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IV Abstract 

 

Evidence shows that annual health checks (AHCs) are effective in identifying unmet health 

needs and are generally acceptable to people with learning disabilities.  Prior to this study, 

little was known about how the health issues identified within AHCs are followed up and 

addressed over time; how people with learning disabilities self-manage any conditions 

identified at the AHC, as well as the support that they may receive to support the self-

management of health.      

A prospective, longitudinal qualitative study was undertaken with 12 people with a learning 

disability, aged 18-64 years, residing in Wales and where appropriate their supporters.  

Participants were recruited via the third sector.  Efforts were made to recruit people who 

lived independently, with their families, and within supported living accommodation.  

Individuals were interviewed just after the AHC to explore their experience, any issues 

identified, and any actions proposed.  They were then interviewed at six months and again 

at 11 months.  Follow-up interviews explored whether planned actions had been taken, 

participants’ perceptions of these and what they had (or had not) achieved, what may have 

changed in terms of self-management, as well as the support that people received for the 

self-management of health.   A recurrent cross-sectional thematic analysis was used to 

analyse the findings. 

Five main themes emerged from interview one:  Going for a health check, Issues identified 

and actions taken, Supporting the self-management of health, The personal context and 

Addressing health inequities.  AHC experiences varied.  How the health check was carried 

out, whether any reasonable adjustments had been made and whether there were any 

communication issues appeared to be important in shaping participants’ experiences of the 
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AHC.  Participants also reported that no Health Action Plans had been shared and/or given 

to them.   

Four main themes emerged from the follow-up interviews:  Follow-up, Supporting the self-

management of health, The need for reasonably adjusted health services, and Going for 

another health check.  Some issues identified at the health check were appropriately 

followed up and/or addressed.  A lack of reasonable adjustments appeared to result in a 

planned action being delayed or not carried out in some cases.  For some participants, a 

planned action had not achieved the desired result and there was a reluctance to return to 

the GP to seek further advice.    

There was a lack of support for the self-management of health at the AHC, with some 

participants struggling to understand and/or follow the advice given at the AHC.  There 

was also a lack of lifestyle advice.  Support for self-management came mainly from family 

members or paid carers, which varied in terms of the amount and nature provided.  

However, many participants appeared capable of participating in self-management if they 

were given the right support and/or opportunities.   

It was concluded that the AHC should become part of a broader system of support.  This 

may include a role for health facilitators to work with GPs to ensure that actions from 

Health Action Plans are carried out, people have the right information to navigate the 

healthcare system and people are supported to self-manage their health.    
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Chapter One:  Introduction 

 

1:1 Background to the study  

 

People with learning disabilities have poorer health and higher mortality rates than the 

general population (Emerson, Baines, Allerton and Welsh, 2012; Glover, Williams, 

Heslop, Oyinlola and Grey, 2017; Learning Disabilities Mortality Review [LeDeR] 

Programme, 2018), partly due to inequitable healthcare (Emerson et al., 2012; LeDeR 

Programme, 2018).   In 2006, the Disability Rights Commission recommended the 

introduction of Annual Health Checks (AHCs) in England and Wales as one component of 

health policy to try to address the poorer health of people with learning disabilities 

(Disability Rights Commission, 2006).   The AHC was first introduced in Wales in 2006 as 

a directed enhanced service (DES) to be provided by GPs.  They were then implemented in 

England in 2008 as a DES and in Northern Ireland as a DES in 2010.  AHCs are yet to be 

implemented in Scotland, although they are a priority area for the Scottish Government.  

AHCs feature as a priority in Scotland’s Learning Disability Strategy, The Keys to Life 

(2013), which is about improving the quality of life for people with learning disabilities, 

with a specific focus on improving health outcomes.   However, while some aspects of the 

strategy have been achieved since its publication, at the time of writing this thesis, work is 

yet to be carried out around the introduction of AHCs (The Scottish Government 2015, 

2019; Truesdale and Brown, 2017).  The implementation of AHCs as a policy initiative has 

also taken place internationally in countries such as Australia, New Zealand, and Canada 

(Robertson, Hatton, Emerson and Baines, 2014).  AHCs vary, however, in how they are 

delivered.   
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Since historically Welsh policy on AHCs has been more aligned with England there is less 

focus on the delivery of AHCs in Northern Ireland in this thesis.  Presently there are some 

nuances in the way that the AHC is delivered between England and Wales; however, there 

are plans in Wales to narrow this gap (Welsh Government, 2018).  In England, general 

practitioners (GPs) are required to provide AHCs for all individuals with a learning 

disability registered with the practice and who are over 14 years old.  In Wales, the GP 

contract for the DES is currently in the process of being renewed in line with the English 

delivery of AHCs.  The plans are for an amendment to the DES that will ensure that 

everyone with a learning disability who is 18 years and over will be on the GP register and 

therefore eligible for an AHC (Welsh Government, 2018).  There are also plans in Wales 

to consider reducing the eligibility criteria for AHCs to the age of 14 years (Welsh 

Government, 2018).  Until then, to be eligible for an AHC in Wales, you must be aged 18 

years or over and be registered as using the services of the local authority (NHS Wales, 

n.d.).   At the present time, the work is focused on getting people with a learning disability 

in Wales on to learning disability GP registers.   

 

Despite the AHC service being available in Wales, historically its uptake has been variable 

across health boards (Perry, Kerr, Felce, Bartley and Tomlinson et al., 2010; Public Health 

Wales and NHS Wales Shared Services Partnership, 2020).  Concerns about the uptake of 

the AHC have also been reported in England (Hatton, Glover, Emerson and Brown, 2016; 

Primary Care Domain, NHS Digital, Jan 2019).  Furthermore, concerns have also been 

expressed regarding the quality of AHCs in both England and Wales (Heslop, 2013; Perry 

et al., 2010).   These concerns will be discussed in more detail in Chapter Three of this 

thesis.   
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AHCs for people with learning disabilities have been the focus of several studies as 

identified in a systematic review published by Robertson et al. (2014).  That paper is a 

revised version of an earlier review by Robertson, Roberts, Emerson, Turner and Greig 

(2011), considering changes in policy at both a national and international level between 

1989 to 2010.  The review concludes that health checks have consistently led to the 

detection of unmet health needs and targeted actions to address those needs.  In the earlier 

systematic review by Robertson et al. (2011), it was noted that very few studies existed 

about the perceptions of people with learning disabilities regarding the experience of health 

checks and that this may be a factor influencing their uptake. The later review identifies 

more studies regarding perceptions of health checks, a small number of which provide 

further information on the experience of people with a learning disability.  These studies 

suggest that such checks are generally acceptable to people with learning disabilities 

(Robertson et al., 2014).  However, while some people with learning disabilities reported 

positive experiences with AHCs, the need to improve communication around the AHC was 

deemed important (Perry, Felce, Kerr, Bartley, Tomlinson and Felce, 2014; Walmsley, 

2011).    Robertson et al. (2014) identified a lack of published research looking at the 

health gains resulting from health checks either in the short or long term, suggesting that 

there has been little attention paid to what happens after the health check for people with 

learning disabilities.  This set out the basis for the early development of this study.   

 

1:2 Research aims, objectives and design overview  

This study addresses a gap in the international research literature by looking at how the 

issues identified at the AHC were followed up and addressed over time.   A review of the 

international literature reveals that it is also the first study to consider how people with 
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learning disabilities self-manage health issues in between health checks, as well as what 

support they may receive to do this.   

It was important to address how the issues identified at the AHC had been followed up and 

addressed over time.  Follow-up is a well-recognised part of the monitoring and management 

of health issues and a lack of clinical follow-up has been found to be associated with 

premature mortality (Heslop et al., 2013).  Follow-up is important for verifying follow-

through on referrals, sharing test results, confirming medicine regimes, making further 

assessments, adjusting treatments, reinforcing knowledge and action plans, answering 

questions, and clearing up any misunderstandings that the patient may have (Agency for 

Research and Healthcare Quality, 2020).    Empowering people to look after their health is 

another important aspect of health management, but has not been routinely used with people 

with learning disabilities (Friedman, Rizzolo and Spassiani, 2018).  There are many benefits 

to self-managing one’s health.  For example, if a person understands how their health 

condition impacts them, they are more likely to ask questions and be involved in the 

decision-making regarding treatments (Friedman et al., 2018).  They are more likely to be 

able to manage their health, for example, by controlling their blood sugar if they have 

diabetes to recognise when their symptoms are getting worse, and seek help to avoid the risk 

of serious complications (Friedman et al., 2018).  A recurring theme within the Welsh 

Government’s delivery plans aimed at those with chronic illnesses such as diabetes (Welsh 

Government, 2013) and respiratory problems (Welsh Government, 2014) is the importance 

of promoting and supporting the self-management of long-term health conditions. A key 

focus of the Welsh Government’s prudent healthcare strategy is about providing self-

management support to have a positive impact on people’s clinical symptoms, attitudes, 

behaviours, and quality of life (Welsh Government, 2016).  However, to date little is known 

regarding how people with learning disabilities living in Wales self-manage health 
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conditions identified within AHCs, nor the kinds of support that they may (or may not) 

receive.   

The overall aim of this study was therefore to look at how the issues identified at the AHC 

are followed up and addressed over time, as perceived by participants, and how people 

with learning disabilities self-managed their health in between health checks.  The study 

also aimed to address how people with learning disabilities were supported in the self-

management of health.   

This study addressed the following research questions:  

1.  How are health issues identified within AHCs for people with learning disabilities 

followed up and addressed over time? 

2.  How do people with learning disabilities self–manage health conditions identified within 

AHCs? 

3.  What support do people with learning disabilities receive to assist them with the self-

management of health conditions? 

To address these research questions a qualitative, longitudinal methodology was adopted. 

People who have a learning disability, and where appropriate their family members or 

carers (often referred to in this study as ‘supporters’), were interviewed using face-to-face, 

semi-structured interviews.  All participants resided within the four health board areas 

within Wales that were the focus of this study. The individuals and/or their supporters were 

interviewed as soon as possible after the AHC to explore their experience, and any issues 

identified and actions proposed. They were then interviewed six months later and again at 

eleven months before people should have been due their next AHC.  These follow-up 

interviews explored whether issues identified at the AHC had been followed up and 

addressed, as well as participants’ perceptions of this.  They also looked at how people 
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were self-managing their health, including what may have changed in terms of the self-

management of health, and participants’ perceptions regarding any support received.   

 

Thematic analysis was the chosen method of analysis primarily because it allows the data 

set to be described in a rich and detailed way, in turn, revealing something of people’s 

subjective experiences, perceptions, views, and ideas.   

 

Thematic analysis was used within a critical realist framework.  This is because critical 

realism is an interactional approach that allows for different levels of experience, which is 

important when considering the health needs of people with learning disabilities.  People 

with learning disabilities are not a homogenous group and an interactional approach can 

highlight the different ways in which a person with a learning disability’s health may be 

affected, as well as how their health may be improved.   A recurrent cross-sectional 

thematic analysis was considered the most appropriate approach to analysing the 

longitudinal data because it explores themes and changes for the entire research sample 

over different points in time, although there may also be some variation in the sample itself 

at different time points (Grossoehme and Lipstein, 2016). 

 

1:3 A note on terminology used in the thesis 

 

Learning disability  

A range of terms is often used to refer to a learning disability such as ‘intellectual 

disability’ or ‘learning difficulty.’  The term ‘learning disability’ has been used throughout 

this thesis as it is the term most widely understood in the UK and most used by people with 

a learning disability to describe themselves.  The term is also used in many policy 
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documents throughout the UK.  For readers not in the UK, this term equates to ‘intellectual 

disabilities’ as used in other countries.   

 

It is estimated that approximately 13,500 adults with a learning disability are known to 

social services in Wales (StatsWales, 2019) and that there are potentially at least 60,000 

people in Wales not known to social services (based on the People with Learning 

Disabilities in England 2011 data) (Welsh Government, 2018).  According to the 

Improving Lives Programme (Welsh Government, 2018) learning disability ‘affects the 

way a person learns new things, how they understand information and 

communicate…some [people] have a mild, moderate or severe learning disability and this 

remains throughout life’ p 2.  The nature of the learning disability can affect the kind of 

support that may be required.  For example, a person with a mild learning disability may 

live independently with minimal support, while someone with a severe or profound 

learning disability is likely to be fully reliant on carers.   Many people with a learning 

disability will fall between these two different ends of the continuum, requiring support in 

some aspects of their life.   

 

Learning Disability Annual Health Checks   

In England and Wales, annual health checks (AHCs) are an intervention aimed at 

addressing some of the barriers to delivering appropriate, timely, and acceptable primary 

healthcare to people with a learning disability.  They take place once a year during a 

primary healthcare consultation, either by the GP or in combination with a practice nurse.  

The AHC for people with a learning disability attracts a tariff payment as part of a Direct 

Enhanced Service (DES) to be provided by GP surgeries.  Enhanced services are defined 

as ‘primary medical services other than essential services, additional services or out -
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of-hours services’ (British Medical Association, 2021, GP Service Provision 

Section).  DESs are nationally agreed, and practices can decide whether to sign up to a 

DES or not; however, they must be offered the opportunity to do so.  If a GP surgery is not 

signed up to the DES for delivering AHCs then the person with the learning disability 

should be signposted to a practice that offers them or to the community learning disability 

team (CLDT) who can then assist the person with getting their health check (Welsh 

Ambulances Services NHS Trust, n.d).    

 

The AHC has several components including a body-based general assessment, functional 

assessments, a baseline assessment with health promotion elements, mental health, sexual 

health, vision and hearing assessments, and cancer screening (Kerr et al., 2016).  For some 

of the more common genetic syndromes associated with learning disabilities, there are 

syndrome-specific checks.  An AHC should also include a personalised Health Action Plan 

detailing the person’s health needs, with an action plan for each health need identifying 

who is going to do what and when and how this is going to be facilitated (Gates, Fearns 

and Welch, 2015).  With the person’s permission that plan ‘should be shared with relevant 

health and social care agencies involved in supporting the person’ (LeDeR Programme, 

2018).   Health Action Planning and its emphasis on ‘what a person with a learning 

disability can do to be healthy’ (Royal College of General Practitioners (RCGP), p 34) 

suggest support for the self-management of health, although the guidance for GPs (RCGP, 

2010, 2020) does not explicitly state this.   

Self-management of health 

In this thesis, self-management of health refers to how people with learning disabilities are 

encouraged, supported and empowered to self-manage their physical and mental health 
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conditions by health and care services, which include paid carers.  This meets the 

definition as provided by NHS England’s online document Supported Self-Management 

(n.d).  However, the important role that family members may also play in supporting the 

self-management of health is also acknowledged in this thesis.   

 

1:4 Positioning the researcher  

 

A researcher needs to reflect on their positionality as they will bring their own experiences 

to the research.  These experiences will be shaped by socio-cultural contexts, such as 

gender, race, ethnicity, socioeconomic status, educational background and sexuality 

(Bourke, 2014).   Researcher bias may influence participants, which, in turn, may impact 

how participants interact with them (Bourke, 2014).  Researcher biases may also influence 

any interpretations that they may make about participants and/or the subject of inquiry 

(Bourke, 2014).   

This section provides a reflexivity statement outlining the personal factors that may have 

affected the research process.  Other reflexive sections can be found at various points in the 

thesis, such as the Methodology and the Conclusions chapters.   

I am a white, university-educated, 44-year old female, from a working-class background.   

Before conducting this research study, I was working as an honorary assistant psychologist 

for the NHS after having just completed a master’s degree in clinical psychology at 

Swansea University.  My master’s thesis explored how people with learning disabilities 

tried to make sense of their lived experiences of bereavement and loss.  While completing 

my master’s thesis I volunteered as a group and campaigns worker for people with learning 

disabilities.  As part of the campaigns group, I came to learn about AHCs.  I particularly 
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remember one session, where people were asked to identify what health issues were 

important to them.  A key issue to emerge was accessing AHCs.  Some members of the 

group did not seem to know what an AHC was (some confused it with the Personal 

Independence Payment Assessment), while other members said that they were overdue for 

another AHC consultation.  During my time as a volunteer, I had come to see that people 

with learning disabilities encountered barriers in accessing healthcare, so I wasn’t 

particularly surprised by this finding.     

I am also the autistic mother of an eighteen-year-old son with a learning disability, autism, 

epilepsy and ADHD who currently resides in a secure-type residential facility.   My son 

almost died from a perforated appendix due to health professionals lacking the attitudes, 

knowledge and skills to respond appropriately to his health needs.  As an autistic 

individual, I have encountered health professionals who do not appear to understand 

autism.  So, I am aware that the failure of health services to meet the needs of people with 

a learning disability and/or autism contributes to the health inequalities and inequities that 

they experience.  Therefore, it is important to declare that I did not come to this research 

project as someone who stands completely outside the community being studied and/or as 

someone who has no or little experience of the issue under investigation.  

Mothering a child with a learning disability is a different kind of maternal journey.  I, like 

many other mothers of children with a learning disability, have had to become my child’s 

ally, forced into conflict with professionals in a struggle for rights and services.  I too have 

been perceived by professionals as being difficult, combative and defensive.  I have been 

described by some professionals as being blunt and rude (not helped by the fact that I am 

also autistic).   I therefore very much empathise with families of children with a learning 

disability and their experiences.   I know how isolated you can feel.  However, there is a 

tendency to perceive families of children with a learning disability and/or autism as a 
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homogenous group, which simply is not the case.   Each family’s circumstances are 

different.  So, while in many ways I would position myself as an insider in terms of the 

experience of raising a child with a learning disability and/or autism I also recognise that 

my journey is unique.  

Being autistic puts me in an interesting position concerning the topic being investigated.  

Being autistic, without a learning disability, means whilst I am not considered part of the 

learning-disabled community, I am not neurotypical either.   Whilst I might have many 

strengths, I struggle with communication and social interaction; I have sensory issues and 

have restricted, repetitive patterns of thought and behaviour.  I have learned ways of trying 

to mask my difficulties, which means that the extent to which I am struggling is not always 

evident to the outsider.  Nevertheless, my autism means that I have no defence against who 

I am and how I am, and whilst I do not have a learning disability, I can appreciate what it is 

like to be different, to feel different and to encounter barriers to inclusion.  I also recognise 

that whilst all people with autism will share similar areas of difficulty, their condition will 

affect them in very different ways.  I would never presume that because I am autistic that 

other autistic people’s experiences are the same as mine.   

Whilst I have autism, I do not know what it is like to have a learning disability.  This 

means that I do not know what it is like to live with a learning disability nor do I know 

what it is like to live with the gross inequalities and inequities that people with learning 

disabilities face on a day-to-day basis.  I feel that it is important to recognise that just as 

with the autism community, people with learning disabilities are not a homogenous group.  

Some can live independently with little support, while others may be reliant on carers.    

Many people with learning disabilities, however, fall somewhere in the middle, requiring 

support in some aspects of their life.   People with learning disabilities have different life 

experiences, different hopes and dreams, strengths and talents.  They are first and foremost 
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individuals and it will be their unique, individual voice and experience that will be the 

focus of this research.    

To promote reflexivity in this study, a fieldwork diary was kept throughout the study.   

