHC process, the nature of the challenges presented, and the need for additional 
support to overcome them. Participants’ descriptions also suggested that they would 
have preferred greater independence in how they engaged with the AHC process. 
Far from reducing barriers to accessing healthcare, the way people with an 
intellectual disability were being asked to participate in the AHC seemed to make it 
harder.  
 
Theme 2: “That doctor does his job, but they treat you as a person” 

 
All 12 participants described the central importance of their interactions with primary 
care staff in determining the quality of their AHC. Theme 2 summarises how the 
experience of feeling “valued” (Anna, line 66) and cared for by primary care staff 
resulted in participants also feeling satisfied with their AHC experience. The first sub-
theme illustrates how what appeared to matter most was being treated respectfully 
as an individual. The second sub-theme communicates how knowing and being 
known by primary care staff gave participants confidence that they would be treated 
respectfully and that their AHC would be done properly.  
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“The people what do it, they care” 
 
Being able to “have a bit of fun” (David, line 61) with primary care staff seemed to be 
important to some participants: 
 

“Well, if you go in and you sit there and you get tense, by the time you’ve 
gone in you’re tense, the person what’s doing it’s tense, and they’re not 
learning, not getting anything, in a way, because the both of you are tense. 
But if you go in there and have a bit of fun, or have a joke, you know what I 
mean, a laugh, it puts them at ease, you put yourself at ease and you just get 

on with what they want to do without thinking of it.” (David, line 59-63) 
 
Many participants identified helpful ways primary care staff had behaved towards 
them. Helen talked about the nurses who took her blood sample, “they have a chat 
with me first before they start to do it…they’re good to chat with, it’s just reassuring” 
(line 405-406). Teri shared an example where primary care staff had visited her at 
home: 
 

“…in my other house the doctor, the nurse came round to my other house, 
and knocked on my door, says “it’s due, your health check. We’re coming 
here to do it.” And that made me feel relieved, I didn’t have to sit in the 
surgery.” (Teri, line 654-659) 

 
Robert had noticed a difference between two doctors and how they accommodated 
his hearing impairment and his efforts to compensate by attending to facial 
expressions: 
 

Interviewer: “What is it about the lady doctor that you would rather have?” 
Robert: “Nice to listen to them…And face to face.” 
Interviewer: “And the man doctor, does he not always…” (interrupted) 

Robert: “Sometimes…he's…writing and talking.” 
Interviewer: “Which means that you can't see his face?”  
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Robert: “No, not really. Only the lady do it, and lady finish talking and then 
write it down.” (Robert, line 703-715) 

 
When asked what it was like to talk to those delivering her AHC Carla described how 
she felt the appointment “should” be done: 
 

“…she fit the questions around me. Which is what you should do.  
Because I know you've got a checklist, but you need…to think "ok, that will 
apply to her". And she does, she asked me questions...that wasn't on the 
checklist which was good…She fit the questions around me.” (Carla, line 894-

910) 
 
While participants’ examples of being respected as an individual varied, they all 
involved some form of inter-personal connection with primary care staff. For some, 
like David, being treated “as a person” (David, line 558) meant receiving and 
engaging with their attempts to “have a bit of fun” (David, line 61). This in turn helped 
him to feel more at ease, and he believed it did the same for those delivering his 
AHC. For others, like Teri and Robert, it seemed to be about their needs being 
noticed and accommodated in a way that could reduce the challenges around the 
AHC. And for participants like Carla it meant conducting the AHC in a way that made 
it feel “relevant” (Carla, line 280) to their health needs. What seemed to be shared 
across participants’ examples was a recognition of them as people with individual 
human needs, and a willingness from primary care staff to acknowledge and meet 
those needs. 
 
“You want the doctor to actually know the person” 
 
Many examples of how participants were made to feel respected also seemed to 
involve familiar and preferred primary care staff: 
 

“…I know her (the doctor), I've had her before…and she's quite nice with me. 
If I'm on my own, if I take my coat off she'll help me, and stuff, she’s really 
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good. Some of the other doctors they don't help me at all like she does.” 
(Rose, line 154-156) 

 
When asked what made an AHC a good experience participants often mentioned 
their familiarity with the primary care staff involved: 
 

Ivaan: “…you see the same nurse all the time, and she, the nurse 
understands all the background information and the health check…that has 
been back in the past and that, it’s unbelievable.” 
Interviewer: “And how do you feel that it's the same nurse and the nurse 

knows your history?” 
Ivaan: “Yeah, I feel great because, she knows me so well…” (Ivaan, line 173-
178) 

 
Knowing the health professional may also have given some participants the 
confidence to make requests so that their health checks were more specific to their 
individual needs: 
 

“Well, with the nurse I tell her…look in my ears…I like that done. In the 
past…they hadn't done it. That's why, one year…I couldn't hear out of 
both…It was terrible. I didn't like it and I don't want it to get as bad as that.” 
(Rose, line 748-768) 

 
Familiarity also seemed to help reduce some of the difficulties participants 
encountered. Anna explained that during the first national lockdown she had been 
unable to arrange to see her own doctor for her AHC:  
 

“I only managed to get to have the annual check with my own doctor because 
I happened to have an appointment with the nurse and I told her what’s been 
going on and she said “Don’t worry, I’ll sort it”. And I managed to have a video 

meeting with my own GP, without any problems.” (Anna, line 138-140) 
 



 95 
 

It seems evident from participants’ comments that their experiences of the AHC 
would be more positive if they were carried out by doctors and nurses that they 
already know. Familiarity seemed to provide reassurance and a sense of confidence 
that the AHC would be a worthwhile experience. This makes sense given what was 
learned in the previous sub-theme that developing a sense of trust in practitioners is 
an important part of the health check process for people with an intellectual disability.  
 
Theme 3: “I think doctors should be a bit more understanding with disabilities” 
 
Here, 9 participants described how interactions characterised by a lack of 

understanding of diagnoses and related needs could contribute to an unsatisfactory 
AHC experience. Theme 3 explores participants annoyance, frustration, and 
dissatisfaction when the actions of primary care staff suggested they were unaware 
of the need for, or unwilling to make, reasonable adjustments. The first sub-theme 
summarises the frustration, annoyance, and sometimes disbelief experienced by 
participants when such a lack of understanding occurred. The second sub-theme 
articulates how, in addition to the need for help to access health services, people 
with an intellectual disability also felt the need for support to ensure that they and 
their goals were treated with respect by primary care staff. 
 
“Haven’t they looked at my records?”  

 
While familiarity seemed to provide reassurance, a lack of consistency in who 
participants saw seemed to be connected in their mind with a lack of knowledge 
regarding their health history: 
 

Ivaan: “…in every single health check it’s a different doctor…it’s strange for 
me (laughs) it’s really strange for me….because…it’s the same nurse but 
different doctors….”  
Interviewer: “And when it's strange are there certain feelings that come up for 

you?” 
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Ivaan: “Yeah. By looking at the doctor, I mean (sharp exhale) looking at the 
information on the computer, getting the background, uh, about yourself.” 
Interviewer: So are you describing that when you go in and see this new 
doctor they're looking at the screen and they're trying to find out your history 
while you're there? 
Ivaan: “Yeah, (nodding) That's all they do. That's all they do. But they do…like 
I said, ask questions about you around health which is so much positive. And I 
ask questions and answers anyway. But…you know, my mother and me just 
sit there and…wait until the doctor’s finished.” (Ivaan, line 194-210) 

 

Experiencing a lack of respect from primary care staff was often voiced by 
participants in terms of poor awareness of their individual health needs and that the 
AHC was not being performed properly: 
 

Carla: “I showed it (a period tracking app on my phone) to the lady 
Doctor…she was interested, but the man Doctor wasn't.” 
Interviewer: “So you tried to show it to him?”  
Carla: “Yeah. I told him that I had this new app, that I record everything on. 
But he just didn't care….So I could've had something wrong with my vagina 
and he wouldn't care.”  
Interviewer: “Is that how it came across? Like he didn't care?”  
Carla: “Yeah.” 
Interviewer: “And what was that like for you?” 
Carla: “Annoyed. Because I could have had a problem down there and he 
wouldn't have given two flying toss” (Carla, line 937-950) 

 
It is rare for people with an intellectual disability to describe their experiences using 
words like exclusion or discrimination. Instead, they tend to use words and terms 
such as ‘unfair’, ‘not right’, or ‘it shouldn’t be like that’ (Llewellyn et al., 2015). 
Participants mentioned different strategies, such as the Health Action Plan, that had 

been developed to support primary care staff to make reasonable adjustments for 
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their patients with an intellectual disability. Some participants felt such strategies 
were ignored by primary care staff: 
 

“I've got…an annual check…folder to write in when I go to appointments as 
well… because I have no help to take me to doctors or dentist or anything, 
and I don't take it with me because they (primary care staff) won't write in it 
and they should!” (Rose, line 229-232) 

 
Most participants gave examples of primary care staff behaviour that seemed to 
demonstrate a lack of understanding regarding their diagnoses and associated 

needs. Some expressed surprise at this lack of awareness given how much 
information they had access to: 
 

Rose: “Well, they've got on their records, they've got it down that we've got 
problems, what we've got and stuff. Well, one doctor I went to I said "Oh, 
haven't you looked at my records?" and he said "Oh no, I like people to talk to 
me". 
Interviewer: “What do you think of that?” 
Rose: “I thought, (shakes head) not good enough I thought.” 
Interviewer: “Not good enough because they have all this information about 
you….And it tells them what you find hard and what things they can do that 
make things easier. But sometimes they don't read it?” 
Rose: “No, you just have to keep telling them!” 
Interviewer: “What's that like for you?” 
Rose: “I thought "Oh, I've got to do this again. Oh no, not again!" (She sighs) 
It's just annoying!” (Rose, line 286-301) 
 

Participants in this study had also encountered difficulty due to a lack of awareness 
concerning their visual or hearing impairments. For example Robert used hearing 
aids in both ears and described the need to speak “face to face” (line 610) to health 

professionals to be able to communicate with them. During the first national 
lockdown Robert had an experience where this need was not met. Despite 
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explaining that for him “it’s better on video call” (line 467) his AHC was conducted via 
phone call. For Robert this was “not good enough” (line 427).  
 
Other participants described how the actions of some primary care staff felt like 
attempts to dictate how they should live their lives:  
 

Teri: “I try to eat sensibly you know. I keep an eye, on different bits, you 
know.” 
Interviewer: “Does that come up in your health check?” 
Teri: “Well they offer me the dietician. And I say no because the last time I 

had a dietician it was very uncomfortable. She made me feel very 
uncomfortable in the room….I’d be in the room and she would dictate to me 
what I’ve got to do. And I would say to her “Look I’m not here for you to dictate 
to, you can advise me on what to do”. I found her very, very patronizing.” 
(Teri, line 143-152) 

 
Most participants expressed how a lack of familiarity detracted from the perceived 
quality of their AHC and the confidence they derived from it. Based on these and 
similar quotes participants seemed to be surprised and frustrated by how unaware or 
unwilling to make reasonable adjustments primary care staff could be. This left 
participants feeling ignored, unimportant, and at times discriminated against. In some 
cases, participants’ perception of primary care staff’s disrespect seemed to extend 
beyond their need for reasonable adjustments, broaching on a lack of respect for 
their individual human right to choose. When participants had these types of 
experiences, they left feeling dissatisfied, concerned that they had not received the 
right treatment and unable to achieve their health goals as a result. 
 