Keeping a fieldwork diary enabled me to detail how and why key decisions were 

made/actions were taken, to discuss field relationships, as well as provide clarity about the 

values and assumptions that guided the research.  Regular supervision also provided an 

opportunity to address these issues.  

1:5 The Structure of the thesis  

 

An overview of each chapter in the thesis is provided below: 

 

• Context  Chapters (Chapters Two and Three) 

The first introductory chapter, Chapter Two: ‘Health inequalities, inequities and ensuring 

equitable healthcare’, helps to explain why AHCs are needed by first providing an 

overview of the health inequalities and inequities experienced by people with learning 

disabilities.  The chapter then outlines some of the most recent national programmes and 

strategies in the UK that aim to promote equity for people with learning disabilities.  The 

chapter ends with the rationale for the AHC as a policy response to addressing health 

inequities within primary healthcare.   

The second chapter, Chapter Three: ‘The Welsh experience: relevant policy and annual 

health check implementation’, provides a history of Welsh learning disability policy and, 

in particular, that which led to the introduction of the AHC.  The chapter also looks at 

issues relating to the implementation of AHCs in Wales, with a particular focus on 

concerns around the uptake and quality of health checks and initiatives to address these.   
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• Literature Review (Chapter Four)  

Chapter Four, ‘Literature Review’, opens with a description of the search strategy used to 

identify and locate the relevant literature for answering the literature review question: 

‘What is the existing research literature relating to adults with learning disabilities and 

health checks?’  A discussion of the literature comes next, with the literature having been 

divided into key themes: challenges to implementing health checks; cost-effectiveness; the 

development and quality of health check instruments; characteristics potentially 

influencing attendance; perceptions towards the use of the health check and health check 

outcomes.   

• Methodology (Chapter Five) 

Chapter Five, ‘Methodology’, details how the research was conducted and provides a 

rationale for the methodological choices.  The chapter also details the complex ethical 

issues around research with people with learning disabilities that had to be considered and 

how these were resolved, especially concerning adults with learning disabilities who could 

not consent to participate in the study.     

• Findings (Chapters Six and Seven)  

The first findings chapter, Chapter Six: ‘Thematic Analysis Findings for Interview Stage 

One’, describes the thematic analysis findings for the first interview.  To give the 

qualitative findings an added context the chapter opens with pen portraits of the people 

with a learning disability and the supporters that were interviewed for this research.  

Before the thematic findings are discussed, an overview of the checklist data is provided.  

The checklist was used to determine which aspects of a person’s health were covered by 

the GP and/or practice nurse (as it appeared to the participants) at their AHC.   
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Chapter Seven, ‘Thematic Analysis Findings for the Follow-up Interviews’,   

focuses on the thematic analysis undertaken for the second and third interview stages.  This 

is followed by additional analysis, using Saldaña’s (2003) framework, which is a useful 

framework for exploring change for participants over time.   

• Discussion (Chapter Eight)  

Chapter Eight, ‘Discussion’, explores the relevance, significance and meaning of the 

research findings.  It is structured in five parts.  The first part explores participants’ reports 

of their AHC experience, while the second part examines what participants said about how 

issues were followed up and addressed.  The third section explores participants’ reports 

concerning support for the self-management of health.  The fourth section of the discussion 

looks at the coronavirus pandemic and its implications for recommendations going forward 

from this study.  This is because while the fieldwork for this study took place before the 

pandemic, any recommendations going forward from this research will likely be impacted 

by the coronavirus and its effect on health and social care services.  The last section 

discusses how the researcher’s identity may have shaped the research process.   

• Conclusions (Chapter Nine) 

Chapter Nine, ‘Conclusion’, brings all the different parts of the study together.  The aim of 

the research and the research questions which were set out at the beginning of the thesis are 

revisited.  The conclusions that can be drawn from the study’s findings are presented, 

alongside the limitations of the study, the original contribution to knowledge that the study 

makes, a personal reflection on the researcher’s development throughout the research 

process and suggested recommendations for practice, policy and further research.   
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Chapter Two: Health inequalities, inequities and 

ensuring equitable healthcare 

 

2:1 Introduction  

Before providing an evaluation of the academic evidence base for health checks, as well as 

justifying why a study of this nature is required, it is important to first consider why there 

is a need for health checks for people with learning disabilities within mainstream NHS 

services.  The aim of this chapter, then, is to provide an overview of the health inequalities 

and inequities experienced by people with learning disabilities to understand why AHCs 

are considered important to improving the health of this population.   

People with learning disabilities have significantly poorer health and shorter life 

expectancies (Glover, 2017; LeDeR Programme, 2018) than the general population, which 

can lead to health inequalities (LeDeR Programme, 2018).  The factors which lead to these 

health inequalities are numerous, complex, and interacting: increased risks associated with 

specific genetic and biological causes of learning disability (Oullette-Kuntz et al., 2005); 

being at increased risk of exposure to social determinants of poor health, such as poverty, 

unemployment, loneliness and discrimination (Emerson et al., 2012; Oullette-Kuntz et al., 

2005); difficulty recognising illness and conveying health needs to others due to 

communication difficulties and reduced health literacy (McKenzie and Powell, 2004); 

health-damaging behaviours in which the degree of choice to be able to adopt a healthy 

lifestyle may be restricted (Oullette-Kuntz et al., 2005) and difficulties with accessing 

healthcare and poor healthcare provision (Emerson et al., 2012; Oullette-Kuntz et al., 

2005).  Not all determinants of health inequalities can be eliminated, specifically 

differences in health due to natural, genetic biological variations.  However, differences in 
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health that can be said to be avoidable and unjust can be reduced or removed when 

initiatives are put in place to promote equity.      

This chapter will begin by looking at differences in health status, which are not necessarily 

indicative of inequities, but could lead to inequities if people’s health needs are not 

adequately met.  The next section looks at health inequities, for example, when there is 

inadequate health promotion or inconsistent access to high-quality healthcare services.  

These differences in health can be removed or reduced when equitable healthcare is 

provided. The chapter then outlines some of the most recent national programmes and 

strategies in the UK that aim to promote equity for people with learning disabilities, of 

which the AHC is a key policy component.  The chapter ends with the rationale for the 

AHC as a policy response to addressing health inequities within primary healthcare.   

2:2 Inequalities in health status 

Although people with a learning disability are living longer than they used to (Coppus, 

2013), the life expectancy of people with a learning disability is still significantly less than 

the general population.  People with a learning disability die on average twenty years 

earlier than the general population (Glover et al., 2017; LeDeR Programme, 2018); 

although there are some variations in life expectancy statistics.  For example, NHS Digital 

(2020) reports that people with learning disabilities die on average fifteen to twenty years 

earlier than the general population.   In the thirty-three years to 2014, life expectancy for 

people with learning disabilities has been increasing by three years every decade 

(Emerson, Glover, Hatton and Wolstenholme, 2014).  However, there are signs that 

within the last five years life expectancy for people with learning disabilities may be 

stalling.  Data from NHS Digital (2020) reveal that there has been no statistically 

significant change in life expectancy for people with a learning disability between 2014-
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2015 and 2018-2019.  Based on 2018-2019 data, males with a learning disability had a life 

expectancy at birth of 66 years (14 years lower than for males in the general population), 

compared with 68 years in 2014-2015.  For females with a learning disability in 2018-2019 

life expectancy at birth was 67 years in 2018-2019 (17 years lower than for females in the 

general population).  In 2014-2015, life expectancy at birth for females with learning 

disabilities was also 67 years.   

Life expectancy for the general population also appears to have levelled off during the last 

decade (NHS Digital, 2020).  The greatest slowdown has taken place in the most deprived 

areas of the UK (Marmot, Allen, Boyce, Goldblatt and Morrison, 2020).  This may be due, 

at least in part, to the effects of ten years of austerity.  Austerity tends to disproportionately 

affect those already living in poverty and who tend to rely on the very public services and 

welfare support which so often get cut as the result of austerity measures (Marmot et al., 

2020).   People with learning disabilities are more likely to be born, grow up and spend 

their lives in deprived areas (Emerson et al., 2012).  Poverty can lead to poor health 

outcomes.  It can influence the types and quantity of food that people can access, their risk 

of exposure to infectious diseases, the type and quality of housing they can afford, their 

opportunities for leisure, and so forth (Emerson et al., 2012).   With people with a learning 

disability more likely to be born, grow up and spend their lives in deprived areas (Emerson 

et al., 2012), it is likely that austerity has only widened already existing health inequalities 

for this group. 

People with learning disabilities are at increased risk of early death because they have 

poorer physical and mental health than people without learning disabilities and because 

they may face barriers to accessing health and care to keep them healthy.   One reason for 

the health disparity is that some health conditions occur more frequently and more 

seriously than in the general population.  These conditions include epilepsy (Emerson et 
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al., 2012; Carey et al., 2016; Cooper et al., 2015 and NHS Digital, 2016), oral health 

problems (Emerson et al., 2012), respiratory disease (Bowness, 2014; Emerson et al., 

2012), osteoporosis (Emerson et al., 2012),  thyroid disorder (Cooper et al., 2015), 

dementia (Carey et al., 2016; Cooper et al., 2015 and NHS Digital, 2016), diabetes (Cooper 

et al., 2015 and NHS Digital, 2016), hypothyroidism (Carey et al., 2016 and NHS Digital, 

2016), asthma (Cooper et al., 2015 and NHS Digital, 2016), stroke/ischaemic attacks 

(Carey et al., 2016 and NHS Digital, 2016), heart failure (Carey et al., 2016 and NHS 

Digital, 2016) and mental health issues and challenging behaviour (Carey et al., 2016; 

Cooper et al., 2015;  Emerson et al., 2012; Lindsay, 2011 and NHS Digital, 2016).  There 

is also an increased risk of certain health conditions associated with specific genetic and 

biological causes of learning disability, for example, congenital heart disease in people 

with Down’s syndrome and Williams syndrome, and mental health problems among 

people with autism (Lindsay, 2011). 

A large-scale population-based, cross-sectional study investigating the prevalence of 

physical health conditions and multi-morbidity in adults with a learning disability with and 

without Down’s syndrome reports that the five most prevalent health conditions among 

people in this group, in order, are: visual impairment, obesity, epilepsy, constipation, and 

ataxic/gait disorders (Kinnear et al., 2018).  These conditions have the potential to affect 

the quality of life and/or become life-threatening if left untreated.  For example, the 

prevalence rate of epilepsy amongst people with learning disabilities is reported as being at 

least 20 times higher than for the general population, with seizures commonly being 

multiple and drug-resistant (Emerson et al., 2012).  People with epilepsy that is not fully 

controlled are at increased risk of death and a poorer quality of life (Shankar et al., 2016).  

There is also evidence that anti-epileptic medication for seizures can adversely affect 

health outcomes, especially without regular monitoring (Shankar et al., 2016).   Even a 
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seemingly minor health complaint, such as constipation can become life-threatening if no 

treatment is sought.  In people with learning disabilities, many factors can contribute to 

constipation such as inadequate diet and fluid intake, reduced mobility, lack of exercise, 

and side effects of certain medications (for example, anti-depressants, anti-psychotics, and 

analgesics) (Public Health England, 2016).  Some people may have specific disorders 

associated with having a learning disability that may make it more likely for them to have 

constipation, such as Down’s syndrome or Cerebral palsy. Some medical conditions can 

also exacerbate constipation, such as hypothyroidism, anxiety, depression, or diabetes 

(Public Health England, 2016).     

A higher prevalence of single health conditions means that people with learning disabilities 

are at increased risk of multimorbidity, which is defined as two or more chronic conditions 

in addition to the learning disability (Cooper et al., 2015; Hermans and Evenhuis, 2014; 

Kinnear at al., 2018).   Multimorbidity requires clinical management that is more complex 

than that of single conditions.  For example, due to their propensity for multimorbidity, 

people with learning disabilities are more likely than the general population to be taking 

multiple prescribed medications, which increases the risk of drug-drug interactions and 

drug-disease interactions which can have added risks for health (Kinnear et al., 2018).  

Kinnear et al. (2018) looked at multimorbidity across the adult life span of 1023 

participants with a learning disability aged between 16-83 years and found that the mean 

number of physical health conditions per participant was 11, with 98% of participants 

having multimorbidity.   Unlike the general population in whom multimorbidity is 

associated with increasing age, multimorbidity was found to be prevalent across the entire 

adult life span.  High levels of multimorbidity were detected even in the youngest age 

group, with the reported mean number of physical health conditions for 121 adults with a 

learning disability aged between 16-24 years for males (m) and females (f) as follows:   
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mild learning disability: 9 (male); 8 (female); moderate learning disability 9 (m); 13 (f); 

severe learning disability: 8 (m); 10 (f); profound learning disability: 12(m); 13 (f).  Such 

findings suggest that for people with learning disabilities healthcare availability is equally 

essential at all ages.  

The results from the Kinnear et al. (2018) study also showed that on average the more 

severe the person’s learning disability, the higher the rate of multimorbidity, which is 

consistent with previous research on the learning-disabled population (Hermans and 

Evenhuis, 2014; van Timmeren et al., 2017).  For example, Hermans and Evenhuis (2014) 

carried out a study of 1047 older participants with learning disabilities (>50 years), where 

multimorbidity was prevalent in 80% of people with a learning disability and associated 

with age and severe to profound learning disability.  Four or more conditions were 

prevalent in 46.8% of people with a learning disability and associated with age, severe to 

profound learning disability, and Down syndrome.  Van Timmeren et al. (2017) carried out 

a systematic review of 20 cross-sectional studies totalling 99 people with severe to 

profound learning and motor disabilities and found that 56% of participants had a 

combination of four health problems, namely constipation, epilepsy, visual impairment, 

and spasticity.  In 37% of participants scoliosis also emerged, bringing the total number of 

health issues to five.   This suggests that the clinical management of the health of older 

adults with severe to profound learning disabilities is often complex.   

The disparities in health between people with learning disabilities and the general 

population also include mental health.  People with learning disabilities are just as 

vulnerable to the complete spectrum of mental health problems as the general population.  

Between 25% and 40% of adults with learning disabilities have a mental health problem, 

with people with learning disabilities having a much greater propensity for developing 

mental health problems compared with the general population (Foundation for People with 
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Learning Disabilities, 2019).  Physical health and mental health can have a direct impact 

on each other.  Since people with learning disabilities have increased health needs 

compared with the general population it is important to be aware of factors that can create 

risks for people with learning disabilities, such as the development of physical health 

problems due to self-neglect (Social Care Institute for Excellence, 2018).   

There are also gender-related health disparities between people with learning disabilities 

and the general population.  For example, prostate cancer and androgen deficiency are 

more common in men with a learning disability, while menopause may occur earlier in 

women with a learning disability, and earlier still in women with Down’s syndrome 

(Lindsay, 2011). As well as there being gender-related differences in health, older adults 

with learning disabilities experience poorer health than older people in the general 

population.  Some conditions occur more frequently in older people with a learning 

disability than in the general population, including cardiorespiratory disorders, 

hypertension, diabetes, vision and hearing impairment, osteoporosis and arthritis, 

gastrointestinal conditions, cancer, hypothyroidism depression, and dementia (Lindsay, 

2011).   

Whilst people with learning disabilities have increased morbidity and mortality there is 

also evidence to show that they have unmet health needs (Robertson et al., 2014), 

suggesting that it is possible to improve the health of people with a learning disability and 

reduce the gap in life expectancy.  The next section will look at how the differences in 

health status between people with learning disabilities and the general population also 

extend to their healthcare and how it is possible to reduce or eliminate some of these 

disparities when the right support is in place.  
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2:3 Health inequities   

Due to increased morbidity and health needs, people with learning disabilities experience a 

higher number of primary care consultations per year (Carey et al., 2016) and a higher rate 

of hospital admissions (Dunn, Hughes-McCormack and Cooper, 2017; Glover and Evison, 

2013). Yet, despite having greater health care needs they often receive poorer care due to 

barriers created by healthcare organisations and professionals (Bowness, 2014) (Table 1, p 

22), which, in turn, can be compounded by communication difficulties and low health 

literacy, mobility impairments and a lack of social support.   

Table 1:  Barriers to Health Care (Bowness, 2014) 

Created by healthcare professionals Poor awareness and understanding  

A lack of training and education  

Assumptions and biases 

Diagnostic shadowing  

 

 

 

 

 

Created by organisations Rigid appointment systems  

Poor signage or reliance on written 

communication, which people with low 

literacy skills and poor sensory abilities 

will find it difficult to access 

 

 

 

Source:  Bowness, B.  (2014).  Improving General Hospital Care of People Who Have a 

Learning Disability, p. 7.  1000Lives, Public Health Wales.  Retrieved from How to (22) 

Learning Disabilities Care Bundle web.pdf (wales.nhs.uk) 

http://www.1000livesplus.wales.nhs.uk/sitesplus/documents/1011/How%20to%20(22)%20Learning%20Disabilites%20Care%20Bundle%20web.pdf
http://www.1000livesplus.wales.nhs.uk/sitesplus/documents/1011/How%20to%20(22)%20Learning%20Disabilites%20Care%20Bundle%20web.pdf
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Most people in the general population will seek medical care and advice when they 

become unwell; however, many factors can prevent people with learning disabilities from 

receiving appropriate treatment for their health needs.  They may not recognise that they 

have a health problem and/or be able to communicate their health needs to others (Alborz, 

2005).  Even when aware of illness or pain, many people with learning disabilities can 

experience difficulties in communicating this, with many reliant on carers to identify their 

health needs, make appointments for them, accompany them and advocate for them on 

their behalf.  Family members and carers may underestimate the significance of certain 

signs and symptoms (Hunt, Wakefield and Hunt, 2001) or not attribute them to ill health 

(Alborz, 2005; Felce et al., 2008b and Wilson and Haire, 1990) resulting in treatment not 

being sought and conditions being left until they are more difficult to treat.  If health needs 

continue to go unnoticed, it is not uncommon for the person to display behaviours viewed 

as challenging, which may lead to diagnostic overshadowing, where the behaviour is 

wrongly attributed to the learning disability rather than the underlying health need 

(Bowness, 2014).   

Where there is a frequent change in staff in care establishments, staff might not know the 

person well enough to assess whether a certain condition has improved or deteriorated 

(Martin, 2003); even family members or carers who know the person well may not 

recognise signs and symptoms of illness where onset is gradual (Alborz, 2005).  People 

with learning disabilities are also more likely to have low health literacy, which means that 

they might struggle to read and understand health information; know how to act upon this 

information, or know which services to use and when and how to use them (NHS Digital, 

2019).   Even people with mild learning disabilities who live independently may not know 

how to access health services or may experience difficulties with accessing healthcare, 
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such as struggling to afford a bus or taxi fares to health appointments, and therefore may 

not get the help they need (Felce et al., 2008b; Perry et al., 2014).   

Poor awareness and understanding of the health needs of people with learning disabilities 

also extend to health care staff.  For example, a lack of reasonable adjustments is a key 

barrier to people with learning disabilities accessing health services.    The Equality Act 

(2010) requires all public services, including hospitals and GP surgeries to ‘make 

reasonable adjustments,’ so that people with disabilities, including those with learning 

disabilities, are not ‘substantially disadvantaged’ (Equality Act s:20 1-5).  This is an 

anticipatory duty, meaning that organisations must plan how to meet the needs of people 

with a learning disability.  While what constitutes reasonable adjustments will be different 

for everyone, many people with a learning disability will benefit from simple adjustments.  

Examples of reasonable adjustments include providing wheelchair access; providing Easy 

Read appointment letters; giving someone a priority appointment if they find it difficult 

waiting at their GP surgery or hospital and providing clear, simple, and possibly repeated 

explanations of what is happening, as well as any medications or treatments (Public Health 

England, 2020).     

While there is a legal obligation to make reasonable adjustments, there is still a lack of 

understanding over what this means and what can be done.  In a recent survey of people 

with a learning disability and/or autism, their support teams and GPs revealed that 60% of 

people with a learning disability and/or autism said that their GP did not make reasonable 

adjustments for them (Dimensions, 2018).  A quarter of the GPs surveyed said that they do 

not have enough time in their appointments to make reasonable adjustments, with 48% 

identifying a lack of clarity on when to use reasonable adjustments and 44% saying that 

they did not know which reasonable adjustments to make.  In a recent study, semi-

structured interviews were carried out with qualified medical practitioners to try to 
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understand their views regarding reasonable adjustments and the quality of care and 

treatment of people with a learning disability in acute hospital settings (Redley et al., 

2019).  Half of those interviewed reported making little use of reasonable adjustments to 

improve the quality of the care received by people with learning disabilities, despite most 

participants attributing problems in the diagnosis and treatment of this group of patients to 

communication difficulties and/or behaviours that were deemed as challenging.   

Some health professionals believe that treating people with a learning disability equally 

means treating everyone the same (Northway, 2017).  However, if the delivery of 

healthcare is the same for every patient this will inevitably result in some needs not being 

met as people have different needs (Northway, 2017).  For example, it is standard practice 

for routine GP appointments to last around ten minutes, but what if this is a person with a 

mild learning disability who lives on their own?  The patient might leave their appointment 

anxious and confused because they needed more time to understand the information given 

or to ask questions.  So, inequity arises where differences are unnecessary, avoidable, 

unjust and unfair.  To ensure that equality of care is provided the barriers that result in 

these inequities need to be identified and removed.  For instance, one reasonable 

adjustment is to allow longer appointment times, such as routinely offering double 

appointment slots so that people with learning disabilities do not feel rushed and/or by 

offering appointments at the beginning or end of the day.   

Effectively managing the long-term health conditions of people with a learning disability is 

another way in which care providers can help to reduce health inequities for this 

population.  However, recent evidence suggests that there may still be room for 

improvement in this area.   In the UK, GPs are remunerated for how they perform in the 

management of long-term health conditions, according to the Quality and Outcomes 

Framework (QOF) Indicators.  Cooper et al. (2018) found that adults with learning 
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disabilities and long-term health conditions such as epilepsy, hypertension and diabetes 

received significantly poorer management on many QOF indicators in primary care 

compared to the general population.  Specific examples of poorer management included 

fewer people with a learning disability having an asthma review in the previous fifteen 

months and fewer people with learning disabilities and diabetes with a record of retinal 

screening in the previous fifteen months.   The research literature also shows that people 

with a learning disability are less likely to have longer doctor consultations compared with 

the general population to help ensure that they understand the information they are given 

regarding any health conditions that they have (Carey et al., 2016).  People with learning 

disabilities also have less continuity of care with the same doctor (Carey et al., 2016).  A 

doctor or nurse who knows the patient well can give personally tailored advice, enabling 

the patient to manage his or her condition effectively and with confidence (Hill and 

Freeman, 2011).    

There is a growing body of evidence showing that people with learning disabilities do not 

use and engage fully in health promotion and disease prevention activities to the same 

extent as the non-learning-disabled population and that this is not simply a lifestyle choice 

(Davis, Proulx and van Schrojenstein Lantman-de Valk, 2014; Ouellette-Kuntz et al., 

2004). This is particularly evident in the areas of obesity and weight management, oral 

health, immunisation and screening (Ouellette-Kuntz et al., 2004).  A lack of engagement 

with health promotion and disease prevention activities may have serious implications for a 

person’s health.  To illustrate this point, people with a learning disability are at increased 

risk of being malnourished and/or being overweight or obese compared to the general 

population, with diet and exercise being key factors that contribute to having a healthy 

weight (Lindsay, 2011).  An analysis of data from GPs across England has shown that 

while a smaller proportion of learning disabled people aged 18 years and older are in the 
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milder category termed overweight in comparison to the general population (30% of men 

and 25% of women compared to 41% of men and 31% of women without a learning 

disability), there is a higher proportion of people with a learning disability in the more 

severe category of obese (31% of men and 45% of women compared to 24% of men and 

27% of women without a learning disability) (Public Health England, 2016).  According to 

the British Dietetic Association (cited in Public Health England, 2016) people with 

learning disabilities can be motivated to make changes if they are supported to understand 

the possible effects of their lifestyle choices and the benefits of eating more healthily and 

engaging in exercise.  However, inadequate support continues to be a major barrier to 

living healthily for people with learning disabilities (Public Health England, 2016).    

Older people with learning disabilities experience the same health problems and associated 

ageing and lifestyle factors as the general population, such as a lack of exercise and poor 

diet, as well as the effects of active and passive smoking, drug and alcohol use (Lindsay, 

2011).  However, they are less likely to consider the consequences of everyday lifestyle 

choices and are more likely to have poorer health resulting from lifestyle factors such as a 

poor diet and a lack of exercise.  While these issues can be addressed (for example, by 

providing more support for health promotion) a lack of access to health promotion and 

disease prevention remains a barrier.  There is also the potential for diagnostic 

overshadowing as the person gets older.  For instance, supporters may be unaware of 

changes that occur during the ageing process and may attribute any health issues associated 

with the ageing process to the learning disability.  Conversely, health problems may be 

attributed to the person’s age, rather than to the learning disability.  This might mean that 

changes are perceived as an inevitable consequence of ageing when perhaps they are not.  

For example, research has shown that despite people with learning disabilities being at 

high risk for developing osteoporosis, there are ways to promote good bone health, such as 
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Vitamin D supplementation, getting plenty of physical activity, and eating a healthy, 

balanced diet (Burke, McCallion, Walsh and McCarron, 2017).   However, many people 

with learning disabilities are not supported with bone health, which provides a further 

example of continuing health inequities.     

Older people with learning disabilities may also encounter problems with their health due 

to the aetiology of their disability and associated conditions, which may require specific 

interventions.  For instance, Cerebral palsy is a neurological condition that affects one’s 

movement and flexibility.  Ageing tends to accentuate these symptoms and effects 

(Lindsay, 2011).  Individuals with Down’s syndrome can experience premature ageing.  

The incidence of Alzheimer’s in individuals with Down’s syndrome is higher than for the 

rest of the population (including those with a learning disability) (Alzheimer’s Society, 

2019).   People with Down’s syndrome could benefit from annual cognitive screening once 

they have reached adulthood since there is increasing evidence that early treatment may 

influence how the disease progresses (Kozma, 2008; Panegyres, Berry and Burchell, 2016).  

Such interventions may help to reduce inequities in healthcare for people with Down’s 

syndrome.   

While this section shows that people with learning disabilities face many barriers to 

healthcare, it is possible to modify and remove many of them by promoting equity.    

Barriers include poor awareness and understanding of the health needs of people with 

learning disabilities; diagnostic overshadowing; lack of reasonable adjustments; lack of 

understanding of what is meant by treating people with learning disabilities equally; a 

reliance on written forms of communication that people may find difficult to read and/or 

understand and a lack of support for health promotion and disease prevention.  The next 

section looks at policy initiatives to improve the health of people with learning disabilities, 

including the rationale for AHCs as a response to health inequities.   
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2:4 Promoting equity 

In recent years there have been several national programmes and strategies across the UK 

to improve the health of people with learning disabilities, such as The LeDeR Programme 

(2018; 2019), the Confidential Inquiry into the Premature Deaths of People with Learning 

Disabilities (CIPOLD) (Heslop et al., 2013) and the Improving Lives Programme (2018).  

Operating in England, the LeDeR Programme is the first national programme of its kind 

and was commissioned by NHS England in 2015 to help local areas review the deaths of 

people with learning disabilities and improve services.  The LeDeR Annual Report (2018) 

identified many failings in the healthcare of people with learning disabilities and stressed 

the need to improve inter-agency collaboration and communication, awareness of the needs 

of people with a learning disability and understanding and application of the Mental 

Capacity Act 2005.  Most of its findings and recommendations are broadly similar to those 

of earlier reviews such as the CIPOLD (Heslop et al., 2013).   However, the LeDeR Annual 

Report (2018) also noted some progress in helping to make healthcare services more 

equitable, such as the provision of reasonable adjustments and improvements in hospital 

discharge arrangements.  Recommendations that are different from the CIPOLD review 

(Heslop et al., 2013) include mandatory learning disability awareness training for all staff, 

to be delivered in conjunction with people with learning disabilities and their families; 

health and social care records to be further integrated, and raising awareness of the 

prevention, identification and early treatment of pneumonia and sepsis in people with 

learning disabilities.  

In the third annual report of the LeDeR Programme (2019), 4,302 deaths were reported as 

notified.  Although only a third of these deaths had been reviewed, there were some 

examples of best practice within the report, such as in the areas of strong, effective inter-
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agency working, person-centred care and end-of-life care.  However, concerns were raised 

about the quality of care in relation to delays in diagnosing and treating illness; the quality 

of health and social care received by the person; problems with organisational systems and 

processes and gaps in service provision.  

The LeDeR Programme (2018) has been followed by the launch of Learning disability 

Improvement Standards in England for NHS trusts (NHS Improvement, 2018).   NHS 

trusts must meet four standards to ensure that they are delivering high-quality services for 

people with learning disabilities, autism or both.  The four standards concern respecting 

and protecting rights, inclusion and engagement, workforce and specialist learning 

disability services.   More recently NHS England (2019) has published its Long-Term 

Plan, which includes actions to try to tackle the causes of morbidity and preventable deaths 

in people with a learning disability and for autistic people.  Some of these actions include 

improving the existing uptake of AHCs and expanding programmes such as Stopping the 

Overmedication of People with a Learning Disability, Autism or Both and Supporting the 

Treatment and Appropriate Medication in Paediatrics (STOMP-STAMP) programmes.   

Other UK countries are following suit.  For example, in 2018 the Welsh Government 

published its Improving Lives Programme, which focuses on improving services in five 

key areas for people with a learning disability: early years, housing, social care, health and 

education.   Recommendations for primary care include: (1) improving the take-up and 

quality of AHCs to monitor and identify health needs; (2) working towards one GP register 

that captures population health needs rather than having to cross-reference GP lists with 

local authority registers; (3) ensuring the implementation of the new Once For Wales 

Health Profile, a new tool which documents the individual’s health profile, so that the 

information contained within it can be used by healthcare providers to provide safe, 

person-centred healthcare and (4) the Health Equalities Framework, which aims to help 
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commissioners, providers, people with learning disabilities and their families determine the 

impact and effectiveness of services for people with learning disabilities. To ensure 

reasonable adjustments are made for people with a learning disability in secondary care 

recommendations within the Improving Lives Programme (2018) include: (1) the use of the 

All Wales Care Bundle (Public Health Wales, 2014), which sets out the key steps which 

should be taken at various stages of a person’s hospital stay to improve the quality of their 

stay in hospital; (2) increasing the number of Learning Disability health champions who 

work with staff in the hospital to provide the care that the patient with learning disabilities 

needs; (3) ensuring that there is a flagging system on patient records so that nurses and 

other staff are informed when someone has a learning disability and (4) increasing the 

number of learning disability liaison nurses across Wales to improve the care of patients 

with learning disabilities.   The overall purpose of all these recommendations is to try to 

tackle the inequities in healthcare experienced by people with learning disabilities living in 

Wales.   

The implementation of AHCs within the UK has been recommended as one component of 

health policy as a response to the unmet health needs of people with learning disabilities 

within primary care (Robertson et al., 2014). The underlying rationale for AHCs is to 

improve health outcomes for people with learning disabilities by helping to identify 

potentially treatable health conditions early (including serious and life-threatening 

conditions such as cancer, heart disease and dementia) (RCGP, 2010).  Given that people 

with learning disabilities can struggle to identify and communicate symptoms of ill health 

and experience difficulties with navigating the healthcare system, the AHC constitutes an 

important reasonable adjustment within primary care and acts in accordance with the 

Equality Act (2010).   
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By providing a baseline against which any changes in health status can be monitored 

(Jones, Hathaway, Gilhooley, Leech and MacLeod, 2009; Martin, 2003) AHCs can provide 

a means of checking on pre-existing health conditions, such as asthma, diabetes, or 

epilepsy.  This is an important issue given that people with learning disabilities are likely 

to experience difficulty in detecting and reporting any long-term changes in health status 

and therefore are likely to rely on carers to pick up on any problems.  For those people 

with learning disabilities living in care establishments where there is a frequent change in 

carers, there may be an even greater issue with assessing longer-term changes in health 

status.   

The AHC can provide an opportunity to review medication and check if vaccinations, 

immunisations and all relevant screening programmes are up to date (RCGP, 2020).  It also 

provides an opportunity to check if the person has any other health appointments such as 

physiotherapy or podiatry (NHS England, 2018).  It can also highlight any gaps in the 

person’s healthcare (Cobb, Giraud-Saunders and Kerr, 2008).  For example, if the person 

needs to register with a dentist and what support they may require to do this.  It provides 

targeted screening for health issues that are particular to people with a learning disability, 

with questions about sensory problems (such as vision or hearing), behaviour, bowel and 

bladder function and feeding (Baines, 2018).   Furthermore, for people with learning 

disabilities with specific conditions, there may be additional clinical checks.  For example, 

if the person has Down’s syndrome the doctor or nurse may carry out a test to see if the 

thyroid gland is working properly (RCGP, 2020).   

Health checks may also have the potential to help people with learning disabilities to take 

better ownership of their health.   For example, the checks are an opportunity for generic 

health promotion (Baines, 2018).  Simple, specific actions to help improve health might 

enable the patient to take a more active role in their health and well-being.  Information on 
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how to monitor and manage health conditions, as well as about screening programmes, can 

be useful for the individual with the learning disability and anyone supporting them.   

Primary care services tend to be reactive, responding to patients at times of crisis, when 

they are physically or mentally unwell.  Time has also been identified as an issue for 

people with learning disabilities within primary care, who have been identified as needing 

longer consultations for both history taking and explanation of treatment (Lindsay, 2011; 

Perry et al., 2014).    People with learning disabilities do not have to be unwell to have an 

AHC, which means that there is the potential for there to be time to prepare for the health 

check consultation, helping to minimise any anxiety.  Baines (2018) recommends that 

health checks be organised as scheduled appointments of appropriate duration, so that the 

patient does not feel hurried.  In addition, the AHC could provide an invaluable 

opportunity for the GP and practice staff to get to know the person on their practice 

learning disability register (Baines, 2018; Contact, March, 2019).  Since a person with a 

learning disability is more likely to be well than unwell, this could help in building an 

understanding of how the person functions on a day-to-day basis (Contact, March 2019), 

fostering long-term relationships and thus providing a basis for responding to future needs. 

There is also the argument that AHCs may be cost-effective as the detection of new and 

underlying health conditions, which should then lead to actions to address those needs, is 

likely to reduce the consumption of resources in other aspects of healthcare.  For example, 

there is evidence that AHCs may reduce the need for some emergency hospital admissions 

and potentially more expensive treatment (Carey et al., 2017; Panca et al., 2019) by 

helping to identify and treat medical conditions early.   

To summarise this section, there have been several national programmes and strategies 

aimed at promoting equity for people with learning disabilities, with the AHC 
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recommended as a key recommendation for how this may be achieved in primary care.   

There are a number of reasons why AHCs are considered important.  These include the 

AHC as a means of detecting and treating health needs early; providing a baseline against 

which any changes in health status can be monitored and providing an opportunity for 

people with learning disabilities to take better ownership of their health.   

2:5 Conclusion  

People with learning disabilities often experience health disparities, which may or may not 

be inequitable.  While not all differences in health can be eliminated, health inequities, 

which are differences in health that are unavoidable and unjust, can be removed or 

reduced.   One way in which the promotion of equity at the policy level has been attempted 

is the AHC to improve health outcomes for people with learning disabilities through its 

potential for detecting and treating medical conditions early.  The next chapter will move 

on from a discussion of why health checks are needed to their implementation, beginning 

with a history of the learning disability policy that led to the introduction of health checks 

in Wales.   
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Chapter Three: The Welsh experience: relevant 

policy and annual health check implementation 

 

3:1 Introduction  

This chapter will focus on Wales.  This is because the research study focuses on the 

experiences of people with a learning disability who have had an AHC living within 

Wales.  The implementation of AHCs has been recommended as one way of responding to 

the poorer health experienced by people with learning disabilities both internationally and 

in the UK (Robertson et al., 2014).   This chapter begins by looking at the learning 

disability policy that led to the decision to introduce AHCs in Wales.  The chapter then 

moves on to consider the implementation of AHCs for people with learning disabilities in 

Wales.  It considers how data on the uptake of health checks continues to drive the need to 

improve take-up, and how concerns regarding the quality of checks have also led to work 

to improve people’s experience of the AHC.   

3:2 A history of Welsh learning disability policy  

The All-Wales Strategy for the Development of Services for Mentally Handicapped People 

(Welsh Office, 1983) was the catalyst for people with learning disabilities in Wales to 

begin moving out of long-stay hospitals and into the community.  It was underpinned by 

several key principles:  the right to have a normal pattern of life within the community; the 

right to be treated as an individual, and the right to receive additional help and support 

from local communities and professional services to develop one’s maximum potential.  A 

subsequent report to the Welsh Government, Fulfilling the Promises (Learning Disability 

Advisory Group, 2001), set out proposals for the further development of services 
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consistent with the All-Wales Strategy principles.  Concerning general health needs, one 

recommendation was that: 

Each individual should have regular health checks carried out by their Primary 

Healthcare Team. These checks should include regular reviews of prescribed 

medication. Various professionals may contribute to this care including GPs, practice 

nurses, community nurses and health visitors. They should be appropriately trained and 

working within the context of agreed, evidence-based protocols e. g., the Cardiff Health 

Checks. There should be a system for ensuring follow-up action is undertaken after the 

health check. p 56  

The Welsh Assembly Government (2004) proposed that enhanced services delivered under 

the General Medical Services (GMS) contract could provide a means for local health 

boards to address the health inequalities experienced by people with learning disabilities.  

This included a practice-based register of people with a learning disability and regular 

audited formalised health checks:   

Local enhanced services under the new contract may be one-way local health boards 

would wish to address the issue of increasing recognition of the particular health 

problems experienced by people with learning difficulties. An enhanced service would 

normally include a practice-based register and regular audited formalised health checks. 

p 22 

In response, a motion was put forward to modify the General Medical Services contract 

and this was debated in the National Assembly for Wales on Tuesday 12th October 2004 

(The National Assembly for Wales, 2004).  Although the motion was defeated, it was 

agreed in April 2006 that AHCs for adults with learning disabilities were to be introduced 

in Wales as a primary care DES.   
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The health check template to be used for the AHC was the Welsh Health Check for Adults 

with a Learning Disability, which was derived from the Cardiff Health Check by Kerr et al. 