“You’ve got to have something to back you up, to help you”  
 
In response to these types of experiences it was common for participants to attend 

with a “back up plan” (Ivaan, line 730) facilitated by a carer or a family member. For 
each participant who described needing and benefiting from such ‘back up’, it 
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ultimately seemed to be about improving the accessibility of their AHC appointment. 
Importantly, this was about reducing both the cognitive and emotional demands of 
the process: 

 
Rose: “So it's just in case if I need some back up or anything, yeah.” 
Interviewer: “So when you say, if you need some back up, what might you 
need back up on?” 
Rose: “Well, like, if, something went wrong, or, if I wasn’t happy, or if I wanted 
help...” (Rose, line 826-829) 

 

However, having ‘back up’ did not guarantee a satisfying experience. At times it 
could result in the person with an intellectual disability feeling even more excluded 
and disempowered: 
 

Carla: “Uh, it's like, he doesn't know that I'm there. I look at my Mum because 
I don't know what to say. That's when I look at my Mum so she can help me 
with questions.” 
Interviewer: “So if we were doing this interview, and if I was asking your Mum 
all the questions, what would that be like for you?” 
Carla: “Really annoying.” (Carla, line 527-531) 

 
Difficulty could arise where the source of ‘back up’ had their own goals that may or 
may not include those of the participant. For example, Mihran mentioned how his 
mother “actually gets more excited about my health check than I do” (line 702). It 
seemed, based on his descriptions, that he sometimes felt forgotten during his AHC:  
 

“Sometimes…the doctor and nurse talk to my mother…rather than me…. And 
my mother is so chatty then that it can go on for a few minutes, and 
sometimes it’s really annoying (laughing)….And then sometimes they say 
“Oh”, yes, yes, we’re talking about you! The doctor will say” (Mihran, line 61-

70).  
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When asked what he thought about this he replied: “Sometimes I say, “here we go 
again”, other times I go “oh, no, I just, I just listen to them chatting because I can’t do 
anything” (line 97-98). Other participants seemed to hold in mind a similar risk that 
having ‘back up’ could increase the chances of feeling overlooked or ignored solely 
on the basis of their intellectual disability diagnosis: 
 

“I say to them “Please don’t talk to my support worker. I’m here, I’m a human 
being. Only talk to my support worker when I need it… sometimes that’s the 
way some doctors think “Oh she’s got a disability she might not 
understand”…that’s the impression that I get.” (Teri, line 125-132) 

 
When this happened participants described feeling irrelevant: “It makes me feel 
frustrated …It makes me feel like “What’s the point in me being there?” (Anna, line 
78-81). 
 
In relation to ‘back up’ participants voiced both how they felt about relationships with 
primary care staff that did not support their goals for their AHC, and how they 
enlisted the support of others to compensate. In many ways ‘back up’ seemed to be 
about increasing accessibility and regaining some control over a process that would 
otherwise have excluded some participants due to a lack of reasonable adjustments 
at each stage. This was not guaranteed however, and sometimes the presence of 
that ‘back up’ invited primary care staff to direct their questions to someone other 
than the person with an intellectual disability. Far from supporting their goals, 
occasions such as this left participants feeling unseen, unimportant and powerless. 
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Discussion 
 
This study interviewed 12 adults with an intellectual disability who had received an 
Annual Health Check (AHC). Three superordinate interpretative themes were 
developed to offer a perspective on their lived experience of the process.  
 
Theme 1 presents the interpretation that participants went to their Annual Health 
Check with their health in mind, alongside an awareness of the difficulties they face 
in accessing services. Attending the health check meant different things to different 
participants. For some it was an opportunity to be reassured they were not ill, and if 

they were it was a chance to catch and treat problems early. For these participants 
there appeared to be a presumption that ill health would occur, and without the 
checks it may not be detected before it became serious. This was particularly 
apparent for participants who were dissatisfied because their appointment this year, 
in response to the COVID-19 pandemic, had not included all the normal physical 
checks. For others, it was an opportunity to receive support and advice that would 
help them stay healthy.  
 
Themes 2 and 3 suggest an interpretation of how participants made sense of primary 
care staffs’ behaviours, whether they felt valued or unimportant as a result, and how 
it informed their approach to their health check appointment. When participants felt 
they were treated like a person, and that primary care staff were known to them, they 
were also more confident that they would receive the right treatment. In turn, this left 
them feeling reassured about their health. Conversely, when participants felt ignored, 
unimportant, or that primary care staff didn’t care about them, they were less likely to 
feel that their health check had been thorough. When this occurred, participants left 
their appointments feeling uncertain about their health and frustrated by how they 
had been treated.  
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Current Findings and Previous Research 
 
This study adds to the previous literature by demonstrating how people with an 
intellectual disability can have different personal reasons for attending Annual Health 
Checks. It is consistent with previous research detailing how perceptions of past 
AHCs, and primary care more generally, influenced their expectations of future 
appointments (Chapman, 2014). This study further demonstrates how participants 
decided whether or not the AHC was a satisfying experience in relation to how well 
they were able to achieve their goals for attending. 
 

As with previous research, participant satisfaction was derived from the experience 
of being at the centre of their health appointment (Mastebroek et al., 2016). In 
practical terms this meant seeing a health professional who spoke directly to them 
(Ziviani et al., 2004), used accessible language (Hanlon et al., 2018), did not rush 
(Perry et al., 2014), explained things in ways that were understood (Flynn et al., 
2016), confirmed this understanding, and sought consent to include carers, and only 
when the patient encountered difficulty (Wullink et al, 2009). Participants in the 
current study often described the experience of these behaviours as being “treated 
like a person”. The interpretation offered in theme 2 suggests that participants 
connected these behaviours to the experience of inclusion. In turn, an inclusive 
experience was more likely to be one in which they felt heard, that their personal 
health had been understood and that they would receive the right care and 
treatment. When this was the case, they left the appointment feeling reassured about 
their health, and satisfied as a result.  
 
Participant’s descriptions of unsatisfactory experiences were also consistent with 
previous research. Dissatisfaction corresponded to inaccessible communication prior 
to and during the appointment (Mastebroek et al., 2016), directing questions to 
carers more readily than, and in ways that excluded, the patient (Ziviani et al., 2004), 
failure to account for hearing and vision impairments (Wullink et al., 2009), and 

discontinuity of health professionals (Perry et al., 2014). Participants in the current 
study expressed frustration when they inferred a lack of ability or willingness to make 
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reasonable adjustments based on these experiences. For some this also extended 
to the physical design of the surgery and the presence or absence of assistive 
technology. Previous research describes how people with an intellectual disability 
may interpret such sources of dissatisfaction as a form of discrimination (Ali et al., 
2013). Participants in the current study tended to view these factors as an indication 
that they, and their health, were not important to primary care staff.  
 
In response, participants made efforts to ensure that they saw health professionals 
they felt comfortable with. Consistent with the previous literature, participants in this 
study preferred to see familiar professionals they were confident would treat them 

like a person (Perry et al., 2014). These professionals could only have become 
familiar and preferred because of satisfactory initial experiences. Previous literature 
highlights how a patient centred approach can reduce people with an intellectual 
disabilities experience of anxiety and uncertainty during health appointments (Flynn 
et al., 2016). The current study suggests that a patient centred approach, viewing the 
patient as a whole person with the intent of learning what they value, need, and 
prefer during consultations, may provide greater inclusion and reassurance for 
people with an intellectual disability (Casu et al., 2019). 
 
Alternatively, participants enlisted the support of carers to help them manage 
barriers and achieve their health-related goals. In line with the existing literature, 
difficulties with communication (Chinn & Ruddall, 2019), memory (Perry et al., 2014), 
self-organisation, and using communication technology (Hanlon et al., 2018) were 
mentioned as barriers to arranging and attending the AHC. Carers were enlisted to 
varying degrees to help participants overcome these barriers. Similar to previous 
research (Perry et al., 2014), for those who required the least daily support their 
carers tended to take on a “back up” role and were there “just in case” (Rose, line 
826). For those who required the most support, carers took a substantially more 
active role. Participant’s descriptions suggested that the more support they required, 
the more the experience became shared with their carer, which in turn could 

influence the participant’s experience. For example, both Carla and her mother 
appeared to share a general dissatisfaction with the way her AHCs were provided. 
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Alternatively, while Robert was very satisfied with his AHC experience, frustrations 
described by other participants were instead described by his carer.  
 
Consistent with previous research (Perry et al., 2014) a given participant’s 
satisfaction with a specific aspect of the process was often mirrored by another’s 
dissatisfaction. Participants rarely described total satisfaction or total dissatisfaction. 
Instead, the experience flowed towards or away from the ideal of perfect inclusion. 
The findings suggest that this may be due to the range of accessibility issues 
participants experienced, emerging from the interaction of individual impairments 
and how they were asked to engage with the AHC process. As such they were 

unique and required a more considered approach to selecting appropriate 
reasonable adjustments.  
 
Implications for Practice 

 
Participant descriptions in the current study demonstrate how people with an 
intellectual disability may view the provision of reasonable adjustments, and how 
they influence the experience of inclusion, as indicators of quality and sources of 
reassurance. Their desire to see familiar health professionals may function to ensure 
their appointments are characterised by these experiences.  
 
The study also demonstrates, in agreement with the previous literature, an overlap 
between the behaviours people with an intellectual disability cite as satisfying, and 
the principles of patient-centred care. Patient centred care is a core component of 
high-quality care (Casu et al., 2019) and has become a central part of the NHS 
constitution in the delivery of compassionate care (Brown et al., 2016). Even in the 
absence of specific training regarding people with an intellectual disability, 
interactions with health professionals demonstrating these principles have been 
described as more satisfying by this group (Flynn et al., 2016). The skills are also 
transferable across patient groups. It is recommended that all members of primary 

care staff are supported to develop these skills.  
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To properly assess the application of patient-centred care appropriate outcome 
measures are required. As described by previous literature, the current methods for 
assessing people with an intellectual disabilities satisfaction with primary care are 
unsuitable (Chapman et al., 2018). The current study suggests that satisfaction for 
people with a learning disability may be more focused on relational aspects and the 
experience of inclusion. The use of measures that focus on the assessment of both 
may be more suitable. Such measures may not exist, and this point is discussed 
further as a future research recommendation in the next section. 
 
Specific to the development of patient-centred care, how reasonable adjustments are 

understood and applied in practice requires further attention. The presence or 
absence of reasonable adjustments add to or detract from the experience of an 
inclusive appointment by both increasing the cognitive burden on participants and 
reducing their ability to understand or recall what was discussed (Hanlon et al., 
2018). The Equality Act 2010 (Perry et al., 2014) outlines the anticipatory duty of 
services to make reasonable adjustments that support equal access. Anticipatory 
refers to the fact that adjustments should be made both before people with an 
intellectual disability access services and on an ongoing basis. To ensure that 
adjustments are reasonable it is recommended that practices include a regular 
review by seeking feedback from their intellectually disabled patients. Such a review 
could be incorporated into the Annual Health Check appointment.  
 
Limitations 
 
All participants in the current study were recruited from self-advocacy groups. These 
groups exist to ensure that the voices of people with an intellectual disability are 
heard and considered by government and health officials. Promotion of the AHCs, 
and improving the experiences of healthcare more generally, have become an 
increasingly common priority of these groups. When considering the results of this 
study the reader should hold in mind that those who chose to participate may have 

done so because of strong opinions regarding the AHCs or primary care.  
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To reduce the risk associated with face-to-face interviews during the COVID-19 
pandemic, data collection was restricted to remote interviews using video call 
software.  It is acknowledged that this may have presented additional barriers to 
participation and recruitment. 
 
In addition, all interviews took place between October 2020 and February 2021, 
spanning the second wave of the COVID-19 pandemic in the UK. Almost all 
participants specifically mentioned how their AHCs, if it had taken place between 
April 2020 and February 2021, had been impacted by the pandemic. These events 
offered participants and the researcher an additional experience with which to 

compare and contrast their typical AHC experience. This also meant that their most 
recent experience was not of a typical Annual Health Check.  
 
Future Research Recommendations 

 
Theme 1 describes the important finding that participants were motivated to attend 
AHCs based on a view that they were either beneficial or essential to their health. To 
the researcher’s knowledge this has not been discussed in previous studies. Some 
participants saw health checks as a way to enhance their ability to stay healthy, 
while others were focused on preventing illness or premature death. These findings 
suggest that efforts to raise the intellectual disability community’s awareness of 
health disparities may have unintentionally also raised the anxiety they experience 
regarding their health. In turn, this may have an influence on health check 
attendance. Future research may wish to explore if such a relationship exists, and if 
so, how it affects attendance.  
 
That Scott stood apart from the other participants, by not expressing concerns about 
his health, and that he was overdue for a check, may further support this hypothesis. 
Anxiety towards healthcare, as expressed by Scott, has been linked to healthcare 
avoidance as a coping strategy within the general population (Byrne, 2008). Future 

research may wish to discern if this is a driving factor in the decision of some people 
with an intellectual disability not to attend offered health checks. 
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Themes 2 and 3 suggest that the experience of reasonable adjustments that 
successfully reduce barriers and sources of dissatisfaction relate to people with an 
intellectual disabilities experience of inclusion. Satisfaction is widely used as a proxy 
measure for the quality of health services. Future research may wish to address the 
need for suitable satisfaction measures in primary care for people with an intellectual 
disability. Such research may wish to adapt existing measures of patient centred 
care, for example the Provider-Patient Relationship Questionnaire (PPRQ, Casu et 
al., 2019). 
 

Conclusions 
 
To the authors knowledge this is the first study to seek a phenomenological 
understanding of what it is like for adults with an intellectual disability to go through 
the AHC process. This study adds a number of findings to the existing literature. The 
first is that people with an intellectual disability attend their AHC with specific goals 
related to their physical health, a desire to be actively included throughout, and with 
expectations about what constitutes a good health check. The second is that the 
fulfilment of these goals and expectations is reliant on the presence of reasonable 
adjustments, receptive and respectful primary care staff, and the person centred 
advocacy of a carer or family member. Third, “being treated like a person” and not 
like a diagnostic “label” appear to be indicators that people with an intellectual 
disability may look for in primary care staff to be reassured that their goals will be 
supported and that they will receive “the right treatment”. Not surprisingly, being 
listened to and valued rather than treated as a means to completing a “checklist” 
went a long way towards making the AHC a positive experience for the participants 
in this study. Finally, the study highlights the central role of primary care staff in the 
experience of the AHC for people with an intellectual disability and their satisfaction 
with it.  
 

Taken together, these findings suggest that people with an intellectual disability have 
expectations of their AHC appointments, and that the satisfaction they experience is 
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dependent on the quality of their interactions with all primary care staff. Where they 
experience these interactions as inclusive and respectful they leave feeling heard, 
understood, reassured, and potentially more likely to return the following year. 
Where they experience these interactions as uncaring and excluding they leave 
feeling unimportant and frustrated. Such experiences are unlikely to encourage AHC 
attendance. Ensuring that a person-centred approach is adopted by all primary care 
staff in their interactions with their intellectually disabled patients may not only 
increase their satisfaction with each visit, it may also support increasing the uptake 
of AHCs among this population. 
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Introduction 

 
This chapter aims to provide a reflective account of parallel experiences as a trainee, a 
clinician and a novice researcher, and how they overlapped while completing a doctoral 
thesis. While there are many definitions and approaches to reflection, what’s common is a 
focus on improving future action by critically examining past experience (Nicol & Dosser, 
2016). Throughout training I’ve used John’s (1995) tenth model of structured reflection as a 
guide to critically examining my practice and direct my professional development. The model 
provides questions that help the reflector to order their thoughts about the experience, and 
to explore what emerges as it emerges. It begins by encouraging the practitioner to write a 
description of the experience. 
 
Describe the Experience 
 
While the thesis as a document emerged from many experiences across the three years of 
training, a consistent feature of those experiences was a perceived pressure to perform. The 
thesis represents a significant milestone in my doctoral training. To quote a research 
supervisor “It’s the assignment that gets you your doctorate”. Each stage, from inception to 
completion, occurred alongside my journey as a trainee and my development to date as a 
clinician. At times I struggled to balance the competing demands in terms of the time and 
energy I felt was required. It’s only while reflecting here that I’ve come to acknowledge just 
how much pressure I felt I was under and how much of it came from myself. 
 
All of this happened in the context of a global pandemic. At the time the pressure I 
experienced drove me to keep going no matter what. Before March 2020 the original 
recruitment strategy for the empirical study had planned to involved NHS sites and key 
professionals, the cooperation of whom had already been secured. The original data 
collection strategy had also included additional visual resources to support the 
communication of participants with an intellectual disability. Following Coventry Ethics 
decision to preclude all but data-collection via remote means I had to redesign the 
recruitment and data collection methods of the study. This included a re-write of the ethics 
proposal and amendment of accessible study materials.  
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How does this connect with previous experiences? 

 
Before the thesis I had experience of completing undergraduate and Master’s dissertations 
which required me to develop a core set of academic skills. However, both the systematic 
literature review and empirical study confronted me with a succession of challenging firsts. I 
hadn’t undertaken a piece of qualitative research before. I wasn’t even aware of 
Interpretative Phenomenological Analysis (IPA) before it became the methodology for my 
empirical study. The same was true for meta-ethnography which became the basis for the 
systematic literature review. On reflection I wasn’t prepared for the amount of work involved 
in conducting these forms of research and the steep learning curve I was about to step onto. 
 
Both the first and second chapter of this thesis explore people with an intellectual disability’s 
efforts to live healthier lives. Before training I spent 12 years working closely with 
intellectually disabled children and adults. In this time, I witnessed many examples of the 
barriers this group encounters when accessing services. As an Assistant Psychologist I 
supported General Practitioners (GP) while they delivered Annual Health Checks. My role 
was to support communication during these appointments. The experience suggested to me 
a need for better communication tools when the person with an intellectual disability does 
not use language. I noticed how difficult it was for the person to understand what was being 
asked of them by the GP, as well as the frustration it caused for everyone involved. This 
sometimes prolonged a person’s treatment for ill health and prolonged their distress as a 
result. I started reading the existing literature looking for ways to improve communication 
within the Annual Health Checks. I was still reading this research when I started the 
doctorate. I realised this topic could represent a gap in the existing knowledge that the 
empirical chapter of the thesis could help to fill.  
 
How did I feel? 

 
The experience of completing the first two chapters of the thesis corresponded to a range of 
emotions. I felt overwhelmed by how much work I thought would be involved at each stage. 
And I felt uncertain about my ability to conduct either an empirical study or a systematic 
review. Changes due to the pandemic only added to the experience of uncertainty. I felt 
anxious about the stages that were beyond my immediate control, namely the recruitment 
and data collection stages of the empirical study. And I felt unprepared to use either 
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research methodology. With IPA in particular I wasn’t sure I had the skills necessary to 
collect the required depth of experiential accounts. 
 
During a bracketing discussion with a research supervisor we spoke about the imbalance of 
power that benefited me, in the short-term at least, more than the participants. By 
completing the study, I would gain what I required to complete my doctoral training. For any 
of the potential benefits described in the participant information sheet to return to those who 
took part it would be necessary to publish or otherwise disseminate the research findings. I 
felt a strong sense of moral responsibility and an ethical duty to produce a study of the best 
quality possible to maximise the chances of publication. 
 
There was also the experience of contrast between the role of a clinician and that of a 
researcher. While a clinician works to effect change with those they support, a researcher 
seeks to learn and describe what exists without affecting change. In addition, while a 
clinician seeks to hold a wide view of the person and remaining open to reformulation as 
required, the researcher seeks to establish a refined perspective with a focal interest on new 
knowledge in a short window of time.  
 
I was anxious when I first began interviewing participants for the empirical study. Qualitative 
research, similar to therapy, is unpredictable. Though the researcher defines the questions 
and the approach to data collection, they do not define the answers they receive from 
participants. I found the interview process both rewarding and exhausting. There were my 
own pre-understandings to remain mindful of while attending to the material being provided 
by the participant. There was also the time needed to reflect on interviews afterwards and 
the long process of transcription. Both depleted the energy and time I had available for other 
areas of training or my personal life. As the thesis progressed I felt the need to sacrifice 
more of my time with family and friends.  
 
What was I trying to achieve? 

 
In line with personal values concerning compassion, equity and fairness, I hoped that I 
would be able to produce research that gave health professionals an insight into what it felt 
like to receive an Annual Health Check. I hoped that this would extend to improvements in 
the experience for people with an intellectual disability. And I hoped that it would encourage 
more people to attend Annual Health Checks.  
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In completing a systematic review of this groups experiences of trying to live healthier lives I 
hoped to arrive at new insights that would help make those efforts easier and more 
successful. 
 
At the same time, and in response to the uncertainty of conducting research, I tried to create 
certainty by discovering the ‘right’ process for applying each research methodology. This 
was an impossible task for two reasons. The first was that alongside clinical training and the 
completion of academic assignments I didn’t have enough time, attention, or energy to 
achieve that level of understanding. The second was that the selected research methods 
were interpretative approaches, meaning that the level of understanding I desired could only 
come from the experiencing of doing that research.  
 
The necessity and challenge of including people with an intellectual disability in research 
about their lives is well recognised (Carey & Griffiths, 2017). Specific to the empirical study, I 
also wanted to conduct it in an inclusive way. Inclusive research seeks to engage people 
with an intellectual disability so that they are not just the subject. The aim is instead to 
address issues that they identify as important, in ways that improve their lives and increases 
their voice within the literature (Hollomotz, 2018). Adults with an intellectual disability were 
included in an advisory role to inform the design of the study materials. Specifically, they 
were asked to critique the appearance, wording, and accessibility of those materials. This is 
the most common role that people with an intellectual disability take in inclusive studies 
(Bigby et al., 2014). 
 
What were the consequences? 
 
Previous reflective accounts while training have highlighted the presence and interaction of a 
fear of failure and unhelpful perfectionism. In my clinical work efforts to control or avoid this 
fear have led me to ‘lean into’ therapeutic work more than is helpful and attempt to ‘fix’ 
service users in order to reduce the distress I felt as a witness to their challenges. These 
behaviours connected to a lack of certainty about what ‘being’ a clinical psychologist or an 
effective therapist ‘looked like’. Efforts to create certainty led to narratives equating 
effectiveness with ‘being helpful’ without further defining what ‘helpful’ would look like or how 
it fit within the wider aim of developing therapeutic competence. 
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A similar lack of certainty showed up while grappling with the experience of ‘being’ a novice 
researcher. The pressure I placed on myself was about controlling my fear of failing the 
doctorate. Unhelpful perfectionism emerged in the form of unworkable striving to satisfy 
extremely high standards. Recognition of these concerns allowed me to develop a more 
specific awareness of the unpleasant emotional experiences the thesis sometimes triggered 
- that I didn’t know enough to be able to complete it to the high standards I had set for 
myself. 
 