(1998) (Anderson and Jones, 2015).  The Welsh Health Check for Adults with a learning 

disability was revised in 2016, with one of the more notable additions being mental ill-

health (Kerr et al., 2016).   

A statement of policy and practice for people with learning disabilities was published in 

2007 (Welsh Assembly Government, 2007).  The statement describes the key principles, 

aims, responses, and outcomes that the Welsh Assembly Government believed were 

desirable for people with a learning disability and specifically states that ‘authorities 

should encourage all eligible people to access their right to an AHC’ (Welsh Assembly 

Government, 2007, 7:31 p.34).  Later key Welsh legislation affecting the lives of people 

with a learning disability includes: 

• Social Services and Wellbeing (Wales) Act 2014, which aims to keep people as 

independent as possible, reducing or preventing the requirement for targeted services and 

in particular keeping people out of long-term and institutional care. 

• Wellbeing of Future Generations Act 2015, where wellbeing is a key outcome for the 

whole population.  

• Equality Act 2010 and the Health and Social Care Act 2008, where health and social care 

organisations must make ‘reasonable adjustments’ in how services are provided to reduce 

preventable inequalities in health by people with a learning disability.     

While the principles of the 2007 statement (Welsh Assembly Government, 2007) continue 

to have relevance, a recent review entitled Learning Disability-The improving Lives 

Programme (Welsh Government, 2018) examined how services for people with a learning 
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disability in Wales could be strengthened against a backdrop of increasing fiscal challenges 

over recent years.  

Evidence for this review was gathered from several sources, including people with a 

learning disability, parents and carers and existing groups (for example, regional 

partnership boards, health boards, local authorities, communities of practice, as well as the 

third and private sector groups and commissioners) in Wales.   The report states that one of 

its key priorities ‘is to reduce health inequalities through reasonable adjustments to 

mainstream services and access to specialist services.’ (p 20).  Within primary care 

services, this includes improving the uptake and quality of AHCs to monitor and identify 

health needs.  The report itself does not specifically state how these recommendations 

within primary care are to be taken forward.   

 

The next section will look beyond the AHC’s introduction, to the attempts that have been 

made to monitor and improve the uptake and quality of AHCs across Wales.  

 

3:3 Implementation:  uptake and quality  

The uptake of AHCs has been regularly monitored since their introduction to Wales.  This 

has been carried out by calculating the number of AHC claims by the number of people 

with learning disabilities on the GP QOF LD registers.  In Wales, GPs receive additional 

income for maintaining registers of people with learning disabilities as part of the QOF and 

may opt to provide the DES, which requires practices to maintain registers of patients with 

moderate to severe learning disabilities as defined by the local authority and offer them 

health checks (Williams, 2017).  The issue of who exactly is receiving AHCs is discussed 

later in this section.    Initially, there was a year-on-year improvement in uptake of AHCs, 

with the proportion of people with learning disabilities receiving an AHC in 2006/2007, 
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2007/2008 and 2008/2009 being 31%, 34% and 41%. (Perry et al., 2010).  After that, there 

has been some variation in uptake, with two periods of sharp decline.  For example, recent 

(unpublished) data from Public Health Wales and NHS Wales Shared Services Partnership 

(2020) reveals that from April 2017 to April 2018 there was a sharp decline in the number 

of AHCs, from 5,125 claims the previous year (2016-2017) to 3,500 claims, a reduction of 

1625 claims (see figure 1, p 40).  The possible reasons for this are yet unknown.  However, 

from April 2018 to April 2019 there was an increase in AHC claims to 5,250 claims, an 

increase of 1750 health checks.  This was followed by a smaller increase in claims from 

April 2019 to April 2020, resulting in 5, 375 health check claims.   Please note that 

although figure 1 shows the number of claims for 2019-2020 at the time of writing this was 

still under review.   
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Figure 1:  Numbers of AHCs for All Wales for 2008-2020  

 

Note.  Reproduced with permission from Public Health Wales and NHS Wales Shared 

Services Partnership. (2020).  Claims for LD Annual Health Checks (as per HB).  

Unpublished.   

Since its introduction to Wales, uptake of the AHC has remained below 50% year-on-year 

revealing that there are more people with learning disabilities not having an AHC than 

having one.  The issue of how to optimise the uptake of AHCs, however, is UK-wide.   In 

England, a DES to deliver AHCs for adults with a learning disability was introduced in 

2008/2009 (Robertson et al., 2014).  In the years 2012/2013, 52% of eligible people had an 

AHC.  This increased to 63% in 2014-2015; however, with the inclusion of 14-to17-year 

olds in the scheme, uptake across the whole group remained at 52% (Hatton, Glover, 

Emerson and Brown, 2016).  It is also estimated that only 23% of people with learning 

disabilities living in England are identified on GP registers (Hatton et al., 2016), which 

would make them eligible for an AHC.   
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The latest figures in England reveal that 55 % per cent of people with a learning disability 

received an AHC in 2017-18, a slight increase from 53 % per cent in 2016-2017 (Primary 

Care Domain, NHS Digital, Jan 2019).  Currently, in England, anyone with a learning 

disability aged 14 years or over who is listed on the GP’s Learning Disability QOF register 

can have an AHC.  The NHS Long Term Plan for England set a target to ‘improve uptake 

of AHCs so at least 75% of those eligible have a health check each year’ (NHS England, 

2019).  It remains to be seen whether this target will be reached.  

As well as the disparity in the uptake of AHC claims for all of Wales, there has also been 

considerable variation within Wales in the take-up rate of AHCs across local health boards 

(see figure 2, pp 42-43).  Unpublished data from Public Health Wales and NHS Wales 

Shared Services Partnership (2020) show that Aneurin Bevan, Betsi Cadwallader and Cwm 

Taf Health Boards have all experienced a decline in the numbers of AHC claims from 

2016-2017 and that these continued to fall in number in 2017-2018.   However, all three 

health boards have seen an increase in AHC claims from 2018-2019.   Cardiff saw a drop 

in AHC claims in 2017-2018, which have since increased in 2018-2019.  

Abertawe Bro Morgannwg experienced a slight decrease in claims for 2017-2018, which 

appear to have plateaued, whereas, in contrast, Hywel Dda showed a slight increase in 

claims for 2017-18, which has now been followed by a decline in 2018-2019.  The AHC 

claims for Powys, on the other hand, appear to have been steadily increasing over recent 

years.   This suggests that the likelihood of receiving a health check is related strongly to 

where people with a learning disability live and the work that has been undertaken to 

improve the uptake of checks in that area.   Please note that although figure 2 shows the 

number of claims for 2019-2020 at the time of writing this was still under review.   
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Figure 2:  Numbers of AHCs by Health Board for April 2008-April 2020  
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Note.  Reproduced with permission from Public Health Wales and NHS Wales Shared 

Services Partnership. (2018).  Annual Health Checks for People with Learning 

Disabilities:  Rates and Numbers by Health Board.  Unpublished.   

Identifying people with learning disabilities within primary care is central to ensuring that 

those eligible for an AHC receive one.   However, the large discrepancy between the 

number of people with a learning disability on the QOF LD register and the number of 

AHC claims (Public Health Wales and NHS Wales Shared Services Partnership, 2018) 

suggests that there may be an issue with knowing whom to target for an AHC.  Currently, 

in Wales practices delivering the DES are required: 

to develop and maintain a register of these individuals who are 18 years or above who 

are on the local social service register for learning disabilities.  This will include most 

patients with severe learning disabilities. (Directed Enhanced Service for the Care of 

Adults with Learning Disabilities, NHS Wales, n.d.)  

One problem with using local authority registers to determine eligibility for an AHC is that 

according to the Social Services and Wellbeing Act (2014) local authorities are not obliged 

to keep registers of adults with learning disabilities meaning that records may be 

missing/and or not kept up to date. 
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Another issue is that local authority registers are about service eligibility which changes 

over time with political and financial influences, whereas primary care registers should 

only be based on the presence of a learning disability.  This means that there may be 

people with mild-moderate learning disabilities, for example, who are not eligible for 

services and hence not registered with the local authority missing out on AHCs.  It also 

cannot be assumed that patients known to social services are likely to be those with more 

severe learning disabilities. There may be individuals with more severe learning disabilities 

who are not known to the local authority and therefore might not be targeted for an AHC.  

Presently, it is not known how many of the population of people with a learning disability 

in Wales are included in local authority registers, an issue made even more difficult by the 

fact that registers may not exist across every local authority.  It is also unclear how many 

people having AHCs might have a mild learning disability and whether they are also being 

targeted or are being invited to AHCs at the GP’s discretion.  Ensuring that those people 

with a mild learning disability are also included in the AHC is vital as the research 

evidence shows that they too are at risk of developing multimorbidity, and from an early 

age (Kinnear et al., 2018).  Furthermore, people with a mild learning disability may face 

specific challenges.  For example, travelling to the GP surgery is likely to be more 

problematic for those patients who use public transport independently.  Remembering what 

was said during consultations and/or making appointments by telephone is likely to be 

more difficult and managing any health conditions that are identified in the AHC is likely 

to be more challenging if the person lives relatively independently and has no or little 

support.  

 

The situation in Wales regarding registers may change with Welsh Government proposals 

for one GP Learning Disability register rather than GPs having to cross-reference their lists 
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with the local authority.  All people with a learning disability (or suspected learning 

disability) listed on this register will be offered an AHC from 14 years of age (Welsh 

Government, 2018).   This would seem like a positive step forward in improving uptake, 

especially since the aim is to invite all people who have a learning disability to an AHC.  

Reducing the eligibility criteria to the age of 14 years also means that young people with a 

learning disability can be supported through transition to adult services.    

 

Work has been undertaken in Wales to try to improve both the take-up of checks and their 

quality.   For example, the National Public Health Service for Wales (which became part of 

Public Health Wales in 2010) and the Welsh Centre for Learning Disabilities monitored 

and evaluated the AHC initiative for three years from 2007 to 2010.  As part of this 

exercise, a qualitative study was carried out to find out the views of people with a learning 

disability who had experienced health checks, which resulted in the production of an 

education pack for healthcare professionals (Perry et al., 2010).  More recently, in 2016, an 

All-Wales Health Group, supported by Public Health Wales 1000Lives, was established to 

support positive health outcomes for people with learning disabilities.  To improve 

understanding of the variation of uptake and quality of AHCs within Wales a pilot survey 

was undertaken with a small number of GP practices within Abertawe BroMorgannwg and 

Hywel Dda Health Boards (Williams, 2017).  The survey aimed to gain some 

understanding of GPs’ thoughts and feelings about the current AHC process, as well as 

what support might be of benefit to help increase the uptake of checks and improve their 

quality.  Of the 32 questionnaires sent to GP practices (16 practices in Abertawe 

BroMorgannwg and 16 in Hywel Dda health boards), a total of 20 were completed and 

returned.  However, due to incomplete responses, the data from only 14 surveys could be 

used (six from Abertawe BroMorgannwg and eight from Hywel Dda). A potential barrier 
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identified in this survey concerning the uptake of AHCs in Wales was ensuring that 

everyone eligible for an AHC could have one.  Analysis of the surveys revealed that there 

is confusion regarding who is eligible for an AHC, with many practices unaware of the 

contents of the local authority register.  Several practices indicated that their list included 

patients who were not on the social services register, while one indicated that they did not 

include some individuals on the register.     

As well the confusion about who should be offered an AHC, the results of the GP survey 

also revealed a need for learning disability-specific education and training on the health 

needs of people with learning disabilities.   This pilot study also included a focus group 

made up of people with learning disabilities, family carers, and support staff who were 

asked about their views regarding the AHC.  Findings showed that people with learning 

disabilities, their family carers, and support staff were not as informed as they should be 

about the importance of having AHCs, what is involved and the preparation required.  

Action plans or agreements following health checks did not appear to be developed for 

most individuals.  This might mean that some of the issues identified at the AHC may not 

have been appropriately followed up and addressed and that more support for GP practices 

may be required to ensure that this takes place.  This pilot study led to two GP practices, 

one from Abertawe BroMorgannwg and one from Hywel Dda, who expressed a desire to 

improve their services, participating in a more detailed audit programme and improvement 

plan.   

The launch of work taken forward nationally from the aforementioned pilot study has 

currently been delayed due to the COVID-19 pandemic and resulting pressures on time and 

resources. The work, however, includes the creation of cluster links and the production of a 

Primary Care Resources Training Pack for Learning Disability Annual Health Checks 

(Improvement Cymru, 2019).  Presently in Wales, GPs operate within practice clusters.   A 
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practice cluster is a grouping of GPs and practices locally determined by an individual 

NHS Wales Local Health Board (LHB) working with other health and social care 

professionals to plan and provide services locally (Public Health Wales, 2019).   The aim is 

to have learning disability teams establish a cluster link with their local GP practice cluster 

as a means of supporting GPs with the validation of registers (Phillips, 2020).    There is 

also the potential for learning disability cluster links to help improve the quality of AHCs, 

for example, by working with GPs to ensure that reasonable adjustments are in place for 

the AHC.  The resources training pack aims to help people with learning disabilities make 

an informed decision about whether they want to have an AHC, prepare for their AHC so 

that they get the most out of it and to understand how to look after their health, which is 

key to people with a learning disability being able to self-manage their health between 

health checks (Improvement Cymru, 2019).  

 

3:4 Conclusion  

Despite the AHC service being available in Wales, the All-Wales uptake has largely 

remained below 50% and the take-up of checks within Wales is variable across health 

boards. Work has been carried out in Wales to try to improve uptake.  For example, having 

one GP Learning Disability register so that GPs do not have to cross-reference different 

lists, which can lead to confusion about whom to target.  The number of checks performed, 

however, is only one consideration.  Concerns have also been raised about the quality of 

some checks and there have been efforts made to try to improve people’s experiences of 

the AHC.  While it is useful to consider how AHCs have been implemented across Wales, 

it is also important to consider the evidence base underpinning AHCs.  The next chapter, 

therefore, provides a review of the research literature, covering the previous research 
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undertaken about AHCs and setting out the platform on which this current research study is 

based.     
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Chapter Four: Literature Review 

4:1 Introduction  

This chapter aims to identify and critique the existing literature on the chosen field of 

inquiry to demonstrate why a new research study was required and to justify the plan of 

research.    A systematic search strategy was developed to identify and locate the most 

relevant range of published materials to answer the overall question that the literature 

review sought to address, which was: ‘What is the existing research literature relating to 

adults with learning disabilities and health checks?’  The literature was then read and 

summarised according to a critical framework and organised under key themes, which are 

presented in the literature review.   

4:2 Identification  

   4:2:1 Databases and search terms  

The PRISMA flow diagram was used to guide the literature search (Page et al., 2020).  

Once the literature review question had been identified, searches of the following online 

electronic databases were carried out:  ASSIA, CINAHL Plus, MEDLINE and PsychInfo.  

These databases were accessed via the University of South Wales in April 2017.   The 

search was updated in 2019.  Additionally, references from the identified academic 

literature were screened to identify any further relevant material.   

In each database, search terms for learning disabilities (learning disability, intellectual 

disability, mentally handicapped, and mental retardation) were combined with search terms 

related to health checks (health checks, health assessment, health monitoring, and health 

screening).  In addition, these search terms were combined with the instruction to exclude 

any literature including children.   The next paragraph will unpack why a range of search 

terms was used.  
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‘Learning disability’ is the term most widely understood in the UK and most commonly 

used in academia to describe the population being studied; therefore, it was key that 

‘learning disability’ was one of the search terms used. ‘Intellectual disability’ is most used 

to describe learning disability in research papers published outside of the UK, so this was 

also included. The usage of terms such as ‘mentally handicapped’ and ‘mental retardation’ 

to describe people with learning disabilities is generally considered inappropriate and 

offensive today.  Such terms have even outgrown their clinical roots, with the Diagnostic 

and Statistical Manual of Mental Disorders Fifth Edition (DSM-V) having replaced the 

word ‘mental retardation’ with ‘intellectual disability’ (American Psychiatric Association, 

2013).  However, a decision was made to include these terms since the literature search 

began in 1983 when such terminology was more often used in English language peer-

reviewed journal articles.  The terms ‘health assessment’, ‘health monitoring’ and ‘health 

screening’ were used in addition to ‘health check’ because it was thought that some 

academic papers may not have directly referred to health checks as a ‘check.’   

The tables below show the Boolean operators used to set limits on searches (limited to title 

and abstract) per database, as well as the number of hits per database: 

Table 1:  ASSIA 

 

 

 

 

 

 

Database:  ASSIA 1983--Search terms: Health checks OR health assessment OR health 

monitoring OR health screening AND learning disability(truncation) OR intellectual 

disability (truncation) OR mentally handicapped OR mental retardation NOT Children. 

Additional limiters:  

• English language only  

• Post-1983   

• Peer-reviewed journal articles  

Total number of hits:  244 

 

 

 

# 
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Table 2: CINNAL Plus  

 

 

 

 

Table 3:  MEDLINE  

Table 3:  MEDLINE 

 

 

 

 

 

 

 

Table 4:  PsychoINFO 

 

 

 

 

Additional search strategies: 

Database:  CINAHL PLUS 1983--Search terms: Health checks OR health assessment OR 

health monitoring OR health screening AND learning disability(truncation) OR intellectual 

disability (truncation) OR mentally handicapped OR mental retardation NOT Children. 

Additional limiters:  

• English language only  

• Post-1983   

• Peer-reviewed journal articles  

Total number of hits:  269 

 

 

 

# 

 

 

 

 

 

 

 

Database:  MEDLINE 1983--Search terms: Health checks OR health assessment OR 

health monitoring OR health screening AND learning disability(truncation) OR 

intellectual disability (truncation) OR mentally handicapped OR mental retardation 

NOT Children. 

Additional limiters:  

• English language only  

• Post-1983   

• Peer-reviewed journal articles  

 

Total number of hits:  139 

 

 

 

# 

 

 

 

 

 

 

Database:  PsychINFO 1983--Search terms: Health checks OR health assessment OR 

health monitoring OR health screening AND learning disability(truncation) OR 

intellectual disability (truncation) OR mentally handicapped OR mental retardation 

NOT Children. 

Additional limiters:  

• English language only  

• Post-1983   

• Peer-reviewed journal articles  

 

Total number of hits:  416 
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Reference lists of journal articles were scrutinised for further references that may be useful.    

Four additional papers were located.  

 

To review any additional papers published during the research, a search of CINAHL 

PLUS, using the same search strategy, but starting from 2017, was carried out in June 

2019.  This revealed an additional three new papers from 124 hits.  Searches were not 

conducted on the other databases due to the large number of duplicates obtained during the 

first search.   

 

4:2:2 Inclusion and exclusion criteria  

A detailed inclusion and exclusion criteria were developed to help determine which ‘hits’ 

from the searches were relevant to include in the literature review.  The inclusion and 

exclusion criteria and the justification used were as follows:  

Inclusion: 

• Primary research relating to AHCs for people with learning disabilities (except for 

systematic reviews) 

• 1983 onwards –The All-Wales Strategy was published in Wales in 1983.  This strategy was 

pivotal in setting out a strategy for the future development of service provision for people 

with learning disabilities, with the emphasis being on care, and a normal pattern of life 

within the community.  It marked a shift away from responsibility for the residential care 

of people with learning disabilities from health to local authorities; hence, requiring a 

considerable increase in local authority provision. 
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• A focus on adults with learning disabilities (as the AHC is currently aimed at adults in 

Wales) 

• English language only 

• Published literature only  

• International, as well as national literature-Health inequality for people with learning 

disabilities is not just a national issue; other countries experience inequalities in health 

outcomes and inequality of health care access, so international research in this area was 

considered useful to include.    