What knowledge did and should have informed me? 

 
I knew that the quality of the thesis would determine whether I was awarded a doctorate. I 
knew that the thesis would be critically reviewed by an external examiner and that I would 
have to defend it during a clinical viva. I knew that I wanted to publish the research the 
thesis contained, particularly the empirical chapter. I wanted to live up to the hoped for aims 
of the study and the ethical duty I felt towards participants. And I wanted to try to make the 
experience of the Annual Health Check’s better for people with a learning disability. 
 
What I should have remembered were the articles I’d read while preparing my first clinical 
placement reflective account. Clinical Psychology training is inherently stressful due to the 
constant development trainees undergo (Jones & Thompson, 2017). However, adding to 
that stress by striving for perfection has at times pushed my arousal above the optimal 
threshold for learning (Kreutzer et al., 2011). Previous research indicates that the completion 
of a doctoral thesis can coincide with the experience of stress, exhaustion, and unpleasant 
emotional states (Stubb et al., 2012). It is typical for clinical psychology trainees to respond 
to that stress by seeking to excel (Stafford-Brown & Pakenham, 2012). 
 
Throughout training I have found Acceptance and Commitment Therapy (ACT) to be a 
personally meaningful and effective way of reflecting on the difficult experiences I’ve 
encountered. In each case the model has helped me to understand the root of my struggling 
and discern more workable ways of moving towards my chosen values. Had I been using it 
to understand my experiences as a researcher I may have noticed the experiential 
avoidance and unworkable striving I was choosing.  
 
ACT distinguishes the experience of psychological pain from the experience of psychological 
suffering (Hayes, 2020). While the former is viewed as inevitable, the latter is considered 
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optional in that it results from behavioural choices intended to control or avoid psychological 
pain (French et al., 2017). That doctoral training and the completion of a thesis would be a 
stressful experience is likely something that cannot be avoided. And though it is an intense 
experience it is meant to prepare me for work as a clinical psychologist after I qualify. What 
was optional was the degree to which I struggled with that stress, and choose to expend 
energy and time in unworkable ways. 
 
Could I handle this better in the future? 
 
ACT provides a path out of suffering by supporting people to increase ‘psychological 
flexibility’ and reduce ‘experiential avoidance’ (Tracey et al., 2018) through six processes of 
change (Hayes et al., 1999). These processes aim to raise a person’s awareness of the 
external environment; the intended function of private mental events and self-rules derived 
from experiences; the outcomes and workability of past behaviour based on derived rules; 
and the selection of future workable behaviours that are less rigid in the pursuit of chosen 
values (Hoffmann et.al., 2016). 
 
Reflecting now on my research experiences, pressure, fear and responsibility were not the 
only emotions that showed up. After my intellectual disability core placement, I was 
reminded of how much I enjoy working with this group of people. It connects me to values of 
equity, inclusion and empowerment and joyful experiences of a type that I don’t encounter 
as often or to the same degree when working with other clinical groups. I can recall now that 
there were many moments like this as I was completing the thesis. I felt excited to have the 
opportunity to produce new knowledge with the potential to improve the lived experience of 
people with an intellectual disability. I also felt encouraged and grateful for the interest that 
people with an intellectual disability expressed towards the empirical project during its 
development, recruitment, and data collection stages. There was so much interest that by 
the end I had more people wanting to take part than I had time to interview. I was also struck 
by how willing each participant was to share their experiences with me. To my surprise most 
of the interviews approached 90 minutes. This suggested to me that the subject I had 
chosen was one that mattered a great deal and that people had been waiting for the 
opportunity for their voice to be heard. 
 
Being able to make sense of a doctoral thesis in ways that make it meaningful beyond 
passing or failing have been shown to moderate associated stress (Stubb et al., 2012). From 
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an ACT perspective this doesn’t just mean identifying the values that motivate the thesis in 
its entirety (Hayes, 2019). It also means noticing and choosing small, everyday opportunities 
to enact those values. In every interview I was able to enact values of compassion and 
equity by the way that sought participants views and communicated to them that their 
experiences mattered. 
 
I could have supported myself better by bringing my attention to advice offered to me by my 
academic tutor in my first year. He described research as the making and addition of a 
single brick to an existing structure of knowledge. Holding onto this metaphor frames the 
thesis, and any subsequent research I may conduct as an effort to take a small step slowly.  
 
Can I support myself better as a result? 

 
This experience has taught me to approach research in the same manner I’ve been learning 
to approach therapy, as a learning experience. Holding a view of the thesis as a learning 
process, which is what it’s intended to be, would have reduced the impact of the difficult self-
judgments and fears that showed at each step along the way.  
 
The final stage of the research, that of dissemination, is another opportunity to move 
towards the ideals of inclusive research and one which I intend to pursue. Each of the self-
advocacy groups that supported the recruitment to the empirical study also asked if I would 
come back when the study was completed and share my results. I plan to contact them 
again once the thesis has gone through the viva process and I’m ready to think about 
publication. The findings of both the systematic and empirical paper suggest that this 
population is eager to engage in such a dialogue so as to be better understood. My 
impressions of each self-advocacy group was that of people motivated to change their world 
for the better. In line with the value of empowerment I’m eager to share these research 
findings, learn what they think and, witness what they may choose to do with that 
information. 
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Appendix 1.1: Full list of search terms used in systematic literature 

search 
Intellectual disability and healthy lifestyle 

(“learning disab*” OR “intellect* disab*” OR “development* disab*” OR “intellect* and 
development* disab*” OR “ment* retar*”) AND (“health* li*” OR “health* li* behav*” 
OR “health* behav*” OR “health promot* behav*”) AND (interview OR “focus group” 
OR “mixed metho*” OR qualitative) AND (attitude OR experience OR belief OR view) 
AND (“mixed metho*” OR qualitative) 
 
Intellectual disability and physical activity 
(“learning disab*” OR “intellect* disab*” OR “development* disab*” OR “intellect* and 
development* disab*” OR “ment* retar*”) AND (“health* li*” OR “health* li* behav*” 
OR “health* behav*” OR “health promot* behav*”) AND (exercis* OR fitness OR 
active* OR “physic* activ*” OR cardi* OR “cardi* fitness”) AND (interview OR “focus 
group” OR “mixed metho*” OR qualitative) AND (attitude OR experience OR belief 
OR view) AND (“mixed metho*” OR qualitative) 
 
Intellectual disability and healthy eating 
(“learning disab*” OR “intellect* disab*” OR “development* disab*” OR “intellect* and 
development* disab*” OR “ment* retar*”) AND (“health* li*” OR “health* li* behav*” 
OR “health* behav*” OR “health promot* behav*”) AND (diet OR “health* diet” OR 
“health* eating” OR “balanced diet” OR nutrition* OR “nutritional intake” OR “nutrient 
balance” OR “calor* reduction” OR “calor* restriction” OR “fresh produce” OR fruit* 
OR vegetable* OR fibre OR fat OR sugar OR “junk food” OR “high-fat foo*” OR 
“sugary foo*” OR “sugary drinks” OR “soft drinks” OR “saturated fat” OR “fatty foo*”) 
AND (interview OR “focus group” OR “mixed metho*” OR qualitative) AND (attitude 
OR experience OR belief OR view) AND (“mixed metho*” OR qualitative) 
 
Intellectual disability and alcohol consumption 
(“learning disab*” OR “intellect* disab*” OR “development* disab*” OR “intellect* and 
development* disab*” OR “ment* retar*”) AND (“health* li*” OR “health* li* behav*” 
OR “health* behav*” OR “health promot* behav*”) AND (“reduc* alcohol” OR “sto* 
alcohol ” OR alcohol OR “lowering alcohol”) AND (interview OR “focus group” OR 
“mixed metho*” OR qualitative) AND (attitude OR experience OR belief OR view) 
AND (“mixed metho*” OR qualitative) 
  
Intellectual disability and smoking tobacco 
(“learning disab*” OR “intellect* disab*” OR “development* disab*” OR “intellect* and 
development* disab*” OR “ment* retar*”) AND (“health* li*” OR “health* li* behav*” 
OR “health* behav*” OR “health promot* behav*”) AND (“reduc* smoking” OR “sto* 
smoking ” OR smoking OR cannabis OR marijuana OR “soft drugs”) AND (interview 
OR “focus group” OR “mixed metho*” OR qualitative) AND (attitude OR experience 
OR belief OR view) AND (“mixed metho*” OR qualitative) 
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Appendix 1.2: Critical Appraisal Skills Program Tool 

 
 



 129 
 

 
 
 



 130 
 

 
 
 



 131 
 

 
 
 



 132 
 

 
 
 
 
 



 133 
 

Appendix 1.3: The 7 stages of conducting a meta-ethnographic 

review 
 

 
France et al., 2014, p.3 
 
France, E. F., Ring, N., Thomas, R., Noyes, J., Maxwell, M., & Jepson, R. (2014). A 
methodological systematic review of what’s wrong with meta-ethnography reporting. 
BMC medical research methodology, 14(1), 1-16. https://doi.org/10.1186/1471-2288-
14-119  
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Appendix 1.4: Example data extraction table for Brooker et al., 2015 
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Appendix 1.5: CASP quality appraisal scores 
 

Paper Vlot-van Anrooij 
et al., 2020 

Salomon et al., 
2019 

Leser et al., 2018 Kuijken et al., 
2016 

Caton et al.,  
2012 

Dixon-Ibarra et 
al., 2016 

Rater 1 2 1 2 1 2 1 2 1 2 1 2 
CASP Questions 
Q.1 
 

2 2 2 2 2 2 2 2 2 2 2 2 

Q.2 
 

2 2 2 2 2 2 2 2 2 2 2 2 

Q.3 
 

2 2 0 1 0 0 0 1 0 1 1 2 

Q.4 
 

2 2 1 1 2 2 2 2 2 2 1 1 

Q.5 
 

2 2 2 2 2 2 2 2 2 2 2 2 

Q.6 
 

1 1 0 0 0 0 1 1 1 0 1 1 

Q.7 
 

2 2 2 2 2 2 1 1 1 1 1 1 

Q.8 
 

2 2 1 1 1 1 2 2 1 1 2 1 

Q.9 
 

2 2 1 1 2 2 2 2 2 2 2 2 

Q.10 
 

2 2 1 1 2 2 2 2 2 2 1 1 

Total (out of 20) 19 19 13 13 15 15 16 17 16 15 16 15 
Score (%) 95 95 65 65 75 75 80 85 80 75 80 80 
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Paper Taliaferro & 
Hammond, 2016 

Brooker et al., 
2015 

van Schijndel-
Speet et al., 2014 

Doherty et al., 
2018 

Gee et al., 2020 Kerr et al., 2017 

Rater 1 2 1 2 1 2 1 2 1 2 1 2 
CASP Questions 
Q.1 
 

2 2 2 2 2 2 2 2 2 2 2 2 

Q.2 
 

2 2 2 2 2 2 2 2 2 2 2 2 

Q.3 
 

1 2 1 1 1 2 1 1 2 2 2 2 

Q.4 
 

1 1 1 1 1 1 2 2 1 1 2 2 

Q.5 
 

2 2 1 2 2 2 1 2 1 1 2 2 

Q.6 
 

0 0 1 1 0 1 1 1 2 2 0 0 

Q.7 
 

1 1 2 2 1 1 2 2 1 1 1 1 

Q.8 
 

1 2 2 2 1 2 2 2 1 1 1 1 

Q.9 
 

2 2 2 2 2 2 2 2 2 1 2 2 

Q.10 
 

2 2 2 2 2 2 2 2 1 1 1 2 

Total (out of 20) 14 16 16 17 14 17 17 18 15 14 15 16 
Score (%) 70 80 80 85 70 85 85 90 75 70 75 80 
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Appendix 1.6 – Inter-rater reliability coefficient (Kappa) statistic  

Study 

 

K Value Approximate 
Significance (p value) 

Vlot-van Anrooij et al., 2020 1.000 .002 

Salomon et al., 2019 .839 .000 

Leser et al., 2018 1.000 .000 

Kuijken et al., 2016 .778 .003 

Caton et al., 2012 .808 .003 

Dixon-Ibarra et al., 2016 .600 .058 

Taliaferro & Hammond, 2016 .643 .005 

Brooker et al., 2015 .808 .003 

van Schijndel-Speet et al., 2014 .630 .020 

Doherty et al., 2018 .737 .016 

Gee et al., 2020 .800 .010 

Kerr et al., 2017 .804 .001 

Total .789 .000 
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Diagram Key 
 
Yellow boxes - Study authors and 
aims. 
 