• Peer-reviewed 

Exclusion: 

• Secondary sources (except for systematic reviews) 

• Pre-1983 

• Not in the English language 

• Unpublished research 

• Not children with a learning disability   

 

4:3 Literature screening   

In total, the search produced 1068 papers.  Any duplicates were removed.  The titles of the 

papers were then checked against the inclusion and exclusion criteria.  In total 909 papers 

were removed that did not meet the inclusion criteria.  For example, papers that were not 

about general health check screening were removed.  The abstracts of the papers were then 

screened against the inclusion and exclusion criteria, resulting in 54 further papers being 

removed.  To illustrate, papers were removed if abstracts stated that the study included 

children.  Full-text copies were then obtained and this resulted in two papers being 
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excluded:  one study was removed because it included children and the other study because 

it was a feature article rather than a peer-reviewed journal article.    

 

4:4 Included  

Overall, 54 research papers met the inclusion criteria (See the Prisma diagram on p 55, 

which provides an outline of the search strategy).   

 

Note. The Prisma diagram has been adapted from Page et al. (2020).  The PRISMA 2020 

statement:  an updated guideline for reporting systematic reviews, BMJ, 372(71).  doi: 

10.1136/bmj.n71 
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Figure: 3 Prisma diagram of the search strategy  
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4:5 Review of papers  

The papers were read and then summarised and tabulated in line with the critical 

framework provided by Aveyard (2014) for critically appraising research literature.   This 

framework consists of three different sets of questions for critique depending on whether 

the study is quantitative, qualitative or a systematic review.  An example of how this 

framework was applied to the quantitative studies identified in this literature review can be 

found in Appendix A.  The literature was organised into themes drawn from the overall 

literature question.  This was achieved by sorting the paper abstracts into themes.  These 

themes were then written on sticky notes and then organised into key themes and sub-

themes (see Appendix A).   In total six key themes were identified.    

 

4:6 Review of the research literature  

4:6:1 Introduction  

The literature under each key theme will now be critically appraised, the primary aim 

being to identify the current state of knowledge and then to identify the gap in the literature 

that this study seeks to fill.   

The literature has been divided into six key themes, which will be discussed in the 

following order: challenges to implementing health checks; cost-effectiveness; the 

development and quality of health check instruments; characteristics potentially 

influencing attendance; perceptions towards the use of the health check and health check 

outcomes.   

For some themes, such as challenges to implementing health checks, a body of literature 

was found, whereas for other themes there may have been only a small number of papers.  

With the latter, this was because these were relatively new themes to have emerged from 
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the literature.  Some themes are subordinate themes within a larger, overarching theme.  

For example, the detection of unmet health needs, health actions resulting from the health 

check and health gains all combine under one main theme: health check outcomes.   

The review begins with the challenges of implementing health checks.  It was felt that the 

process of putting health checks into effect was a natural place to start, before moving on 

to other topics which look at issues relating to the health check after they have been 

introduced, such as characteristics potentially influencing attendance; perceptions of the 

health check and health check outcomes.  The review ends with health check outcomes, 

explaining that whilst much research has been undertaken in this area, there is a significant 

knowledge gap that this study has sought to address.   

4:6:2 Challenges to implementing health checks    

A body of literature has looked at the barriers to implementing health checks within the 

context of them being provided as a DES.  One potential barrier to implementation has 

been problems with trying to identify patients with a learning disability so as provide them 

with health checks.    Since 2006 a learning disability (LD) indicator has been included in 

the Quality and Outcomes Framework (QOF).  UK GPs receive financial incentives to 

maintain a QOF-LD register of patients with learning disabilities, which entails assigning 

the person with a learning disability with a specific LD read code.  The application of read 

codes has become the standard practice for coding diagnoses, signs, symptoms, and 

procedures for health services in the UK.   One key issue is that QOF-LD codes do not 

include specific conditions, meaning that a person with say, Down’s syndrome, may be 

assigned a read code for the genetic condition, but not necessarily be assigned one for the 

learning disability.  This means that potentially eligible patients could be missing out on 

AHCs.  In a longitudinal cohort study used to examine whether the first 3 years of the 
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English LD-DES scheme had improved the healthcare of people with learning disabilities 

of the patients registered at participating practices 2034 patients had read codes attached to 

specific learning disability syndromes, for example, Down’s syndrome (n=1119[55%]) or 

autism (n=325[16%]) (Buszewicz et al., 2014).  While 1223 (60%) of these patients also 

had QOF-LD codes recorded and were on the practice register to be considered for the LD-

DES, 811 (40%) of these patients did not, and were therefore excluded from the AHC, 

even if they were registered with a participating practice.   Patients who did not have LD-

QOF codes were more likely to be female, in the youngest age bracket or those with 

Townsend deprivation scores on quintile 1 (least deprived) (Buszewicz et al., 2014).  

Another potential barrier to the implementation of AHCs has been the inaccurate and 

inadequate identification of people with learning disabilities (Chauhan et al., 2012; Lodge, 

Milnes and Gilbody, 2011), mainly due to GPs experiencing difficulty with identifying 

learning disability and/or with assessing learning disability severity (Lodge et al., 2011).  

Lodge et al. (2011) looked at one UK general practice’s attempts to develop a DES-

relevant register of patients with moderate to severe learning disability who were eligible 

for AHCs by conducting a read code search of the practice’s electronic medical records 

using terms potentially indicative of the presence of learning disability.  Confirmation of 

these diagnoses was then sought via close examination of these records and GP 

verification.  Findings revealed that even after close inspection of records diagnosis of 

learning disability remained unclear for 141 patients out of the 229 patients identified as a 

result of the read code search.  In some instances, patients were categorised as having 

mild/moderate learning disability, even though the criteria used to determine severity were 

unclear and without documented IQ scores.  There was, therefore, uncertainty as to 

whether these patients should be included in the DES register for health checks.   Also, 

where there was a diagnosis of learning disability in most cases evidence for how the 
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diagnosis had been arrived at was missing, while minimal information was present in other 

cases.  One patient had been diagnosed with ‘mental retardation’ based on an IQ test 

carried out in 1974, despite World Health Organisation (WHO) recommendations that 

diagnosis should be based on current levels of functioning since intellectual functioning 

and social adaptation may change over time.    To address the unsuitability of some read 

codes for use in coding patients with a learning disability as of 1St April 2018 there have 

been some changes to the coding of patients with a learning disability in England (NHS 

England and NHS Improvement, 2019).     

Further evidence suggests that difficulty in aligning the different lists of people who might 

be eligible for health checks has hampered the implementation of AHCs (Chauhan et al., 

2012; Lodge et al., 2011; Walmsley, 2011).  Cross-referencing lists were perceived as a 

barrier to carrying out health checks in all but one practice in the study by Walmsley 

(2011) and were perceived to slow down implementation.  However, the study also pointed 

to low awareness of CLDTs amongst GPs, suggesting that GPs may not have been 

benefiting from their expertise, training, and support, which could have been useful in 

confirming registers of patients with learning disabilities.  A further concern was that social 

services registers may not be routinely updated (Lodge et al., 2011), which can result in 

people who should be eligible for a health check being missed because of cross-referencing 

with local authority lists.   Another perceived barrier to the implementation of health 

checks has been the inconsistency in terms of how the DES defines learning disability 

compared with the current QOF register which includes all patients identified as having a 

learning disability (including those with a mild learning disability).   This has led to some 

uncertainty about whom to target for health checks (Chauhan, Kontopantelis, Campbell, 

Jarrett and Lester, 2010).    
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Another issue is that it is not always clear how information obtained from the DES register, 

and the current recommended Welsh health check (revised 2016) (Kerr et al., 2016), 

should link to other QOF chronic disease registers.  This is concerning since patients with 

learning disabilities are more likely to have a coexisting co-morbidity, such as epilepsy, 

which also needs to be under annual review (Lennox et al., 2007).   In a study looking at 

the additional value of the AHC for people with learning disabilities compared with 

standard care provided through the QOF framework, 65% of learning-disabled patients 

(n=634) had one or more QOF-related co-morbidity, which would result in an annual 

assessment as part of the current QOF structure.  However, despite evidence pointing to a 

higher rate of dementia among people with learning disabilities compared with the general 

population (Public Health England, 2018) none of the patients with learning disabilities 

was on the dementia register (Chauhan et al., 2010).  This may mean that for some patients 

with learning disabilities, co-morbidity is not being recognised or coded properly. 

There has also been some criticism of the recommended Cardiff Health check tool 

(Hoghton, 2010).  Based on six interviews with GPs in six practices in Oxfordshire that 

were implementing the DES, GPs pointed to incompatibility of the Cardiff health check 

with practice software systems, misalignment with Health Action Plans, insufficient 

attention to mental health and health promotion, and lack of space for follow-up actions to 

be recorded.  One GP practice amended the check to better meet its needs (Walmsley, 

2011).  Some GPs have also perceived the Cardiff Health Check to be too long, 

cumbersome, and clinically unnecessary (Chauhan et al., 2012).  In the study by Walmsley 

(2011) some practices felt that AHCs were not cost-effective, especially if home visits 

were needed to carry them out.  Concerns have also been raised regarding the 

extensiveness of the Cardiff health check.    One study revealed that for those patients who 

had an AHC the recording of QOF incentivised processes was significantly higher (for 
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example, blood pressure reading, smoking status and BMI) than for learning disability-

specific information (for example, assessment of vision and hearing, bowel and bladder 

function, feeding, and behavioural issues) (Chauhan et al., 2010).  This suggests that the 

comprehensiveness of the health check might be detracting attention away from more 

learning disability-specific related health issues.  The Royal College of General 

Practitioners (2020) for GPs in England and Wales recommends the use of The Welsh 

Health Check for Adults with a Learning Disability (Revised 2016) (Kerr et al., 2016).  

This health check tool is derived from the Cardiff Health Check (Kerr, 2006).  As yet, it is 

not clear the extent to which GP practices across Wales are using the 2016 version of the 

health check.    

In Australia, the time taken to complete the Comprehensive Health Assessment Program 

(CHAP), as well as the logistics of organising and coordinating the assessment process has 

been perceived as a barrier to implementation for many GPs (Lennox et al., 2013).   Durbin 

et al. (2016) evaluated the implementation of the health check at two primary care clinics 

in Ontario, Canada, and in particular the influence of selected organisational contextual 

factors in implementation decisions.  Findings revealed that both sites had different 

capabilities and work processes that influenced their approach to health check 

implementation, such as the extent to which the healthcare of people with a learning 

disability was a practice focus.   Decisions by one practice to use remunerated academic 

time to implement the health check, to provide more extensive training on learning 

disability, and engage nurse graduates in health check delivery were likely facilitated by 

healthcare for patients with learning disabilities as a practice focus.  The authors 

recommended sharing implementation experiences to help support wider organisational 

uptake and help identify needed support systems so that health checks can be implemented 

as effectively as possible.  GPs also reported issues with support worker capacity to 
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contribute to the health check process.  For example, the lack of a consistent support 

worker sometimes led to gaps in the medical history of the patient.   

A further potential barrier to the implementation of health checks is low uptake.  For 

example, the number of health checks carried out in England remains at approximately 

50% (Perera, Audi, Solomou and Courtenay, 2019), while in Wales it remains at 

approximately 40% (Public Health Wales and NHS Wales Shared Services Partnership, 

2020).  Historically, the uptake of AHCs has also been low in Northern Ireland.  AHCs for 

people with a learning disability was introduced in Northern Ireland in 2010.  Data 

collected over a three-year period during the years 2011-2014 reveal that 84% of GP 

practices provided health checks covering an estimated 87% of the population of people 

with learning disabilities, with 64% of people known to practices having received a health 

check (McConkey, Taggart and Kane, 2015).    However, despite these figures, the data 

also show that fewer than 50% of people with learning disabilities were receiving a health 

check every year.   The uptake of AHCs by people with learning disabilities also varied 

across the five trusts in Northern Ireland (ranging from 56% to 70%).  These variations 

appear linked to the appointment of health facilitators in that the trust with the greatest 

number of participating practices had the greatest number of health facilitators or health 

facilitators who had been in the post for a long time.  However, despite the efforts of health 

facilitators to get GP practices signed up to the DES scheme, some GP practices were 

reluctant to do so, citing a lack of demand, scepticism about the value of health checks and 

a wish to avoid extra paperwork as their main reasons for not wanting to get involved.  In 

other research, Walmsley (2011) found that GPs were not well informed about learning 

disabilities and that a known contact in the CLDT emerged as a need.  GPs needed to know 

what constitutes good practice and how to implement checks, including having ready 
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access to accessible health information and Easy Read appointment letters.  Perry et al. 

(2010) report that measures such as training for specific practices increased health checks.   

While these studies reveal that there have been many barriers to the implementation of 

health checks under the DES scheme, much of this research has now become dated.  It has 

been over a decade since AHCs were first introduced in the UK under the DES scheme.  

There have been several changes to policy and practice during this time, although this 

varies between the countries of the UK.  It may be the case that more up to date research 

uncovers new barriers to implementation that need to be addressed.   

4:6:3 Cost-effectiveness  

Despite some GP practices perceiving AHCs as not being cost-effective (Walmsley, 2011) 

of the few studies that have conducted a comprehensive assessment of the cost of health 

checks the evidence would suggest that the intervention is relatively affordable compared 

with standard care (Gordon, Holden, Ware, Taylor and Lennox, 2012; Panca et al., 2019; 

Romeo et al., 2009).   In a study carried out in Australia (Gordon et al., 2012) no 

significant differences in health care costs over 12 months were found between people with 

a learning disability who received health checks and those who did not receive health 

checks.  This is despite the intervention leading to significantly increased health 

promotion.  In a recent UK study (Panca et al., 2019) data obtained from The Health 

Improvement Network (THIN) was used to estimate the resource use and the impact on 

healthcare costs of AHCs in primary care to the NHS in England by comparing adults with 

learning disabilities who did or did not have AHCs.  Although AHCs resulted in higher 

costs mainly due to referral to other services people with learning disabilities who did not 

have an AHC had a significant increase in unplanned healthcare use, suggesting that AHCs 

may lead to better health monitoring and management of healthcare for people with 
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learning disabilities.    Bauer et al. (2019), however, estimated the impacts on long-term 

quality and quantity of life and costs of AHCs for older people in England and found that 

they were unlikely to be cost-effective from a health service perspective compared to 

standard primary care.  Findings need to be considered with caution since this was an 

exploratory study with modelling used to address evidence gaps.   

One criticism of studies that seek to explore the likely cost-effectiveness of AHCs is that 

there is variation between studies as to what the authors perceive as being included within 

the cost of an AHC, which can have a bearing on findings.  For example, Bauer et al. 

(2019) include not only the cost incurred by general practice, but also additional support 

provided by support workers who attend the AHC.  The authors argue that while support 

workers will be employed independently of whether they provide support at AHCs, 

support workers’ time could be spent supporting the person with something else or with 

supporting another service user; therefore, there is a ‘relevant opportunity cost’ implicated 

in the cost of providing AHCs.   However, it is subjective as to whether ‘relevant 

opportunity cost’ should be included as part of the cost of an AHC; furthermore, it could 

be argued that ‘relevant opportunity cost’ also applies to those family members who 

support people with a learning disability at their AHC.    

It might also be useful for cost-effectiveness studies to consider cost-benefit.  For example, 

even if short-term costs are greater there may be a medium to long-term benefit in terms of 

health outcomes, which may, in turn, lead to financial gains.     

4:6:4 The development and quality of health check     

instruments 

There has been very little research literature evaluating the quality of health check tools, as 

well as the scientific development of the tool.   
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A recent systematic review set out to evaluate the quality of twenty health assessment 

instruments distinguished from the research literature (Bakker-van Gijssel et al., 2017).   

The instruments varied in size, content, the way they are administered and design.  

Differing instruments can make it difficult to compare and contrast research studies since 

for comparisons to be fair, the comparisons must ensure that like will be compared with 

like.  The researchers found that information on development was only available for four 

of the instruments; there was also little information regarding clinimetric properties such as 

reliability and validity.  Two instruments, the Stay Well and Healthy-Health Risk 

Appraisal (SWH-HRA) and the CHAP appeared to have the highest quality, and the 

authors recommended that these instruments be used to construct a health assessment tool 

for people with learning disabilities that meets scientific standards.  These findings suggest 

that the methods for the development and evaluation of high-quality health assessment 

instruments for people with learning disabilities could be improved.   

 

A recent Dutch Delphi study, which aimed to generate agreement concerning what items 

should be included in a primary care health assessment instrument for people with learning 

disabilities, found agreement on 64 ‘general’ items and 18 items concerning physical and 

additional examinations among GPs experts (N=24) (GPs interested in the field) and 

intellectual disability physicians (N=21) (Bakker-van Gijssel et al, 2018).   The 

participation rate in all rounds was above 88%.   Items were included if more than 75% of 

the GP experts agreed on their inclusion.   The study started with 82 ‘general’ items and 14 

items concerning physical and additional examinations.  Ten new items were proposed.   

 

The GPs and intellectual disability physicians preferred that patients and carers completed 

a health assessment questionnaire, at least in part, at home, with clearly formulated 
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questions that encompassed the agreed items.  While the study represents the consensus of 

intellectual disability physicians and GP experts, it is not known whether GPs with less 

experience would be convinced by these findings.   

4:6:5 Characteristics potentially influencing attendance  

Some newly identified studies have investigated the individual characteristics of people 

with learning disabilities influencing attendance at AHCs.  In a study monitoring the 

uptake of health checks across GP practices in Northern Ireland over three years the people 

less likely to have a health check were those who were younger, living with families or 

living independently and those living in more socially deprived areas (McConkey et al., 

2015).  Buszewicz et al. (2014) conducted a different study that obtained similar findings, 

with younger people and those living in more socially deprived areas less likely to attend.  

McConkey et al. (2015) found that those more likely to have health checks were older 

persons, those living in residential accommodation and those living in areas of less 

deprivation.    

The reasons why certain subgroups of people with learning disabilities are missing out on 

AHCs are unclear.  Anxiety and uncertainty may be a factor in why some young people are 

missing out.    If the young person is generally fit and well and has not visited their GP for 

some time, they may be anxious about visiting the surgery.  Furthermore, they might not 

see the point of visiting their doctor unless they are unwell.   Perry et al. (2014) conducted 

two focus groups with people with learning disabilities looking at participants’ experiences 

of primary health care services, including having a health check.  The findings of a 

thematic analysis revealed that the more able people who lived relatively independently 

tended to be the least prepared for the health check.  Many reported uncertainty and 
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anxiety about what might happen at the health check, which may be a factor influencing 

attendance.   

There is some evidence that the very nature of the learning disability may impact health 

check attendance.  An Australian individual participant data meta-analysis (Ware and 

Lennox, 2016) investigated whether age, sex, cause of disability, level of disability and 

socio-economic position influenced attendance at the AHC.  The researchers found that the 

only characteristic influencing attendance was cause for disability, with Down syndrome 

being positively correlated with health check attendance across a range of study settings 

including adults living in 24 hr accommodation, adults living in private dwellings, and 

school-attending adolescents.  This may be because people with Down syndrome are at 

increased risk of certain health problems (Lindsay, 2011).  These health issues tend to 

occur earlier in life (Lindsay, 2011), which may mean that they are more familiar with 

primary care services, which may influence their willingness to attend health checks (either 

individually or with their carers).     

Very little research has looked at the extent to which people with learning disabilities 

residing in rural areas are having health checks, as well as any factors which may be 

affecting their access to them.  Burton and Walters (2013) carried out qualitative in-depth 

interviews with 18 participants including people with learning disabilities, family 

carers/support workers, and doctors in rural Australia.  They found that many people with 

learning disabilities had not had the opportunity to access Annual Comprehensive Health 

Assessments (ACHAs).   Potential contributing factors to people with a learning disability 

not being able to access ACHAs include lack of accessible information for patients and 

carers regarding health checks; GPs’ lack of expert knowledge about learning disability 

despite acknowledging their responsibility toward these patients, which can mean that they 

do not recommend assessments to patients; lack of knowledge on behalf of doctors 
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regarding the specific eligibility criteria to allow people with learning disabilities to access 

checks; difficulties with implementing AHCs due to rural workforce issues such as lack of 

time and/or resources, and scepticism that assessments would lead to better outcomes for 

patients, perhaps due in part to a lack of specialised disability health services with which to 

make a referral.  Rural participants, however, did enjoy greater social connectedness as a 

result of living in rural communities and the authors suggest that this could be used when 

designing rural health promotion strategies.  Although a small study based in rural 

Australia, some of these issues may also apply to rural communities in Wales.  In Wales,  

the uptake of health checks also tends to be low (Perry, 2010); there can be difficulty with 

recruiting GPs; a lack of adequate services, and patients are often expected to have to 

travel considerable distances to see specialists (Dreaper, 2014).  It may be that some GPs 

in rural Wales are not signed up to the DES, the repercussions being that patients and their 

families/carers are not being informed about AHCs and/or where to go if their GP does not 

provide them.  

Most of the research evidence looking at AHCs in the UK involves people who have 

experienced them and/or been offered them.  There is therefore a need for further research 

to identify why people have never attended a health check and what GP practices can do to 

improve attendance.  For example, it may be some families have never heard of an AHC or 

perceive the person with a learning disability as not needing one because they appear fit 

and well and/or because they already access their GP regularly.  It would also be useful to 

explore why some people with learning disabilities stop attending health checks and to 

consider whether the quality of the health check itself might be a factor.  For example, if a 

person felt that they were not listened to or that they were not given time for a full 

assessment, then this may affect how they feel about attending another health check.   A 

lack of reasonable adjustments might also discourage some people with learning 
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disabilities.  Moreover, if any issues identified at the health check are not appropriately 

followed up and addressed this may also influence attendance at subsequent health checks.    

 

Pre-existing self-advocacy groups (Spassiani et al., 2016; Tuffrey-Wijne et al., 2007; 

Walmsley, 2011) may be useful for capturing the views of people with a learning disability 

who have never attended an AHC or who have been for an AHC, but not had a repeat 

consultation.  However, they will not be entirely representative of the learning-disabled 

population.  For example, there are many people with learning disabilities who live at 

home with family carers who do not attend self-advocacy groups.  These people may be 

reliant upon family members to take them to their AHC.  The use of family/parent groups 

or service user groups may help capture the experiences of these people with learning 

disabilities and their families.   

 

4:6:6 Perceptions of health checks for people with learning    

disabilities   

Another key theme to emerge from the research literature was perceptions of health checks 

for people with a learning disability.  Much of this literature has focused on the perceptions 

of GPs.  Much less attention has been given to the perceptions of other health professionals 

who may have a role to play in the implementation and delivery of health checks. The 

perceptions of people with learning disabilities have also been under-researched, as have 

the perceptions of family members and/or paid carers concerning the AHC.   

4:6:6:1 General practitioners’ perceptions of the use of   

health checks for people with learning disabilities  
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Some studies have explored the perceptions of GPs regarding the use of health checks for 

people with learning disabilities.  In one study, just over half of GPs (52%) responded to a 

postal questionnaire that was sent to all 242 GPs in Gwent, South Wales (Kerr, Dunstan 

and Thapar, 1996).  A total of 126 GPs (52%) responded.  The questionnaire consisted of a 

Likert scale, which asked participants to mark their level of agreement with 20 attitude 

statements regarding the medical care of people with a learning disability.   While GPs 

generally accepted their role as primary health care providers for people with learning 

disabilities, they tended to disagree with statements that ascribed them with the 

responsibility of delivering health checks and assessments of hearing and eyesight in 

people with learning disabilities.  They did, however, generally agree that there should be 

thyroid tests for people with Down’s syndrome and that practices should have registers of 

people with learning disabilities.  GPs also generally valued specialist services, especially 

working with community teams and key workers.   

The findings of the above study should be interpreted with care.   Since 48% of GPs did 

not respond to the postal questionnaire their views are unknown, which potentially 

introduces bias if responders’ views differed from non-responders’ views (Foster, 1998).  

There is also the issue of employing Likert scales to measure attitudes.  By their very 

design, Likert scales require respondents to give an opinion in response to a statement by 

choosing from a series of choices that enable them to rate their degree of agreement (Field 

and Hole, 2011). Since respondents in the aforementioned study were not asked to justify 

and/or explain their answers, it can only be supposed why they might have agreed or 

disagreed with a particular statement.   

In a follow-up study, the attitudes of GPs in Gwent were compared with those of GPs in 

west Gloucestershire, using the same Likert tool (Bond, Kerr, Dunstan and Thapar, 1997).  

One hundred and thirty-two GPs in west Gloucestershire returned the questionnaire, 

https://www.britannica.com/failedlogin
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resulting in a response rate of 59.7%.  Overall, responses were similar, with GPs in west 

Gloucestershire agreeing with those in Gwent that they were responsible for the medical 

care of people with learning disabilities in the community.   The GPs in both areas were 

generally against providing yearly health checks and screening initiatives for people with 

learning disabilities.  However, GPs in West Gloucestershire felt this more strongly.  It is 

important to note that just as with the aforementioned study there were many GPs that did 

not return the questionnaire (around 40 %); therefore, their responses were unknown.  

Furthermore, the questionnaire itself which was constructed for the original study would 

require repeated use in large samples before it could confidently be ascertained that the 

tool is measuring what it purports to measure. 

Stein (2000) also carried out a survey of GPs’ attitudes using a Likert scale presented in the 

form of a postal questionnaire.  The questionnaire was sent to randomly selected partners 

from 95% of the practices in Southampton and South-west Hampshire Health District.  

Forty-eight GPs (75%) responded.  Attitudes were mixed about delivering yearly health 

checks, with just over half of GPs (n=24) responding that either they or another member of 

the practice team would be prepared to offer an annual assessment.   However, due to the 

small sample size of this study caution needs to be taken when attempting to interpret the 

findings. 

GPs are not a homogenous group; therefore, there can be numerous difficulties when trying 

to generalise the findings of studies that aim to capture the attitudes or views of GPs about 

health checks.  Firstly, they vary in terms of life experience, skills, and knowledge.  

Secondly, GPs differ in terms of where they practice-a GP practising in a rural area, for 

example, may face very different demands than a GP working in an urban area, which in 

turn may affect attitudes towards delivering the health check.  The differences between 

countries in the structure of healthcare systems may also have an impact on GP attitudes.  
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Even in high-income countries, where health checks have been implemented as part of 

government-funded health check programmes, there are often differences in the way that 

primary care systems are run.  For example, in Australia, many people with learning 

disabilities have no regular GP and do not even register with a practice (Ware and Lennox, 

2016).  This can have implications for targeting those eligible for a yearly health check and 

may impact attitudes towards healthcare for people with a learning disability.  In a recent 

Dutch study looking at GPs’ opinions about applying a health assessment instrument for 

people with learning disabilities in daily practice, most GPs considered providing medical 

care to patients with a learning disability as their responsibility.  However, some GPs 

viewed health assessments as the responsibility of the learning disability physician (a role 

that does not currently exist in the UK), while others emphasised cooperation with some 

learning disability physicians and/or practice nurses (Bakker-van Gijssel et al., 2016).  This 

may be because these GPs did not yet feel competent enough to take on a role that until 

recently had been the domain of learning disability physicians.  New Dutch government 

regulations mean that GPs, rather than learning disability physicians, will now be 

responsible for the delivery of medical care to this group of patients.   

In countries or regions where health checks are yet to be implemented the focus is often on 

practitioners’ opinions regarding the feasibility of implementing health checks for people 

with learning disabilities.  The drawback of this is that it is difficult to predict to what 

extent expectations would be borne out in actual practice.   For example, in the 

aforementioned Dutch study while many GPs regarded the health assessment as a useful 

tool for the detection of new diseases and the prevention of serious complications, there 

were several barriers identified such as difficulties with recognition of patients with 

learning disabilities; concerns about catering to the enormous diversity of patients with 

learning disabilities; problems with registering patients with a learning disability (the 
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consequences being that it was difficult to know who to invite for a health assessment); a 

fear that health assessments may lead to over-medicalisation; insufficient knowledge of 

learning disability, leading to feelings of incompetency in being able to deliver good 

quality care for such patients; resistance against checklists which were seen to hinder good 

communication with the patient; not wanting to stigmatise people with learning disabilities 

by recording their details in the practice system, as well as a lack of resources (time, staff 

and money).  However, the GPs’ opinions were not based on any experience of using a 

health assessment instrument for people with learning disabilities, and it may be that GPs 

would have changed their perception about health assessments had they come to use them 

in practice.    

In Australia, telephone interviews were conducted with 46 GPs at the start and finish of a 

randomised control trial (Lennox et al., 2013), capturing their views on perceived and 

actual gains, benefits and barriers associated with the implementation of the CHAP for 

people with learning disabilities.  Thematic analysis was used to identify key themes and 

patterns from the GP responses (Lennox et al., 2013).  Across both interviews, the CHAP 

was positively viewed as a tool for detecting previously unidentified health problems and 

as a vehicle for facilitating communication between the GP and the person with a learning 

disability.  The CHAP was also viewed as a means of improving knowledge and 

understanding of the health needs of people with a learning disability among GPs, a view 

that reinforces those of some GPs from earlier studies who had also perceived this to be a 

benefit of health checks (Bollard, 1999; Lennox, Green, Diggens and Ugoni, 2001 and 

McKenzie and Powell, 2004).  Anticipated concerns such as the logistics necessary to 

organise and complete the assessment process, as well as the time needed to complete the 

health assessment were confirmed at the end of the trial.  Yet, apprehension regarding the 

communication and cooperation of people with learning disabilities proved to be 
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unfounded.  Furthermore, at the start of the trial GPs highlighted the potential of the CHAP 

to facilitate collaboration between GPs and support workers.  However, at the exit, several 

barriers to engagement emerged, such as the lack of a consistent support worker for some 

people with a learning disability, which sometimes resulted in gaps in medical history and 

perceived limitations in the capacity of some support workers to support patients.   These 

findings suggest that some GPs may find it difficult to predict the benefits of using health 

assessments, such as the CHAP, with people with learning disabilities.  The study also had 

some limitations.  For some GPs their experience of using the CHAP was based on a single 

use of the health assessment tool, which offers a rather limited perspective on whether its 

use confirmed or disconfirmed previously held views regarding its implementation.  

Furthermore, it may have been that those GPs who completed the CHAP more thoroughly, 

or who had a significant number of referrals resulting from health checks, perceived more 

benefits and gains than those who performed only a basic assessment or who made few 

referrals.  It was also the case that changes in responses were not followed up on an intra-

individual basis, which may have provided a deeper insight into GPs’ experiences.   

A more recent qualitative Canadian study (Shooshtari et al., 2017) collected data through 

focus groups and semi-structured interviews with several stakeholders (including some 

paid and unpaid carers) to determine the feasibility of implementing the CHAP in 

Manitoba, Canada.  Although stakeholders were supportive of the CHAP several barriers 

were also identified including the length of the CHAP and the time taken to complete it, as 

well as the perceived lack of physicians’ willingness to carry out comprehensive 

assessments.   However, since the aim of this study was to assess the stakeholders’ 

perspective on the use of the CHAP it is difficult to know to what extent these anticipated 

concerns would be borne out in actual practice.   
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Much of the research published about GP attitudes in the UK was published before AHCs 

were introduced as a DES in primary care.  There are a few studies that capture GPs’ 

attitudes and knowledge about the DES initiative, although numbers are small or unknown 

and perceptions tend not to be captured beyond implementation.    As part of an inclusive 

research study, Walmsley (2011) conducted semi-structured interviews with GPs across six 

general practices (N=?) that were implementing the DES in England.   Many benefits to 

implementing yearly health checks were reported, such as familiarising people with 

learning disabilities and the people who support them with their GP; helping to ensure the 

appropriate use of primary care; the detection of new health conditions; supporting health 

promotion; educating carers to support healthier lifestyles and to actively manage long-

term health conditions and heightening GPs’ awareness of the needs of this population.  

While the sample was biased towards practices that were broadly supportive of the DES, 

some GPs were dismissive of the value of AHCs.  Other barriers to implementation 

included difficulty in identifying those eligible for AHCs; concerns over the cost-

effectiveness of the DES and limited GPs’ awareness of reasonable adjustments and/or the 

Mental Capacity Act (2005).   

Chauhan et al. (2012) evaluated the impact of the English DES by exploring the views of 

health professionals, people with a learning disability, and carers, as well as by analysing 

clinical data recorded in general practice clinical systems collected from 171 practices 

across 6 primary care trusts.  A total of 40 health professionals were interviewed including 

general practitioners (N=16), community learning disability nurses (N=7), practice nurses 

and nurse practitioners (N=8), practice managers (N=7), and health care assistants (N=2).  

Normalisation Process Theory (NPT) was used as a guiding framework for identifying and 

exploring the barriers and facilitators to introducing yearly health checks.  Some of the 

barriers identified included having the resources available to implement health checks; 
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disagreement among GPs about the nature, purpose, and value of the approach to care for 

people with a learning disability, which means that health checks are unlikely to become 

normalised into routine practice; the DES being treated as an add-on and not being 

integrated into usual care, meaning that if the financial incentive is stopped practices will 

be less likely to continue delivering health checks under their current structure; GPs being 

resistant to using the Cardiff template (whereas nurses and healthcare assistants found 

them useful) and eligibility for a health check not seeming to make sense, i.e. being based 

on social assessment rather than medical need.   

The research literature suggests that not all GPs hold positive views about AHCs.  

Considering that it has been some years now since the introduction of the DES in primary 

care services in England and Wales it would be helpful to explore the perceptions of GPs 

and/or other health professionals regarding the benefits and challenges of offering AHCs 

for people with a learning disability as they present today.  Furthermore, in recent years 

there have been changes to the eligibility criteria for AHCs in England.  Today, anyone 

aged 14 years or over, and who is listed on the GP learning disability register as having a 

learning disability, is entitled to an AHC.  There are similar plans for Wales.  It would be 

useful to gauge how GPs and/or other health professionals view these changes.   

4:6:6:2 Looking beyond the GP to a whole system approach –    

Others’ perceptions of their role in the health check process   

While there are many studies providing information on the perceptions of GPs towards the 

use of health checks for people with learning disabilities, there has been much less research 

undertaken regarding the perceptions of other health professionals who are likely to have 

some involvement in the AHC process.   
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Few studies explore practice nurses’ perceptions of health checks, despite a 

recommendation of the RCGP being that: ‘the nurse carries out the check of the weight, 

height, urine analysis and completes the checklist up to the physical examination and then 

passes the person over to the GP.’ (p7, 2020)   

Practice nurses in the UK routinely support people with the management of long-term 

health conditions such as diabetes or asthma.  This is in part due to the arrival of a new 

contract in 1990, which aimed to change the focus of general practice from a reactive to a 

proactive and preventative approach to care (Duncan and Hayes, 2017), and which was 

further enhanced by the introduction of the QOF (Shekelle, 2003).  Only one paper appears 

to specifically report on practice nurses’ perceptions of health checks (Macdonald et al., 

2018).  Macdonald et al. (2018) carried out a qualitative study in general practices located 

in Greater Glasgow and Clyde, with 11 nurses from 11 intervention practices.  To explore 

practice nurses’ perceptions of delivering AHCs for adults with learning disabilities semi-

structured interviews were conducted, guided by a framework approach (Ritchie and 

Spencer, 1994).   Practice nurses initially reported feeling apprehensive regarding the 

information that they had to digest before carrying out the health checks, as well as how 

they might impact their already busy workload.  In practice, while health checks were 

generally well incorporated into daily routines, this was largely contingent upon existing 

patient engagement, with the intervention being most successful with patients already well 

known to the practice.  This suggests that the intervention may have been less beneficial 

for those hardest-to-reach patients, which arguably may be most in need.   The practice 

nurses’ experience with the chronic disease management model meant that they tended to 

rely on these skills when carrying out the AHC, which may help to account for findings 

from the wider trial that found frequent reporting of QOF items, while other health needs 

were less often identified.  More concerning, however, is that practice nurses tended to 
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modify the check to respond to patients' needs that were already known to them, meaning 

that there was a risk that some additional health needs went unidentified and unmet.  It is 

important to note that these were practice nurse-led health checks, whereas the guidelines 

and standards for the delivery of AHCs as set out by the RCGP (2020) recommend that 

‘the health check is ideally split into two half-hour appointments, which are sequentially 

arranged with the practice nurse and then the patient’s usual GP’ (p 7, 2020).  In England, 

Wales, and Northern Ireland where health checks have been implemented there is a 

tendency to follow the guidelines as set out by the RCGP (2010, 2020), with the GP 

undertaking the main systemic physical and mental examination, which results in the 

identification of any previously unidentified and/or unmet health needs.   

In the UK community learning disability nurses have an important role to play in the lives 

of people with a learning disability.  In terms of implementing the DES, the RCGP (2010; 

2020) recommends working in collaboration with CLDTs and liaising where appropriate.  

Community learning disability nurses can help with checking of the practice’s register and 

ensuring that the messages about the value of AHCs are getting out to local people; they 

can also arrange training and provide help and advice to people with a learning disability 

(and their supporters) on a whole range of issues.   However, the existing evidence 

regarding the DES, though limited, suggests that some GPs do not always understand the 

role of the CLDT in their area (Walmsley, 2011), which can result in GPs not knowing 

when and how to refer patients to them and/or when to seek advice.  In light of the 

Walmsley study, there was low awareness of CLDTs among some GPs and a named 

contact in the CLDT emerged as a clear need. 