Blue boxes - themes from included 
studies. 
 
Green boxes - sub-themes from 
included studies that are based on 
contributions from participants with an 
intellectual disability. 
 
Grey boxes - sub-themes from 
included studies that are not based on 
contributions from participants with an 
intellectual disability. 
 
White boxes - initial interpretations by 
current author of participant 
contributions, first author 
interpretations and how they may be 
related between studies. 
 
Green lines - themes that are shared 
or are similar between studies. These 
connections may form the basis of a 
reciprocal synthesis. 
 
Red lines - themes that contradictory 
or may indicate differences between 
studies. These differences may form 
the basis of a refutational synthesis. 

Appendix 1.7 - Sample of phase 4 of the meta-ethnographic approach, determining how the studies are 
related, employed in the systematic literature review 
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Appendix 2.1: Accessible invitation to participate 
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Appendix 2.2: Participant Information Sheet (PIS) 

 
2.2.1 versions of the PIS using accessible text with corresponding pictures 

 
 



 142 
 

 
 
 
 



 143 
 

 
 
 
 



 144 
 

 
 
 
 



 145 
 

 
 
 
 



 146 
 

 
 
 
 
 



 147 
 

 
 
 



 148 
 

 
 
 
 



 149 
 

 
 
 
 
 
 
 



 150 
 

Appendix 2.2.2: versions of the PIS using only the accessible text 
 

Experiences of the Annual Health Check process for 
people with a Learning Disability 

 
PARTICIPANT INFORMATION SHEET 

 
You are being asked to help Andrew learn what it is like to have an Annual Health Check. 
Andrew is a Trainee Clinical Psychologist at Coventry University. Before you decide if you 
want to take part you should read this Participant Information Sheet. It will tell you why 
Andrew is doing the study. It will tell you what will happen if you take part. Please read this 
carefully. Ask Andrew if you are not sure about anything you read. 
 
What is the study for? 
Andrew wants to learn what it is like for you to have an Annual Health Check. 
 
Why have you been asked to be in the study? 
You are being asked to take part because: 
* you have a learning disability 
* you have had an Annual Health Check 
 
What might be good about being in the study? 
 
Taking part can: 

• Help people know what you think and feel about Annual Health Checks 
• Help Doctors and Nurses know what it’s like to have an Annual Health Check 
• Help people with a learning disability talk about their Annual Health Checks 
• Help make Annual Health Checks better 

 
You might have questions about your Annual Health Checks. Andrew can help answer your 
questions. 
 
What might not be good about being in the study? 
Talking about seeing the Doctor can make some people feel upset. You might feel nervous 
being recorded. After the interview you might worry about what you said. You might worry 
about other people reading what you said. 
 
Is it safe for you take part in the study? 
Coventry University’s ethics team say this study is safe. It’s their job to make sure a study is 
done properly and safely. 
 
Do you have to take part in the study? 
No. It is your choice. You don’t have to be in the study if you don’t want to. The choice you 
make will not change the help you get from your Doctor or anyone else. 
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If you choose to take part please fill in the consent form. Keep these pages the consent form 
and your participant number safe.  
 
What if you change your mind? 
You can change your mind before, during and after the video chat interview. You don’t have 
to say why you changed your mind.  
If you change your mind call Andrew on 07915 944 329. Tell Andrew your participant 
number and that you changed your mind. He will take what you said out of the study. 
You can change your mind until March 2021. This is when the study ends. 
 
What will happen if you choose to take part in the study? 
Andrew will ask you questions about your Annual Health Check to find out: 

• what it’s like for you to be invited 
• what it’s like for you to be in the appointment 
• what it’s like for you after the appointment  

 
You don’t have to answer a question if you don’t want to. 
You and Andrew will talk using video chat. You will be able to see and talk to Andrew. 
Andrew will be able to see and talk to you. The interview will be recorded. The interview will 
last for 1 hour. 
At the start Andrew will check: 

• you are happy to be interviewed 
• you are happy to be recorded 
• that you are in a quiet and private place 
• that anyone helping you is happy to be recorded 

 
You can have a break at anytime. You can stop the interview at anytime. You can change 
your mind at anytime. It’s your choice. You don’t have to say why. 
At the end Andrew will check 
* that what he has learned from you is right 
* that what you said can be used in the study 
 
What will happen to what you say? 
Only Andrew will watch the recording. Andrew will write down exactly you both said. 
Andrew will write about your age and your learning disability. Andrew will then delete the 
recording.  
Andrew will change your name and the names of any people or any places you said. Andrew 
will do this to make sure no one will know they are your words. 
Andrew will use what you say to help other people learn: 

• what was good about having an Annual Health Check 
• what wasn’t good 
• how it could be better 
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Andrew will share what he writes in a journal. This is a magazine people read to learn to be 
better at their job. Andrew will share what he writes at a conference. This is a meeting 
where people learn new things.  
You can have a copy of the study when it’s finished.  
 
How will what you say be kept private and safe? 
Andrew will keep what you say private and in a safe place. Andrew will follow the rules in 
the General Data Protection Regulation and the Data Protection Act. These are laws that  
help Andrew keep what you tell him private and safe.  
All electronic data will be stored on a password protected Microsoft OneDrive online storage 
account.  
Your consent information will be kept in a different place from what you tell Andrew to 
minimise risk in the event of a data breach. Coventry University will take responsibility for 
data destruction and all collected data will be destroyed on or before the 1st of October 2026.  
 
Data Protection Rights 
Coventry University is a Data Controller for the information you provide.  This means they will 
keep your information private and safe. 
You have the right to see what is written about you. The General Data Protection Regulation 
and the Data Protection Act 2018 are laws that say you can ask to see whatever is written 
about you.  
You also have the right change what is written about you if it is wrong; to ask for information 
about you to be deleted, to choose how what is written about you is used and to objection, 
and to take back what is written about you.   
For more details, including the right to make a complaint with the Information 
Commissioner’s Office, please visit www.ico.org.uk.   
Questions, comments and requests about your personal data can also be sent to the 
University Data Protection Officer - enquiry.ipu@coventry.ac.uk 
 
What if you want to complain? 
If you are unhappy when talking to Andrew you can tell him. You can stop. You can take a 
break. You can choose to talk to Andrew another day. You can change your mind and leave 
the study. It’s your choice. 
You can make a complaint in writing to Andrew by e-mail at bodelj@uni.coventry.ac.uk  
You can complain to the study supervisor if you are unhappy with how Andrew behaved. 
The study supervisor is Dr  Anthony Colombo. You can write to Anthony by e-mail at 
a.colombo@coventry.ac.uk  
In your e-mail please tell Anthony about the study, that it is Andrew’s study and why you want 
to complain. 
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Appendix 2.2.3: versions of the PIS using the standard language of 
the PIS template provided by Coventry University Ethics 
 

Experiences of the Annual Health Check process for 
people with a Learning Disability 

 
PARTICIPANT INFORMATION SHEET 

 
You are being invited to take part in research into the experience of the Annual Health 
Check (AHC) process from the perspective of people with a learning disability (LD). The lead 
researcher, Andrew Bodel, is a Trainee Clinical Psychologist at Coventry University. Before 
you decide to take part it is important you understand why the research is being conducted 
and what it will involve. Please take time to read the following information carefully. 
 
What is the purpose of the study? 
 
The purpose of the study is to explore the lived experience of receiving an AHC from the 
perspective of people with a LD. The study hopes to gain an understanding of these 
experiences in terms of: 
 

1. the range of meanings participants voice in terms of their thoughts, emotions and 
beliefs 

 
2. the role that others (e.g. carers and health professionals) play in shaping these 

thoughts, emotions and beliefs 
 

3. the potential facilitators and barriers experienced while attending the AHC; and 
 
 
 

Why have I been chosen to take part? 
 
You are being asked to take part because you have a learning disability; you normally 
manage your interactions with your Doctor with or without support; you have had at least 
one Annual Health Check, and you can tell me what this was like for you during a web-based 
video-conference interview. 
 
 
What are the benefits of taking part? 
 
By sharing your experiences with us, you will be helping Andrew and Coventry University to 
better understand what people with a LD think and feel about Annual Health Checks. 
 
 
Are there any risks associated with taking part? 
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This study has been reviewed and approved through Coventry University’s formal research 
ethics procedure.  
 
Talking about seeing the Doctor can make some people feel upset. If you feel uncomfortable 
or unhappy at any time you can choose to stop the interview. You will be asked if you would 
like to take a short break, to reschedule the interview for another day or to withdraw from 
the study. It’s your choice and you will not be asked to provide a reason for your choice. 
 
Some people may feel nervous being recorded and they may worry that other people will 
read what they said and be able to identify them. 
 
Only Andrew will watch the recording. The recording will be transcribed verbatim, with your 
name and the names of any people or any places you said changed so as to prevent others 
from identifying you. Andrew will do this to make sure no one will know they are your 
words. Andrew will then delete the recording.  
 
 
Do I have to take part? 
 
No – it is entirely up to you. If you do decide to take part, please keep this Information Sheet 
and complete the Informed Consent Form to show that you understand your rights in 
relation to the research, and that you are happy to participate.  
 
Please note down your participant number (which is on the Consent Form) and provide this 
to the lead researcher if you seek to withdraw from the study at a later date. You are free to 
withdraw your information from the project data set at any time until the end of March 
2021 at which time the project will have been completed and submitted. However, it should 
be noted that after 2 weeks the interview will have been transcribed and the recording 
deleted.   
 
You should note that your data may be used in the production of formal research outputs 
(e.g. journal articles, conference papers, theses and reports) prior to this date and so you 
are advised to contact the university at the earliest opportunity should you wish to 
withdraw from the study.    
 
To withdraw, please contact the lead researcher on 07915 944 329 or via e-mail on 
bodelj@uni.coventry.ac.uk . Please also contact the Research Support Office 
(hls.rso@coventry.ac.uk; telephone +44 (0)24 7765 8718) so that your request can be dealt 
with promptly in the event of the lead researcher’s absence.   
 
You do not need to give a reason. A decision to withdraw, or not to take part, will not affect 
you in any way. 
 
 
What will happen if I decide to take part? 
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You will be asked a number of questions regarding what it is like for you to have an Annual 
Health Check. The interview will take place via a web-based video conference. You will be 
able to choose a space and time that is convenient to you. The interview will be video 
recorded (and will require your consent for this and the consent of anyone else who may be 
supporting you during the interview), so the location should be in a fairly quiet area.  The 
interview should take around 1 hour  to complete. At any time during the interview you can 
choose to stop the interview. You can choose to take a short break, to reschedule the 
interview for another day or to withdraw from the study. It’s your choice and you will not be 
asked to provide a reason for your choice. 
 
 
Data Protection and Confidentiality 
 
Your data will be processed in accordance with the General Data Protection Regulation 2016 
(GDPR) and the Data Protection Act 2018.  All information collected about you will be kept 
strictly confidential. Unless they are fully anonymised in our records, your data will be 
referred to by a unique participant number rather than by name. If you consent to being 
audio recorded, all recordings will be destroyed once they have been transcribed. Your data 
will only be viewed by the researcher/research team.  
 
All electronic data will be stored on an encrypted and  password-protected Microsoft 
OneDrive storage account held by Coventry University. 
 
Your consent information will be kept separately from your responses in order to minimise 
risk in the event of a data breach. Coventry University will take responsibility for data 
destruction and all collected data will be destroyed on or before October 2026.  
 
 
Data Protection Rights 
 
Coventry University is a Data Controller for the information you provide.  You have the right 
to access information held about you. Your right of access can be exercised in accordance 
with the General Data Protection Regulation and the Data Protection Act 2018.  
 
You also have other rights including rights of correction, erasure, objection, and data 
portability.   
 
For more details, including the right to lodge a complaint with the Information 
Commissioner’s Office, please visit www.ico.org.uk.  Questions, comments and requests 
about your personal data can also be sent to the University Data Protection Officer - 
enquiry.ipu@coventry.ac.uk 
 
    
What will happen with the results of this study? 
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The results of this study may be summarised in published articles, reports and 
presentations.   Quotes or key findings will always be made anonymous in any formal 
outputs unless we have your prior and explicit written permission to attribute them to you 
by name. 
 
 
Making a Complaint 
 
If you are unhappy with any aspect of this research, please first contact the lead researcher, 
Andrew Bodel by e-mail on bodelj@uni.coventry.ac.uk 
 
 If you still have concerns and wish to make a formal complaint, please write to Dr Anthony 
Colombo, Research Director in Clinical Psychology, by e-mail on a.colombo@coventry.ac.uk  
 
In your e-mail please provide information about the research project, specify the name of 
the researcher and/or your research number, and detail the nature of your complaint. 
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Appendix 2.3: Informed consent form 
 

INFORMED CONSENT FORM: 
Experiences of the Annual Health Check process for people with a Learning 

Disability 
 
You have been asked to help Andrew learn what it is like to have an Annual 
Health Check. Before you decide if you want to take part you should read the 
Participant Information Sheet. 
 
You can ask Andrew questions if you need to. It’s important that you 
understand what will happen if you take part. It’s your choice. You don’t have 
to take part if you don’t want to. 
 
If you want to take part you need to show you agree with the sentences below. 
To show you agree you need to circle “yes”. If you don’t agree you need to 
circle “no”.  
 
If you circle every “yes” that means you want to take part. If you circle one or 
more “no” that means you don’t want to take part.  
 
If you want to take part in the study please sign your name in the participant 
box at the end of this form.  
 
If you want someone you trust to be with you when you meet Andrew please 
ask them to read the Participant Information Sheet and sign their name in the 
supporting persons box at the end of this form.  
 
 
1 I have read the Participant Information Sheet for this study. 

I have been able to ask any questions I had. 
 

YES NO 

2 I know I don’t have to take part if I don’t want to. I know I 
can change my mind if I want to. I know I don’t have to say 
why if I don’t want to. I know I can ask Andrew to delete 
what I tell him.  I know I can do this until March 2021. 
 

YES NO 

3 I have written down my participant number (top left corner 
of this page) in a safe place. I know that I need this number 
if I change my mind. 

YES NO 

Participant 
No. 
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4 I know that anything I say will be kept safe and private.  
 

YES NO 

5 I am happy for my words to be: 
 

• used to help others understand what Annual Health 
Checks are like 

• shared in a journal. I am happy for my words to be  
• shared in a presentation  

 
I know that  no one will know they are my words. 
 

YES NO 

6 I am happy for the interview to be video recorded YES NO 

7 Anyone supporting me during the interview is happy to be 
video recorded 
 

YES NO 

8 I agree to be contacted and asked about the study results 
 

YES NO 

9 I agree to take part in the above study 
 YES NO 

 

Thank you for your participation in this study.  Your help is very much 
appreciated. 
 
 

Participant name Date Signature 
 
 
 

  

Supporting Person name Date Signature 
 
 
 

  

Researcher name Date Signature 
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Appendix 2.4: Semi-structured interview guide 
 

Thesis Interview Schedule 
 

1. Helping Participants Feel at Ease 
 

- There are no wrong answers. I want to know what it’s like for you to have an Annual 
Health Check.  

 
- You can tell me as much as you want. This is like a conversation but where you’re in 

charge.  
 

- You might see me write things down. This is to remind me of what you said and to 
ask questions about some of what you said.  

 
- This meeting is to find out what it’s like for you to have an Annual Health Check. 

 
 
Overall questions (to be referred back to as necessary) 
 

- Have you had many Annual Health Checks?  
-  
- What is it like to have an Annual Health Check? 

 
- What help, if any, do you need during your Annual Health Check? 

 
 

2. Beginning the Interview – background information 
 

- When was your last Annual Health Check? Have you had many before? 
 

- What did you think about/how did you feel about Annual Health Checks? 
 

- Have you had good/bad Annual Health Checks before?  
 

o What’s the difference between a good and a bad Health Check? 
o What’s it like for you when you have a good/bad health check? 

 
3. The Invitation Letter 

 
- How do you know when it’s time for your Annual Health Check? 

 
- How do you arrange the check when it’s time?  

 
o How are you invited?  
o What is it like to be invited that way?  
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o Does being invited in that way change what you think/feel about your 
Doctor? 

 
- Do you get help to make the appointment? What is that like for you? 

 
4. Before the Appointment 

 
- On the day of the appointment do you do anything to get ready for your Health 

Check?  
 

o Does anyone help you to get ready?  
o Does their help make it easier/harder? 

 
- Before going to the Doctors on the day how do you feel?  

 
- When you get to the Doctors on the day how do you feel then? 

 
- What is it like for you to be inside your Doctors surgery? (impact of environment and 

staff interactions). 
 

- Before you go in do you know what will happen in your Health Check?  
 

o How do you feel about that? 
 

 
5. The Health Check 

 
- How do you feel when you go into see the Doctor/Nurse to have your Health Check? 

 
 

- What is it like to talk with the Doctor/Nurse? 
 

o Do you like your Doctor/Nurse? Do you feel comfortable/uncomfortable with 
them? 
 

- Does someone go in with you to your Health Check?  
 

o Does their help make it easier/harder? 
 

- What happens when you have an Annual Health Check? 
 

o Are there different parts to your Health Checks?  
o What would you call these parts?  
o How do you feel about these parts? 

 
6. After the Health Check 
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- How do you feel when you leave the Doctor/Nurses room after your Annual Health 
Check? 

 
7. Ending the Interview 

 
- Is there anything else you want to tell me about what it is like for you to have an 

Annual Health Check? 
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Appendix 2.5: Accessible debrief letter 
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Appendix 2.6: Readability statistics of all study materials 
 

The readability of all materials used for recruitment and data collection were assessed using 

Flesch Reading Ease readability scores and the Flesch-Kincaid grade level test. Both were 

applied through Microsoft Word. Both are widely used measures of a document’s 

accessibility. Higher Flesch index scores indicate greater readability, whereas higher grade 

level scores indicate poorer readability. Flesch readability is also a good proxy for ease of 

understanding when questions are read aloud. The Flesch–Kincaid Reading Ease score is 

based on the average number of words per sentence, the number of syllables per word and 

the use of a passive tone. A score of 90–100 is considered easily understandable by an 

average 11-year-old, a score of 60–70 is considered easily understandable by 13- to 15-year-

olds and a score of ≤ 30 is considered easily understandable by graduates. The Flesch–

Kincaid Grade Level score rates text in terms of US school years: a score of 8.0 means that 

an eighth-grade student (aged about 13 years) would be able to understand the 

information. Below are the readability scores for each document developed for the study. In 

the United Kingdom and within the National Health Service (NHS) efforts to make 

information accessible are described as ‘easy read’. A document is considered ‘easy read’ if 

it achieves a Flesch-Kincaid Grade score of 3 or below. 

 

Document Flesch 

readability score 

Flesch-Kincaid 

Grade 

Accessible Invitation Letter ver. 5 80.9 3.9 

Accessible social media poster  89.8 3.2 

Accessible recruitment video 82.3 4.5 

Accessible Participant Information Sheet (with visuals) 84.3 3.9 

Accessible Participant Information Sheet (no visuals) 77.1 5.2 

Standard Participant Information Sheet 51 10.5 

Informed Consent Document 91.4 3.2 

Accessible Debrief Letter 92.8 2.6 

Interview Schedule ver. 3 94.1 2.6 

Accessible summary of findings 86.1 4.4 
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Appendix 2.7: Supporting quotes for each interpretative theme 

presented 
 
Theme 1, “It’s good for me” (Helen, line 69) 
 

Sub-theme “It helps you knowing you’ve been “kept healthy” (David, line 181) 
 
This sub-theme illustrates how participants were aware of their greater susceptibility to 
poorer physical health, and how the meaning of being “kept healthy” (David, line 181) 
differed between participants: 
 

When asked what they thought was good about AHCs Louise said “it’s just having 
the reassurance that there’s nothing going on” (Louise, line 152-153) 
 
Similarly, Helen said “it’s good because I like to know what’s going on, and what’s 
wrong” (Helen, line 169). 
 
Carla: “…to make sure someone's healthy…Because people with learning disabilities 
are more likely to die quicker… They've got more health problems.”  
Carer: “Can they not notice when they've got a health problem?” 
Carla: “No. Someone with a learning disability wouldn't even know…if they had 
cancer.” (line 488-496) 
 
“…people with a learning disability, they will die much younger than normal people… 

It's not fair, really…” (Jude, line 158-163) 
 
“…if you stop annual health checks… it's not very nice because…eventually you may 
get something…you may have to emergency phone call to the hospital or what not.” 
(Ivaan, line 253-257) 
 
“…I think the annual health check is good. Because it tells you what’s wrong with 
your body. And it lets the people in charge… know what’s wrong and what they can 
do.” (David, line 525-527) 
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Some participants also expressed anxiety that due to the COVID-19 pandemic, the normal 
physical checks had not been performed during their most recent AHC: 
 

“I was a bit worried…because of lockdown I only had a bit done, and I have to have 
blood tests for my thyroid, and my kidneys cause of the tablets I'm on” (Rose, line 51-
52). 
 