There is very little research that considers the contribution that CLDTs make to the health 

check process.  McConkey et al. (2015) examined the uptake of AHCs across GP practices 

in Northern Ireland over three years.  Uptake across the five trusts in Northern Ireland 
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varied, with these variations linked to the appointment of a dedicated team of staff known 

as health facilitators.  Health facilitators were registered learning disability nurses or 

members of CLDTs.  Findings revealed that in areas where there were more health 

facilitators and/or health facilitators that had been in post a long time the greater was the 

number of practices that provided health checks.  Yet, despite the efforts of the facilitators, 

some GPs were reluctant to sign up to the DES for learning disability health checks, citing 

a lack of demand, scepticism about the value of annual screening, and a wish to avoid 

additional paperwork as their reason for doing so.  Whilst facilitators who did support 

practices in providing health checks may have helped patients to overcome some of the 

barriers that they may have encountered in trying to access primary care previously, it is 

unclear as to exactly what it was about the facilitator role that affected the provision of 

health checks.  There is also a gap in the research literature regarding the role of primary 

care liaison nurses in working with GP surgeries to help improve the uptake and quality of 

the AHC.  This might be because the primary care liaison nurse is a new role within UK 

general practice.  

There is little in the research literature relevant to the role of social care staff in AHCs for 

people with learning disabilities.   A scoping review of the research literature carried out in 

2009 found that social care staff were likely to initiate health checks; possibly be involved 

in issues around consent; may be asked to record and implement the recommendations of 

such checks, as well as possibly be asked to act as chaperones, advocates or supporters 

with communications (Manthorpe and Martineau, 2010).  Support workers may also be 

scrutinised by health and social care services regulators in terms of their participation in 

AHCs being carried out (Manthorpe and Martineau, 2010).  Some GPs have raised 

concerns about social care staff.  These include staff not knowing anything about the 

patient they are accompanying (Michell, 2012); the need to educate social care staff to 
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support healthier lifestyles among people with a learning disability, as well as to support 

people with a learning disability to manage long-term health conditions to ensure the 

effectiveness of checks (Walmsley, 2011).   

Very little is known about the perceptions and accessibility of AHCs among social care 

staff even though they are likely to interact with people with learning disabilities daily and 

may be best placed to detect any changes in health or behaviour.  Lennox et al. (2013) 

qualitatively investigated the views of GPs who were participating in a randomised control 

trial testing the short-term effectiveness of the CHAP.  At the end of the trial, the authors 

went on to conduct telephone interviews with 35 social care staff to explore their 

perceptions of the health check (van Dooren, Dean, Boyle, Taylor-Gomez and Lennox, 

2015).  In their interviews, social care staff suggested that the health check could improve 

awareness among GPs and support workers of the health needs of people with learning 

disabilities, as well as provide greater collaboration between GPs and support staff to 

ensure that the health needs of people with a learning disability are met.  Many support 

workers rated the workload demands of facilitating the health check as moderate to high, 

suggesting that the health assessment might be time and resource-intensive for some 

support staff.  Despite being one study, with a very small sample of social care staff, these 

findings suggest that there is much to learn, not only about social care staff’ perceptions 

but also about their role in facilitating the AHC process.   

Family carers, like social care staff, can have an important role to play in monitoring and 

supporting the management of the health of people with a learning disability.  Yet there is 

very little research about the role of family carers in the AHC process or about their views 

of this process.  Chauhan et al. (2012) interviewed some family carers alongside people 

with learning disabilities regarding the implementation of the DES in England.  Several 

issues emerged.  Family carers did not necessarily differentiate AHCs as being different 
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from routine care, which may in part have been due to how information about health 

checks was communicated by practices; there seemed to be insufficient information for 

family carers and perhaps a lack of expectation about the level of care that should be 

provided for people with a learning disability; some family carers would have preferred to 

have the AHC carried out at home as the person with a learning disability had mobility 

problems and/or there were difficulties with transport; family carers were either unaware of 

Health Action Plans or did not use them, and some family carers experienced difficulties 

with how appointments were allocated.  Some family carers of people with a learning 

disability who had not been offered an AHC felt that such an assessment would be useful 

because the people they supported could not always indicate when they were unwell.   

Other family carers appeared not to see the value in AHCs, which may be why some 

families do not initiate an AHC for people with a learning disability.  Families from 

minority ethnic backgrounds faced additional difficulties when trying to communicate with 

GPs and required the support of an interpreter who was not always available.  Family 

carers appreciated having access to practices and doctors who had an interest in learning 

disabilities and who had the experience of carrying out the health check.   It was not clear 

from the study how family carers were supported to help the person with a learning 

disability to adopt a healthier lifestyle or to self-manage any conditions identified within 

the health check.  

4:6:6:3 People with learning disabilities and their perceptions of   

the health check 

The perceptions of health checks for people with learning disabilities are another under-

researched area.  In their updated systematic review Robertson et al. (2014) identify some 

studies that provide information regarding the perceptions of people with learning 
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disabilities, which suggest that such checks are generally acceptable to people with 

learning disabilities and the family carers who support them.  The studies also reinforce the 

need for better support for people with learning disabilities.  In an inclusive qualitative 

study (Michell, 2012) involving interview, observation, and case study, three people with a 

learning disability were supported to develop and ask interview questions and record their 

impressions of their visits to GP surgeries offering AHCs.  This study aimed to explore the 

low uptake of AHCs in Oxfordshire and to investigate GPs’ attitudes and knowledge 

around the DES.  Findings revealed that there is a need for people with learning disabilities 

to be better informed about AHCs and what to expect from them.  One of the health 

champions who was invited for a health check and recorded his experiences found that the 

AHC did not differ from a routine appointment and that the GP mistakenly believed that 

‘reasonable adjustment’ meant ‘treat[ing] everyone the same.’ Another finding, not 

mentioned by the GPs who had been interviewed, was that an invitation to see a GP can be 

frightening to a person with a learning disability and that GPs need to make it clear that a 

health check does not indicate that there is anything wrong.   

Although the numbers for this study were small and the methodology and data analysis 

were not made explicit, inclusive qualitative research can be useful for revealing the 

insights that can only be gained by people with learning disabilities.  For instance, 

Chauhan et al.’s (2012) evaluation of the implementation of the DES in England, which 

included interviews with people with a learning disability found that health checks were 

generally acceptable to people with learning disabilities, but they did not see these as being 

different from usual care provided by their practice.  Furthermore, some people with a 

learning disability found the idea of going for a health check confusing and could become 

anxious.  There was some evidence of good communication and reasonable adjustments 

being made.  For example, some practices routinely telephoned people with learning 
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disabilities to make routine appointments or to remind them of their appointment, although 

there were also examples of this not happening with other health professionals within the 

practice.  In some instances, support workers and the CLDT team helped people with 

learning disabilities to make sense of what doctors were saying either during the 

consultation or afterward.    Some people recounted communication issues during the 

health check consultation, such as the doctor looking at the computer screen and not 

making eye contact, feeling rushed, and not being given enough time to explain their 

problems.  No one interviewed said that practices provided invitation letters in Easy Read, 

which might help explain why letters did not always make sense.  In such cases, many 

people had to rely on family and carers, and friends, to explain what the letter said.   

In a Welsh study, using Braun and Clarke’s semantic thematic analysis, Perry et al. (2014) 

combined the findings of two focus group studies to explore the experiences and 

perceptions of participants with a learning disability when they visit the GP.  In total 102 

people with a learning disability attended the focus groups (5-15 per group) of whom 39 

had a health check.   The first focus group discussion focused on people’s experiences of 

primary care services. The second focus group provided an opportunity to discuss the AHC 

and included topic areas such as ‘Before the health check’, ‘During the health check’, and 

‘What would make things better?’   Among the participants who had experienced health 

checks most appreciated their value and welcomed them; however, a minority could not 

see the point of visiting the GP unless they were unwell.  Participants highlighted several 

areas in which the health check could be improved, including the need for invitations that 

clearly explain the health check process.  Many people reported anxiety and uncertainty 

about what would happen at the health check, with those who lived relatively 

independently tending to be the least prepared for the AHC.  People felt that it was 

important that their health check be carried out by a GP with whom they were familiar.  A 
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need for greater flexibility in health check appointment times was also expressed.  There 

were a few complaints about how the check was carried out.  However, having more 

invasive procedures such as blood tests, cervical smears, and breast examinations gave rise 

to anxiety, and participants reported wanting to know the results of tests following the 

health check to alleviate their concerns.  Participants wanted the reasons for referrals to be 

made clear to them, with all relevant information to be sent in advance of the consultation 

to the professional to whom they had been referred.   

There are some important strengths to this study.  It captures many service user 

experiences and perceptions about contact with primary care (including AHCs), 

highlighting some areas for improvement.  Exclusive use of focus groups, however, means 

that some topics may have been too embarrassing for some individuals to discuss.  

Furthermore, in focus group discussions some voices can dominate over others, meaning 

that some participants may not feel comfortable talking and/or may not have the 

opportunity to have a say.  It is also important to note that focus group participation entails 

participants having the receptive and expressive language skills necessary to engage in 

such discussions.  This can create a barrier for some people with a learning disability.  For 

example, those with more limited vocabulary and/or difficulties with verbal 

comprehension (Beail and Williams, 2014).  Beail and Williams (2014) argue that for 

those people with a learning disability more reflection is needed in terms of how questions 

are asked and under what conditions.   

One limitation of the few studies that provide information on the experiences of people 

with learning disabilities who had had an AHC is that participants tend to be identified and 

recruited from self-advocacy organisations.  This tends to mean that the sample is biased 

towards people with learning disabilities with greater independence, meaning that the 

voices of those living in managed care settings are less likely to be heard.   People with 
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learning disabilities are also more likely to be aware of their health rights and be more 

experienced in speaking up for themselves if they are active members of a self-advocacy 

organisation.  This, of course, will not be the case for all people with learning disabilities.  

Overall, then, it would appear that a number of people have an important role to play in the 

health check process.  These people include GPs, other health professionals (such as 

community learning disability nurses), as well as paid and family carers.  This suggests 

that it is best to consider the effects of health checks on improving the health of people 

with learning disabilities in a whole system approach.  There is also a lack of research 

relating to the perceptions of people with learning disabilities themselves, which is 

important to understand how well health checks meet the needs of service users.   

Research in this area also tends to focus on perceptions of the AHC rather than what 

happens before or after the check.  The AHC should not be a one-off event, but a process 

that entails preparation for the check, the check itself and then ensuring that the issues 

identified at the check are followed up and addressed and that people with learning 

disabilities can effectively manage their health in between checks.  There is very little 

research that covers perceptions of preparedness for the check and a gap in the literature 

remains regarding perceptions of what happens and/or should happen after the check itself.   

4:6:7 Health check outcomes  

A further key theme was health check outcomes.  Much of this literature has focused on 

the detection of unmet health needs resulting from health checks.  Some literature has also 

looked at the health actions resulting from health checks.  Much less attention has been 

given to the health gains resulting from health checks.  This includes support for the self-

management of health.   
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4:6:7:1 The detection of unmet health needs  

AHCs were introduced to improve the healthcare of people with learning disabilities and 

there is much evidence from the research literature to show that AHCs are effective in 

identifying unmet health needs, whether these new health problems or existing health 

issues that require management (Robertson et al., 2014).  More recently, Chapman, Lovell 

and Bramwell (2018) undertook a narrative literature review of healthcare for people with 

learning disabilities.  Findings revealed that AHCs have led to improvements in health 

outcomes.  The earliest documented research evidence that health checks could lead to the 

detection of previously unidentified health needs was reported by Howells (1986).  

Employing a GP-led approach, Howells (1986) offered health checks to 151 people with a 

learning disability who attended an adult training centre for over one year.  Many health 

problems were identified that were not known to the GP and/or were not being managed 

effectively, including disorders in the circulatory, respiratory, nervous, and skeletal system, 

as well as problems with metabolism, skin, sensory, digestive and genitourinary systems.   

After this came many other studies which also aimed to predict the likelihood that health 

checks would lead to the detection of previously undetected health needs.  As with 

Howells’ study, many of these earlier studies are based on clinical interventions where a 

sample of people with a learning disability receive one episode of a health check, with the 

information presented on the outcome.  However, studies tend to differ in how previously 

unmet health needs are reported.  Some studies, for example, report the proportion of those 

people with a learning disability who had previously undetected health conditions, with 

proportions ranging from 51% (Baxter et al., 2006) to 83.55% (Martin, Roy and Wells, 

1997).  Other studies report the mean number of previously undetected or unmanaged 

health needs identified per participant, with figures indicating multiple health problems for 

some patients (Beange et al., 1995; Carlsen and Galluzzi, 1994; Cooper et al., 2006 and 
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Hahn and Aronow, 2005).  Numbers range from 2.2 additional diagnoses (Carlsen and 

Galluzzi, 1994) to 5.2 health problems requiring intervention (Hahn and Aronow, 2005).   

The identification of important co-morbidities could potentially lead to a reduction in 

avoidable deaths if effectively managed.   

There are also a small number of randomised controlled trials or alternative more robust 

designs that have compared the number of newly identified health conditions in those 

receiving health checks with control groups (Cooper et al., 2006, 2014; Lennox et al., 

2007, 2010).  A pooled analysis of three of these studies (Cooper et al., 2006; Lennox et 

al., 2007, 2010), containing a total of 795 participants, provides odds ratios for new 

conditions identified in those receiving health checks compared to control groups (Lennox, 

Ware, Bain, Taylor Gomez and Cooper, 2011).   New conditions detected include thyroid 

disease (odd ratio (OR) = 1.1; 95% confidence interval (CI) 0.5-2.7 of those in the health 

check groups), psychiatric disorder (OR 1.8; 95% CI 0.8-4.0), heart disease (OR 1.9; 95% 

CI 0.6-6.5), reflux (OR 1.9; 95% CI 0.7-4.8), hypertension (OR 2.4; 95% CI 0.6-9.5), 

constipation (OR 1.6; 95% CI 0.7-3.9), and ‘other conditions’ (OR 3.1; 9.5% CI 1.6-6.1).    

The findings of this analysis suggest that health checks are effective at identifying a wide 

range of previously unidentified conditions, including those that are serious and life 

threatening such as heart disease and hypertension.     

Cooper et al. (2014) conducted a cluster-design, single-blind randomised control trial 

(reviewers were masked, but not participants and nurses) where general practices were 

randomly assigned to either health checks plus standard care (health checks group) or 

standard care only (control group), with patients recruited from these practices.  Practice 

nurse-delivered health-check interventions for adults with learning disabilities led to more 

newly detected health needs being met than in the control group, but the difference was not 

significant.  The health check intervention was also associated with significantly more 
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health monitoring needs being met, especially for people who live alone.  It also resulted in 

more participants self-rating their health positively.  The number of health-promotion 

needs being met did not differ between groups, which was low in both groups.  The study 

is unable to account for why some practices did not offer health checks or why some 

people did not attend.  The single-blind aspect of the study was compromised by some 

participants identifying that they had received a health check when health questionnaires 

were being administered by reviewers.  The study did not attempt to explore the reasons as 

to why health monitoring was significantly improved for those people with a learning 

disability who lived relatively independently, although it may be that they are less likely to 

be supported by others with health monitoring and therefore have more needs met at the 

health check.   

Some of the most frequently identified health conditions in studies examining whether 

health checks lead to the detection of unmet health needs are those that might be 

considered as minor health problems, such as vision and hearing impairments (Baxter et 

al., 2006; Hahn and Aronow, 2005; Jones, 2009; Lennox et al., 2007; Martin et al., 1997; 

Wilson and Haire, 1990); skin conditions (Barr, Gilgunn, Kane and Moore, 1999; Lennox 

et al., 2001, Lennox, Rey-Conde and Cooling, 2006); constipation (Hahn and Aronow, 

2005; Lennox et al., 2011; Walmsley, 2011); anaemia (Carlsen and Gulluzzi, 1994; Hunt et 

al., 2001); allergies (Codling and Solomon, 2007), chest and urine infections (Codling and 

Solomon, 2007), dental problems (Barr et al., 1999) and foot problems (Barr et al., 1999; 

Walmsley, 2011).   What may seem like a minor health condition can have serious 

consequences if the person is not getting appropriate and timely medical care.  For 

example, untreated chronic constipation has the potential to become life-threatening 

(Payne, 2019).  Sensory loss is commonly identified during health checks and this can have 

a huge impact on a person’s quality of life.   In one study 50% of participants were found 



 

89 
 

PUBLIC / CYHOEDDUS 

to have earwax impacting one or both eardrums (Wilson and Haire, 1990).  In a cluster 

randomised control trial of the CHAP involving 543 adults with learning disabilities, 22 

new cases of sensory loss (vision and hearing) were detected in the intervention group 

compared with the control group (Lennox et al., 2007).  Baxter (2006) makes the point that 

vision and hearing difficulties and blocked ear wax, ‘may be more significant for [people 

with learning disabilities] than the general population because of their impact on already 

limited social, communicative, and practical abilities’ (p. 95).    People with learning 

disabilities may find it difficult to recognise the symptoms of vision and hearing loss 

and/or to communicate their symptoms to others, which, in turn, can affect mood and/or 

behaviour.  In one case study, a hearing deficit was thought to be a contributing factor in 

the participant’s apparent social withdrawal, lack of interest in their surroundings and 

social interactions with peers (Marsh and Drummond, 2008).    

 

Health checks have also detected previously unidentified serious and life threatening 

conditions such as cancer (Baxter et al., 2006; Carlsen and Galluzzi, 1994; Ryan and 

Sunada, 1997; Wilson and Haire, 1990), heart disease (Walmsley, 2011; Wilson and Haire, 

1990), dementia (Baxter et al., 2006; Carlsen and Galluzzi, 1994; Jones, 2009); diabetes 

(Baxter et al., 2006; Hahn and Aronow, 2005; Lennox et al., 2007 and Walmsley, 2011); 

multiple sclerosis (Ryan and Sunada, 1997); epilepsy (Lennox et al., 2007; Ryan and 

Sunada, 1997), hypertension or hypothyroidism (Baxter et al., 2006; Carlsen and Galluzzi, 

1994; Hahn and Aronow, 2005; Ryan and Sunada, 1997; Wilson and Haire, 1990), mental 

health problems (Jones, 2009) and arthritis (Hahn and Aronow, 2005).   A few studies have 

also indicated that health checks identified previously undiagnosed health conditions as 

evidenced by the need for referrals and further assessments following health checks (Barr 

et al., 1999; Wells et al., 1997).   
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Much of the published work relating to the outcomes of AHCs in primary care was carried 

out before the NHS in England and Wales introduced an incentivised scheme encouraging 

GPs to offer AHCs to patients with a learning disability using a standardised health check 

tool.  However, some studies have looked at outcomes in terms of the DES.  A study by 

Chauhan et al. (2010) sought to explore the additional value of an AHC compared with 

standard care through the incentivised Quality and Outcomes Framework (QOF).  The 

QOF scheme financially rewards practices for meeting pre-determined targets, such as the 

management of some of the most common chronic conditions, such as asthma and 

diabetes.  Patient records (n=634) from 27 GP practices were evaluated against QOF and 

learning disability AHC domains using read codes.  Only 9 practices undertook an AHC 

(n=92).  Findings revealed that some processes incentivised through the QOF such as 

blood pressure checks, BMI and smoking status were well recorded, but improved with the 

AHC.  Learning disability-specific assessments, such as difficulties with eating/swallowing 

and sensory difficulties were less well recorded, although improved in those patients who 

had received an AHC.  The authors argue that as a result, any incentivised health check 

should perhaps focus on people’s specific health needs rather than on processes already 

incentivised through the QOF.  However, it could be argued that if the recording of blood 

pressure, BMI and smoking were improved with the AHC, then it would make sense to 

include these processes as well.  The study also revealed that the recording of cervical 

screening status was higher for those women (aged 25-64) who underwent a health check 

(86% versus 56%); however, 67% of eligible patients either had no record of a smear 

(39%) or were recorded as having declined the test (28%).  Over 67% of those who took 

part in the pilot were exception coded as not being suitable for or refused cervical 

screening.  The data is unable to explain why so many women were deemed to be 



 

91 
 

PUBLIC / CYHOEDDUS 

unsuitable for cervical screening and/or what reasons women gave for not wanting to 

partake in cervical screening. One limitation of this study is that the data does not account 

for why so few practices offered health checks.  It is also possible that information may not 

always have been recorded using the appropriate codes.  