I didn't get weighed or nothing, I only had a little bit done. And she didn't take my 
high blood pressure… Wasn't very good…I don't know if they could have done a bit 
more…” (Rose, line 66-105) 
 
“…I suppose not as, not as thorough probably…Because it was over the phone and 
you weren’t seeing anyone.” (Louise, line 175-179) 
 
“…I’d rather be there in person so they can do…the proper tests...” (Anna, line 476-
477) 
 
“…it wasn't a full one… a little bit upset, but I understand why they not doing the full 
one at the moment.” (Jude, line 870-873) 

 
The AHCs were also viewed as an important opportunity for participants and their doctors to 
monitor existing health conditions: 
 

In relation to her asthma, Anna told the interviewer “I could be having more 
attacks…and they’re not checking my peak flow. And how do they know if my asthma 
is getting worse or better?” (line 535-536). 

 
For other participants the AHC seemed to be less about avoiding worsening health and 
more an opportunity to receive support to stay healthy: 
 

 “I think it’s important to be reminded of good habits actually” (Mihran, line 140-141).  
 
“It's where you go in to speak to your doctor about your daily stuff and they weigh 
you and ask how you've been lately and what I can do to improve myself” (Scott, line 
24-25).  
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Sub-theme “I have someone with me to help me” (Anna, line 639) 
 

This second sub-theme illustrates how participants also identified a need for extra support to 
access services meant to help them stay healthy: 
 
When asked what made the difference between a good and a bad AHC several participants 
talked about how their appointment was made: 
 

Rose explained that she received a letter asking her to make an appointment. 
Though her GP surgery required her to make an appointment over the phone, this 
was not easy for her to do: “…compared to what it used to be, just can't get 
appointments or when you want one. "Oh, you've gotta wait 3 weeks" when I had bad 
asthma, I said I'll be better by then I said! It's ridiculous! 3 weeks to wait for an 
appointment!” (Rose, line 339-341) 
 
Interviewer: “It sounds like you would prefer to walk up to the surgery and do it in 
person?” 
Rose: “Yeah, if I can yeah.” 
Interviewer: “Is that easier than calling and waiting on the phone and maybe not 
getting through?” 
Rose: “Yeah, because, aww (grits teeth and shakes head while letting out a sigh) 
frustrating, that phone, aww dear…Dear me, it's a nightmare.” (Rose, line 362-370) 
 
Interviewer: “… what's it like to be invited to your annual health check in that way? 
That they send you a letter and then you have to call?” 
Scott: “I'd rather them get in touch with me and say it's due, and then organise a date 
with me like that…because I can't remember my dates. I don't remember very well. I 
have to write everything down…but that's me autism. That's not my fault. My mind 
strays from other things you see and I can't help that.” (Scott, line 232-247) 
 
Carla: “it's hard because…every time you make appointments you have to ring up 
really early otherwise all appointments are gone.”  
Carer: “Usually before you wake up.” 
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Carla: “Yeah. And they have online bookings, and they're normally all gone.” (Carla, 
line 381-384) 
 
“And another problem…with phoning the doctors, they tell you that you have to 
phone at 8 o’clock in the morning. I’m not up at that time in the morning. I get woken 
up between 9 and half 9 for my medication. And even then I’m in an out, and 
normally after my medications I fall back asleep. I’m so fatigued. Normally I sleep in 
the morning. And that’s another stressful thing, that they don’t understand that I can’t 
actually ring them in the morning.” (Anna, line 357-362) 
 
Interviewer: “What's that like for you to make the appointment?” 
Rose: “Okay, sometimes it can be a bit, to get past the reception, they can be a bit 
funny sometimes. 
Interviewer: And when you say funny, what do you mean?” 
Rose: “Oh, "you can't make one”…”you've got to ring up at half past eight in the 
morning" and stuff like that for appointments and stuff. And then you ring up, it's all 
engaged! Get fed up I do!” (she sighs) (Rose, line 320-326) 
 
Interviewer: “What's the difference between getting a letter in easy read and not?” 
Anna: “… having a lot of words on one page…goes over my head… I just don’t, 
especially big words like, words I won’t probably…understand… A lot of jargon… 
and… just a lot of writing, it needs to be in pictures as well.” 
Interviewer: “How does that make you feel? Or what does that make you think about 
your doctors if they send that type of letter?” 
Anna: “That they should know by now that, especially in the type of place like this 
where we’ve all got a learning disability… everybody who lives here has a learning 
disability….And the doctors surgery should know that by now because we’ve lived 
here for five years.” 
Interviewer: “…what's the feeling that's showing up there now? For you when you're 
telling me that… what's the feeling that goes with “they should know by now!” 
Anna: “… just the same, frustrating really …like “how long have you known us?” You 
know. They have actually posted me a letter … about the flu jab. And that was in 
easy read.” 
Interviewer: And what was that like to get that letter? 
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Anna: I was thinking “well why, in fact, if this is in easy read, why can’t the other 
letters be in easy read?” (Anna, line 245-278) 

 
Difficulties could also result from the surgery environment and the additional demands it 
could make on participant’s senses and attention: 

 
David: you just sit there, waiting, wondering when is it going to be your turn… 
when someone comes out the nurse shouts your name. And they have it on the… 
TV, your name…But you’ve got to keep watching this and you wonder. 
Interviewer: Is that part of the nervous too? Where you're…making sure you don't 
miss it (being called for the appointment)? 
David: Yeah, that's it. Cause you’ve got to keep your eye on that. (line 392-405) 
 

Even when participants felt able to make an appointment independently there were 
additional factors to consider:  
 

“…sometimes they give you an appointment on the letter and then you look at it and 
think “Oh God, I’ve got to try and work round that now.” (Louise, line 346-348).  
 
“Sometimes it’s hard because it (the appointment) might clash with work or 
something. So then you've got to work out whether you can have…the time off work 
to do it…And then also you got to try and fit it in with your support time as well.” 
(Louise, line 400-404) 
 
Managing the demands of communication was another area where problems could 
arise: 
it was very stressful trying to get the appointment in the first place, because, they 
sent me a letter, which wasn’t in easy read…They kept saying…there’s this one 
doctor who I haven’t really met is doing all the annual health checks.” (Anna, line 
123-127). 
 
“It also helps having someone there in case I don’t know all the answers, or they 
might not know all the answers either, but, um, if someone came with me who had 
known me for a long time or had got to know me really well they may know the 
answers when I may have forgotten. Or they could prompt me, like if I told them I 
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wanted to mention something, they can prompt me to remind me.” (Anna, line 431-
437) 

 
“…they may talk all jargon and don't make any plumming sense!” (Ivaan, line 419) 
 
“…the feeling is trying to…grasp as much…words or sentences into my thought. And 
eventually I know exactly what they're talking about…It's …like…the current of the 
communication…trying to be patient and …get that right sentence going…otherwise 
…if I just joined the conversation with…that's going to be a whole disaster.” (Ivaan, 
line 461-476) 

 
In addition to these practical challenges simply being in the GP surgery, with its connections 
to illness and injury, could be a source of difficulty: 
 

Scott: “It's just the fact that I'm in the doctor's … it's the whole doctor's idea. What 
scares me or I don't like.” 
Interviewer: “Can you tell me a bit more about the doctor's idea?” 
Scott: “… just being in a place where potentially someone could be unwell or 
someone else could be unwell, and you don't know what's going off around you and 
you just want to get it over and done with.” (Scott, line 354-359) 

 
Anna shared a similar perspective, saying that “I always worry something’s going to 
go wrong…because I’ve got a low immune system, I can catch anything, and you 
know, you just don’t know why other people are at the doctors” (line 658-665) 

 
Theme 2, “That doctor does his job, but they treat you as a person” (David, line 558) 
 
Sub-theme “The people what do it, they care” (David, line 185) 

 
This sub-theme illustrates how what appeared to matter most was being treated respectfully 
as an individual. 
 
What seemed to be shared across participants examples was a recognition of them as 
people with individual human needs, and a willingness from primary care staff to meet those 
needs: 
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“Oh, I like em (health checks) in a way…It sort of shows you, and makes you think, 
that the people what do it, they care.” (David, line 185-186) 
 
“…they appreciate me as a person, not as a person with a learning disability.” (Jude, 
line 731). “They treat you…the same as anybody else.” (Jude, line 733) 
 
“…a good health check…might be not really rushed, and…explain as clearly as 
possible to me.” (Mihran, line 282-283) 

 
The presence of humour, being able to have “a bit of fun” with primary care staff, seemed to 
be important to some participants: 
 

David: “I call em Dracula’s daughter cause they’ve got a needle (laughing). I call em 
that (laughing) but they know I don’t mean it, they know it’s a bit of fun.” 
Interviewer: “And do they join in with you?”  
David: “Oh aye, yeah. There’s one nurse… she was taking some blood out of me 
arm. I said “how many do you want” and she went “I want four. Two for me and two 
for me dad” (laughing).” (line 431-437) 

 
Many participants identified helpful ways primary care staff had behaved towards them: 
 

Interviewer: “Do your doctors always get it right?” 
Jude: “Not always. They get some things wrong, but not all the time.” 
Interviewer: “…when they do sometimes get something wrong, what happens next?” 
Jude: “I would say to them you, yeah, you got that wrong.” 
Interviewer: “And how do they respond?”  
Jude: “Oh, sorry Jude”, you know. “Oh, I know it should be that”. 
Interviewer: “…and then do they try it differently?” 
Jude: “Um, sometimes they try it differently, like no jargon at all.” (Jude, line 925-938) 

 
“I thought he was absolutely amazing, because he looked at me, even though my 
Mum was with me. He looked at me and asked me the questions even though I 
couldn’t always answer them, but he looked at me rather than Mum because I’m the 
patient. And I’m really impressed with that.” (Anna, line 70-73) 



 172 
 

 
“if the doctor is talking to me, and the nurse is talking to my Mum and me…that’s 
actually reassuring” (Mihran, line 162-163) 

 
Sub-theme “You want the doctor to actually know the person” (Carla, line 262) 

 
This second sub-theme communicates how knowing and being known by primary care staff 
gave participants confidence that they would be treated respectfully and that their AHC 
would be done properly.  
 
Many examples of how participants were made to feel respected also seemed to involve 
familiar and preferred primary care staff: 
 

 “most of the time it's been pretty good, but that's probably because of the doctor I 
had before I moved here, I'd known him since I was 14 (years old)” (Scott, line 127-
129). 
 
“I think if you can see any doctor it’s difficult to, like, get to know them right, but if you 
stay with one doctor you get to know them really well and then you feel comfortable 
talking to them.” (Anna, line 21-23). 
 
“And this is another reason why I like seeing this doctor because she talks to me…if 
there is something that I’m stuck with then that’s when whoever I’m with is there to 
help.” (Anna, line 60-61).  
 
“I especially like one receptionist who has gone out of her way to help me when I was 
really upset one time….I was waiting and she saw me upset and she brought me to 
another room and we had a chat. And that was really nice that she did that. And 
since then she’s like “Hi!” you know, always like, you know, smiley, chatty and always 
ready to help me, you know.” (Anna, line 940-944) 

 
Theme 3, “I think doctors should be a bit more understanding with disabilities” (Scott, 

line 157) 
 

Sub-theme “Haven’t they looked at my records?” (Rose, line 287) 
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This sub-theme summarises the frustration, annoyance, and sometimes disbelief 
experienced by participants when such a lack of understanding occurred.  
 
While familiarity seemed to provide reassurance, a lack of consistency in who participants 
saw seemed to be connected in their mind with a lack of knowledge regarding their health 
history: 
 

“I write it on the envelope…the name of the doctor…that gives me a clue of what 
doctor I’m going to meet, but it’s still strange different doctor, but the doctor's name 
it’s a very important thing actually.” (Ivaan, line 331-351) 
 
Teri: “Well one time we would have seen the doctor, and another time you just see 
the nurse doing the health check.”  
Interviewer: “Does it tend to be the same person or a different person every time?”  
Teri: “Sometimes a different person.” 
Interviewer: “And what's that like for you? That it could be a different person each 
time?” 
Teri: “Yeah, it can be very sort of frustrating.” (Teri, line 511-520) 
 
Interviewer: “…would you know what will happen in your health check? 
Scott: “They just talk to me about my health, my weight… what problems I may have 
or might not have.” 
Interviewer: “…knowing about that going in, do you feel any different other than 
worried?” 
Scott: “Just worried... I don't know what they're going to say, or going to do.”  
Interviewer: “Even though you've had annual health checks before, every time, you're 
not sure?” 
Scott: “Yeah. Because everyone's different.” 
Interviewer: “…you said before that when you first started getting health checks it 
was always…the GP you'd had for a long time.” 

Scott: “But the next time I have one, it will be a completely new Doctor.” 
(Scott, line 383-393) 
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Experiencing a lack of respect from primary care staff was often voiced in terms of poor 
awareness of their individual health needs and that the AHC was not being performed 
properly: 
 

“…I asked for a female doctor…They said that they haven't got one. But they have.” 
(Carla, line 221-223) 
 
“…it was another nurse I've never seen before that time. And she didn't introduce 
herself or nothing. And the (self-advocacy group)…wrote a letter … about it to 
complain … because I wasn't happy at all.” (Rose, line 121-123) 

 
“I know when the person’s not engaging with me. They’re always tapping on the 
computer” (Teri, line 117-118) 

 
Interviewer: “… how does that make you feel when they're looking at the computer 
and not at you?” 
Anna: “…it makes me feel like they're not listening to me as much.” 
Interviewer: “So they're not listening to you and they're not paying attention?” 
Anna: “Yeah.” 
Interviewer: “And…how does that make you feel about the appointment, about them, 
and about you?” 
Anna: Um, frustrated…because I want to be able to get my point or whatever across, 
and… from past experiences they…don’t always wait until I finish what I want to say 
and they guess…what I’m gonna finish saying” (Anna, line 206-219) 

 
Interviewer: “And when that happens (when they speak to your support worker and 
not you), what do you think of the doctor? Or what do you think the doctor or nurse 
think of you?” 
Teri: “Well I just think they need to go on training. Because it’s not, I think it’s 
sometimes the way they are actually thinking in their head. Somebody with a 
disability, oh don’t worry, they’re not worried, you know. I don’t know, it’s you know, a 
very tricky one.” (Teri, line 337-341) 

 
Most participants gave examples of primary care staff behaviour that seemed to 
demonstrate a lack of understanding regarding their diagnoses and associated needs: 
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Scott: “…I remember at the last health check. It's a bit ago, I remember him trying to 
be a bit, it was more like they were in a hurry because they had other appointments 
that day. if that makes sense, but it wasn't their fault.” 
Interviewer: “And what was that like to feel like they were in a hurry?” 
Scott: “A bit annoying.” 
Interviewer: “What kind of things were they doing that it felt like they were in a hurry?” 
Scott: “It was just not explaining it slowly enough…And were a bit quick with their 
explanations” (line 172-182) 
 
“It depends how quick, I know when the person’s not engaging with me. They’re 
always tapping on the computer or whatever.” (Teri, line 117-118) 

 
Participants in this study had also encountered difficulty due to a lack of awareness 
concerning their visual or hearing impairments: 
 

“…a good one is…taking time, not rushing you…not look at the computer screen 
when they’re talking because I find it hard, um, talking, hearing what they’re saying if 
they’re not looking at me. Because I’ve got 50% hearing in my right ear. And if 
there’s background noise or they’re not looking at me that’s when I struggle.” (Anna, 
line 197-200) 

 
Teri: Cause they’ve gone back to the old school. It feels like they’re going back to the 
old school where you have to try and work your way around (laughing), you 
know….where they’re just using their own voices and not the screens anymore. See 
when I was in my other (doctors surgery) they had screens and they spoke. And they 
gave me an idea. And they’ve got the computer where you can (check in for your 
appointment) but that…doesn’t even speak to you when you tap. I think they should 
have a speaking system.” 
Interviewer: “Do you find it difficult to see things if they're, if they're not in large print?” 
Teri: “Yes. Cause I’m registered partially sighted.” 
Interviewer: “So the screens made it easier for you to be able to see where you're 
meant to go and when?” 
Teri: “Yes. And it would come up big! And sometimes you'd see a picture of a nurse 
on the screen. Room 1. And you’d know where you were going! And if they was 



 176 
 

sending their paperwork out they would send it with a picture of the doctor you’re 
seeing!” 
Interviewer: “And how would that make you feel if they did that in the surgery you go 
to now?” 
Teri: “It’d make you feel a lot easier.” (line 425-442) 

 
Other participants described how the actions of some primary care staff felt like attempts to 
dictate how they should live their lives:  
 

During one of her previous AHCs, shortly after she had fallen at home, Rose shared 
what had been said to her: “the one doctor said I shouldn't be living on my own! And I 
thought that, that wasn't very nice to say” (line 174-175).  
 
Interviewer: “Okay… then when the smoking question comes up” 
Jude: (she smiles, then quickly shakes her head) “Un uh!” 
Interviewer: “Un uh! …I'm trying to get down to … a feeling or a thought that might 
come up…” 
Jude: There’s no feeling or thought behind it, it’s just, sometimes…they know I’m … 
lying a little bit about this one” (laughing) 
Interviewer: And do they ever… wag the finger?” 
Jude: “Sometimes (laughing), sometimes yes (laughing) “You need to quit, you need 
to quit”. 
Interviewer: “And what’s that like?” 
Jude: “It’s annoying…I said “I know, I know I need to quit. But if I do quit I’ll put on 
weight” I say to them.” (Jude, line 443-455) 

 
Interviewer: “Is that a conversation you ever get to have with your doctor in the 
annual health check?” 
Jude: Not really no… they can see on the screen, about my diabetes and all…I don't 
bring it up at all to em. I know I should, but no, they don't ask.” 
Interviewer: “Would you tell me…why you don't bring that…‘stuckness’ up?” 
Jude: Because… I think they already got too much on their plate with other people's 
problems and I don't want to put my problems on to them.” 
Interviewer: “…do you think that they would listen if you did tell them?” 
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Jude: “Yeah, in a way…I think they would listen, and they will think about it and then 
they come back with another answer sort of thing.” (line 482-499) 

 
Interviewer: “Do they ask you about things like your diet?” 
Scott: “Sometimes, not all the time.” 
Interviewer: “Not all the time. So you told me a bit about when they… weigh 
you…and that you don't like that is that right?”  
Scott: “Well I hate it, the idea of knowing what my weight is, it's a bit cringy.  
Interviewer: “…is cringy the same as embarrassing?” 
Scott: “Yeah.” 
Interviewer: “… What kind of things did they say?” 
Scott: “Normally that I need to lose a bit of weight, you need to diet a little. I'm not 
very good at that.” 
Interviewer: “And that part of the check feels a bit cringy?” 
Scott: “Yeah.” (Scott, line 528-542) 

 
Sub-theme “You’ve got to have something to back you up, to help you” (David, line 
321) 

 
This sub-theme articulates how, in addition to the need for help to access health services, 
people with an intellectual disability also felt the need for support to ensure that they and 
their goals were treated with respect by primary care staff. 
 
For each participant who described needing and benefiting from such back up, it ultimately 
seemed to be about improving the accessibility of their AHC appointment. Importantly, this 
was about reducing both the cognitive and emotional demands of the process: 
 

“That extra, uh, um, helping hand is…really an advantage for me (laughing) because 
otherwise, uh, what I would do if my Mum, or if one of my parents are not there, what 
I will do, I'm not going to get out of the room and go….I do have a back up plan. Uh, 
the nurse will be there. I will ask the nurse the same thing that I'm doing with my 
Mum. And eventually the nurse will tell me what, what it is (that the doctor is asking). 
And I would tell the doctor what to do.” (Ivaan, line 727-732) 
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David: “You’ve got to have a system. Cause if you don’t have a system you’re gonna 
be lost. You’ve got to have something to back you up, to help you in a way.” 
Interviewer: “And is that how it feels for you, the way that things work, that you've got 
your brother there to back you up and help you?” 
David: “Yeah. I know if, I can phone me brother up any time I want and say to him, 
tell him I need him and I know he’d do something straight away. You’ve got to have a 
back up somewhere, whoever it is.” (David, line 320-326) 
 
“I can’t read, and I can’t write. And I’m disabled as you know…So all information 
what comes to me I let him, me brother take and have a look and sort things out. 
Anything important goes to me brother and he will sort it out.” (David, line 254-257) 
 
Interviewer: “What help, if any, do you need to go to your annual health checks?” 
Scott: “Well, originally my foster Mum used to go with me to my annual health 
check…I normally…have her come with me to explain everything what I couldn't 
possibly explain.” (Scott, line 64-68) 
 
Interviewer: “So your support worker will go with you into the health check?” 
Louise: “Yeah.” 
Interviewer: “And does that help make it easier or harder to have a health check?” 
Louise: “Probably easier.” 
Interviewer: “What is it that they do that makes it easier?” 
Louise: “Don’t know, just that they’re in the room in case I need their help.” 
Interviewer: “What kind of help might you need?” 
Louise: “Explaining stuff or whatever.” 
Interviewer: “So is that…explaining stuff that the nurse is saying to you?” 
Louise: “Yeah.” 
Interviewer: “And is it explaining stuff that you want to tell the nurse?” 
Louise: “Yeah. Both, both ways.” (Louise, line 615-626) 
 
Interviewer: “… whenever they're using lots of jargon or they're saying things that 
don't make sense to you, what does your Mum do then?  
Ivaan: “… my Mum would be so much like… Eventually put,… make sense words 
into it. Like proper.” 
Interviewer: “Your Mum would help make sense of it?”  
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Ivaan: “Yeah, to get proper words into it. And eventually they get eventually get the, 
get the, get the words out of my Mum, uh, proper words. And eventually it comes 
back to me and I, I just answer it so.” 
Interviewer: “… so your Mum helps what they say make sense…?” 
Ivaan: “Yeah, making sense.” (Ivaan, line 427-438) 

 
“Because sometimes I know they’ve got to use some jargon, ‘jargonese’ … to explain 
things. That’s so difficult for me to understand so sometimes I ask…to bring my sister 
along with me to explain it more better...” (Jude, line 940-942) 
 

However, having ‘back up’ did not guarantee a satisfying experience. At times it could result 
in the person with an intellectual disability feeling even more excluded and disempowered: 

 
“…the bad health check is talking to the carers, not talking to the person with the 
learning disability.” (Jude, line 656-657) 
 
Mihran: “Upsetting and annoying actually, because…sometimes she can be really 
irritating, but sometimes she can be loving actually. My Mum I mean.” 
Interviewer: “But sometimes it can be irritating when someone speaks for you?” 
Mihran: “Yeah.” (line 105-109) 
 
“Sometimes it becomes annoying because she, whenever she discovers a health 
problem at home she keeps on reminding me and it becomes more annoying…” 
(Mihran, line 444-446) 
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Appendix 2.11: Example of Thematic Mapping from Participant Quotes 
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