 

Over three years and using data from the Health Improvement Network (THIN), 

Buszewicz et al. (2014) conducted a longitudinal cohort study to compare differences in 

characteristics between incentivised versus non-incentivised practices’ cohorts of patients 

with a learning disability.  This study aimed to assess whether the first three years of the 

NHS England AHC programme had improved the health of people with learning 

disabilities.  Data were assessed from 8692 patients from 222 DES practices and 918 

patients in 48 non-DES practices.  More blood tests were carried out in the incentivised 

practices; incentivised practices were also strongly associated with being offered general 

health status checks and specific health assessments for hearing or vision, medication 

reviews, Health Action Plans, and secondary referrals.  However, only some conditions 

had significantly higher rates of new diagnoses, including thyroid disorder (2.72; CI 1.09-

6.81, p=0.0323), gastrointestinal disorders (1.94, 95% CI 1.03-3.65, p=0.0390), 

constipation (2.59, 95% CI 1.29-5.22, p<0.0080) and obesity (2.49, 95% CI 1.76-3.53, 

p=<0.0001).  A total of 40% of patients with specific syndromes such as Down’s syndrome 

were not coded as having a learning disability and therefore had not been automatically 

offered an AHC.  While this study appears to provide evidence that health checks improve 

health monitoring and health outcomes, it also appears to have some limitations.  Firstly, 

cohorts were allocated based on the distribution of health checks, with practices with more 

than 0.2 health checks per patient defined as those that were likely to have opted into the 

scheme.  This means that what researchers defined as incentivised practices may have 
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included some non-incentivised practices that had not opted into the scheme.  Conversely, 

there may have been GP practices in the non-incentivised group that had opted in but had 

not implemented the programme successfully.  Furthermore, there can be challenges in 

conducting secondary data analysis.  For example, secondary data may contain errors 

and/or incomplete data.  There was a lot of missing data from this study, with only 5256 

(55%) of 9610 patients with complete data for the three years, meaning that observation of 

healthcare and health outcomes could not be exact.  Finally, the quality of the AHCs within 

the individual practices was not investigated.     

There are very few studies that have examined the health outcomes of repeated health 

checks.  The findings that do exist suggest that health conditions continue to be identified 

at repeat checks (Alborz, 2005; Hahn and Aronow, 2005; Felce et al., 2008b; Martin, 

2003).   In a study including 108 adults with a learning disability who had had an initial 

health check Felce et al. (2008b) investigated whether follow-up health checks would 

result in significant and newly identified morbidity.   Felce et al. (2008b) also examined 

whether the number of health needs identified varied with the interval between health 

checks, with group one (n=39) having a repeat health check an average of 28 months later 

and group two (n= 36) having a repeat health check an average of 44 months later.  Group 

three (n= 33) did not have a subsequent health check.  Thirty participants in group one had 

a second repeat health check 14 months after the repeat check.  Findings revealed that a 

similar number of health needs were identified at the repeat health checks (including the 

second repeat check for group one) compared to the initial health check, with the nature of 

the needs detected also being similar.   There was no relationship between the number of 

new health problems identified at the repeat health check and the time between it and the 

initial health check.  As the level of new need found at repeated checks was as high as that 

found at the initial check, even for the shortest interval of time between checks (mean=14 
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months), the AHC would appear to be a useful intervention for detecting health problems 

among people with learning disabilities.   

The authors of this study argue that while it is a possibility that new morbidity may have 

developed since the first health check, it is more likely that many of the conditions 

identified at the subsequent check were of a more long-standing, unobservable nature and 

therefore had previously gone undetected.  Felce et al. (2008) make the point that new 

health needs are more likely to be acute and more readily observable.   As a result, they are 

more likely to be treated in between health checks during routine primary care GP 

consultations.  While it is well established that health checks are effective in detecting 

unrecognised health needs there has perhaps been a tendency to overlook the nature of the 

needs that are most likely to be identified.  If, as Felce et al. (2008a) suggests, routine 

health checks are more likely to detect health problems of a more long-lasting, chronic 

nature, then this begs the question of how chronic conditions are addressed as part of the 

Health Action Planning process, as well as how individuals and/or their supporters are 

supported to self-manage the conditions identified within the health check. 

Alborz (2005) looked at whether repeated health checks for people with a learning 

disability would bring about equally significant newly identified morbidity.  Results 

showed that health needs continued to be identified, suggesting that people with learning 

disabilities would benefit from subsequent checks.  However, a closer look at findings also 

revealed that some health concerns identified at the previous health check were evident at 

the second health check, especially concerning weight, blood pressure, diet and exercise.  

This may be because there is a range of barriers to healthy living for people with learning 

disabilities that need to be overcome before real progress can be made.   Furthermore, 

Alborz (2005) states that ‘messages regarding healthy eating and maintenance of adequate 
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levels of physical activity appear difficult to impart with this population, in particular, 

needing regular repetition to ensure they remain fresh’ (p.40).    

To summarise, there is strong evidence that health checks are effective in identifying 

unmet health needs.  Only one study found that the intervention used made no significant 

difference in the identification of health needs (Jones and Kerr, 1997).  However, in this 

instance, the intervention was a prompt card inserted into medical notes which were 

designed to promote opportunistic health screening by GPs rather than the health check per 

se.  However, evidence suggesting that some health concerns persist beyond the first health 

check to the next check suggests that more may need to be done to address how issues 

identified at the check are followed up and addressed, as well as to ensure that people with 

learning disabilities have the support that they need to be able to manage their health in 

between checks.    

4:6:7:2 Health actions resulting from the health check  

Studies exploring the additional value of an AHC compared to standard care reveal that not 

only do health checks lead to the detection of previously undetected health issues, but also 

targeted actions to address those needs.  However, some caution needs to be taken when 

interpreting the results of such studies.  For example, Baxter et al. (2006) conducted an 

audit of actions resulting from health checks conducted for 190 participants with a learning 

disability identified from 40 primary care practices three months following the health 

check.  Fifty-one percent had new health needs recognised.  Management had been 

initiated for 90% of newly detected health needs, with treatment concluded for 61% of the 

health needs identified and ongoing treatment for the remaining 39% by the time of the 

audit.  However, the primary care health teams who undertook the health checks were 
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aware that the outcomes of actions would be monitored, which may have contributed to the 

high rate of actions being taken.   

The targeted actions identified in these studies mainly reflect the kinds of conditions 

detected, for example, the removal of ear wax (Bollard, 1999; Hunt et al., 2001; Martin, 

Philip, Bates and Warwick, 2004), podiatry (Hunt et al., 2006), dental review (Lennox et 

al., 2008) and treatment for anaemia (Hunt et al., 2001).  Other common actions include 

immunisations (Hunt et al., 2001; Lennox et al., 2007; 2010), blood tests (Buszewicz et al., 

2014; Hunt et al., 2001, 2006; Lennox et al., 2008; Martin et al., 2004); screening for 

breast, testicular or cervical cancer (Hunt et al., 2006; Lennox et al., 2007; Martin, et al., 

2004) and general health promotion, such as healthy eating advice (Hunt et al., 2006).   

Chauhan et al. (2012) found that patients with learning disabilities were more likely to 

have assessments that related to health promotion recorded if they had a health check, for 

example, concerning smoking, alcohol, exercise and diet.  Chauhan et al. (2012) also found 

that health checks led to increased screening.  Felce et al. (2008a) found that health 

promotion actions increased significantly post health check; however, there was no 

significant change in rates of contact with primary or specialist care.   

In a pooled analysis of data involving 795 people with a learning disability post-health 

check there were significant increases for most health promotion and disease prevention 

interventions, but particularly about vision testing (OR=4.2; 95% CI 2.3-7.4), hearing 

testing (OR 10.8; 95% CI 3.4-34.3) and immunisation such as Hepatitis B immunisation 

(OR 8.5; 95% CI 3.5-20.8) and tetanus/diphtheria immunisation (OR 3.8; 95% CI 2.0-7.5) 

(Lennox et al., 2011).     

Types of referral made following health checks include special occupational therapy 

(Bollard, 1999; Chauhan et al., 2012); specialist dietician (Bollard, 1999); audiology 
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(Bollard, 1999; Chauhan et al., 2012); ophthalmology; (Bollard, 1999); community 

learning disability team (Bollard, 1999; Chauhan et al., 2012); assessment and care 

management team (Bollard, 1999); psychology services (Bollard, 1999); physiotherapy 

(Chauhan et al., 2012); orthotics (Chauhan, et al., 2012) chiropody and speech and 

language therapy (Chauhan et al., 2012).  Buszewicz et al. (2014) reported more Health 

Action Plans and secondary care referrals in incentivised practices than in non-incentivised 

practices.      

Some life-saving procedures have also taken place due to problems being detected during 

the health assessment, such as a mastectomy for previously undetected breast cancer, the 

fitting of a pacemaker, surgery for a previously undetected melanoma (Webb and Rogers, 

1999), and surgery and radiotherapy for testicular cancer (Wilson and Haire, 1990).   

While there is evidence that health checks lead to targeted actions to address any health 

needs detected at the check, a gap in knowledge remains as to how the health issues 

identified at the AHC are followed up and addressed over time.  This is important to 

consider and would be a useful next step to explore as inadequate follow-up care or 

aftercare can have serious implications for a person’s health and can contribute to 

premature mortality (Heslop et al., 2013).   

4:6:7:3 Health gains 

A search of the AHC literature appears to indicate that there is very little research looking 

at whether AHCs translate into short, medium or long-term gains in health status.   

Some studies have reported benefits as a result of actions taken after health checks.  

Reported benefits include weight loss for those overweight or obese (Bollard, 1999; Hunt 

et al., 2001; Martin, et al., 1997); a reduction in the severity of seizures following a change 

in medication; the stabilisation of mood after a medication has been reviewed and altered 
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by a consultant psychiatrist; a slight improvement in hearing after having ears checked and 

wax removed by the practice nurse; increased alertness following iron injections; a 

reduction in urinary infections and improved mobility after occupational therapist input 

(Bollard, 1999);  effective treatment of constipation, anaemia, hypothyroidism, infections, 

hypertension, ear wax and menstruation; dental and podiatry treatment; improved mobility 

and vision; increased awareness of socio-sexual issues, as well as testicular care and breast 

care (Hunt et al., 2001).    

A limitation of these studies is that most of them were carried out before AHCs were 

introduced as a DES in primary care services to be delivered by GPs.  Many are nurse-led 

rather than GP-led.  Nurses have different skill sets than GPs, with learning disability 

nurses being qualified health professionals who specifically work with people with 

learning disabilities.   Furthermore, the people that learning disability nurses support are 

likely to be known to them over a number of years.  This can help in building a trusting 

relationship in which people are more likely to talk openly and honestly about any health 

concerns that they may have.  Furthermore, a benefit of a health professional knowing 

someone well is that they are more likely to be aware of what is ‘normal’ for the person 

and when something deviates from that.  Knowledge of a person’s medical, life and social 

history can help in understanding the person, interpreting their concerns, and making 

appropriate recommendations.    Studies are also small-scale and concerned with initial 

gains rather than medium to long-term gains.  For example, in a study by Martin et al. 

(2004) a nurse-led health review (with some GP support) was offered to 53 patients with 

learning disabilities at one large general practice.  While at three months, the health check 

intervention was reported to have met the majority of unidentified unmet health needs 

(88% of patients had one or more actions implemented) it is unclear whether health 

benefits could have been maintained in the long term.  A key limitation of this study 
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concerns how certain criteria were used to determine whether certain identified needs had 

been met.  For example, some patients identified weight gain as a problem and their 

concern was recorded as ‘addressed and action completed’ if suitable eating advice or a 

diet sheet had been provided by the nurse within the three months.    However, providing 

the patient with eating advice or a diet sheet says little about the actions themselves and 

whether they were of any benefit to the patient in helping them to lose weight.   

Very little research considers whether health checks deliver better chronic disease 

management over time and more studies are needed to investigate this.   An evaluation of 

the impact of the DES in England found no significant difference between the health check 

intervention and no check groups for intermediate outcomes concerning QOF co-

morbidity, despite health checks being associated with increased identification of QOF 

incentivised diseases (Chauhan et al., 2012).  This suggests that while health checks might 

lead to better identification of QOF incentivised diseases (such as diabetes), they do not 

necessarily lead to better health gains in this area for people.  However, the findings of 

another study suggest that there may be long-term health benefits of better chronic disease 

management through health checks.  As referred to earlier in the literature review, Cooper 

et al. (2014) sought to address whether practice nurse-delivered health checks could lead to 

an improvement in the health and healthcare of people with learning disabilities compared 

with standard care over 9 months.   Thirty-eight general practices were randomly assigned 

to a health check with standard care (health check group) or standard care only (control 

group), with patients recruited from these practices.  The results indicated that more new 

health needs were met in the intervention group than in the control group, although this 

difference was not significant.  The health check intervention, however, was associated 

with significantly more health monitoring needs being met, of which some were related to 

long-term health conditions.  It is important to note that practice nurses are largely 
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responsible for the routine management of long-term health conditions (including the 

monitoring of these conditions), as well as health promotion and screening (MacDonald et 

al., 2018).  It is therefore difficult to ascertain whether the health-monitoring needs of 

long-term health conditions would have been significantly better met if the health checks 

had been primarily delivered by the GP.  Furthermore, it is difficult to ascertain from the 

study the extent to which needs had been met.  It would, for example, be useful to explore 

patients’ perceptions of such actions and what they had (or had not) achieved.    

A pilot study by Codling (2012) also reveals the potential for AHCs to identify gaps in 

health services for people with a learning disability so that they are better able to 

accommodate their needs.  In England, findings from an audit conducted in 2006 revealed 

that the section of the health check that asked patients when they had last had an eye test 

had not been completed in the majority of cases.  A second audit conducted in 2008 found 

similar findings regarding eye tests.  This led to a pilot study to work out why people with 

learning disabilities were not having their eyes tested and to increase access to and uptake 

of health checks via collaboration with people with learning disabilities, their carers, 

families and local optometrists.  By the end of the pilot study, more people were going to 

the optician and having their eyes tested, with some being prescribed glasses for the first 

time.  Some people with learning disabilities required longer appointments due to 

communication difficulties, as well as further explanation regarding the use of equipment 

that they were not familiar with.  One limitation of the study is that despite contacting all 

optometrists in the Wokingham area, only three came forward to participate (even after 

free training was offered).  Future research might explore participation in more detail to 

reveal potential barriers to making eye care services more accessible to people with a 

learning disability.   
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One study suggests that the implementation of AHCs could have considerable health gains 

for the health of this population in terms of helping to reduce emergency hospital 

admissions for ambulatory care sensitive conditions.  Ambulatory care sensitive conditions 

(ACSCs) are health conditions (for example, constipation) whereby unplanned hospital 

admissions may be prevented or reduced by better clinical management in primary care.  

This research assessed the effectiveness of AHCs for adults with learning disabilities in 

reducing emergency hospital admissions by using a large English care database to conduct 

analyses at both a practice and individual level (Carey et al., 2017).   Results revealed that 

while high AHC participation at participating practices did not result in a change in 

emergency admission rate among patients with learning disabilities over time compared 

with non-participating practices, there was a decline in the number of emergency 

admissions for ACSCs.  The same was found for individuals with learning disabilities who 

had AHCs, with no effect on overall emergency admissions compared to controls, but a 

relative reduction in emergency admissions for ACSCs.  Such findings suggest that AHCs 

can help to reduce the risk of hospitalisation by treating health conditions early which may 

prevent more serious progression, as well as ensuring that people are offered 

immunisations to minimise the onset of illness.   One weakness of the study is that it does 

not comment on the quality of the AHCs that took place; therefore, it is difficult to 

ascertain exactly what it is about the health check that is most likely to have an impact on 

health outcomes, such as emergency hospitalisation for ACSCs.  For example, it may be 

that Health Action Plans play an important role in helping to reduce emergency admissions 

for ACSCs by helping to follow up and address any issues identified within the health 

check.    

Researchers in Wales used the Secure Anonymised Data Linkage (SAIL) databank to link 

GP data with Office for National Statistics mortality data to compare the mortality rates in 
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people with learning disabilities who have had an AHC with those with no record of 

having a health check (Kennedy, Brophy, Kennedy and Kerr, 2019).  The GP records for 

24, 474 people with a learning disability were examined between the years 2006-2017.  Of 

the 24,474 people, 30.8% (7, 542) had a record in their GP notes that they had been given a 

health check, while 69.2% (16, 932) people had no record of having had a health check.  

Mortality rates were higher for those who did not have a health check (3.55 deaths per 

1000 individuals per year) than those who had received a health check (2.08 deaths per 

1000 individuals in the health check group).  Having a health check was most beneficial 

for those who had them at a younger age (18-50 years), where the risk of death was half 

that compared to people of the same age who did not have a health check, as well as for 

those who had autism or epilepsy.   

Just as with the Carey et al. (2017) study, this research does not explore what exactly it is 

about the health check that provides long-term benefits.  For example, it might be that 

health checks provide a greater opportunity for regular health monitoring than standard 

care and/or that people receiving regular health checks are more likely to be supported to 

self-manage their health.  Furthermore, the number of people identified with a learning 

disability using GP data from the SAIL database (24, 474) seems much higher than official 

Welsh Government statistics for people with a learning disability who are listed on the GP 

learning disability register.  This was recorded as 14, 600 in 2016-2017 (Public Health 

Wales and NHS Wales Shared Services Partnership, 2018).  To compile a register of 

patients with learning disabilities practices in Wales cross-reference with local authority 

registers.  While not everyone with a learning disability will be using a learning disability 

service, and hence be known to local authorities, 24, 474 people still seem high and raises 

interesting questions regarding the planning of future services for people with learning 

disabilities.   
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The next section examines the application of self-management within health research, 

beginning with the general population, before moving on to people with learning 

disabilities and potential implications for the AHC. 

4:6:7:4 Self-management of health  

Research carried out within the general population has shown that participation in self-

management of a health condition is influenced by many factors, including the severity of 

the disease (Corben and Rosen, 2005), age (Corben and Rosen, 2005), social support 

(Corben and Rosen, 2005), level of education (Corben and Rosen, 2005) and socio-

economic status (Deeny, Thorlby and Steventon, 2018).  Some population groups may find 

living with a health condition more of a challenge.  For example, as a person gets older, 

they may find that the work involved in looking after their health accumulates and grows 

in complexity due to increased susceptibility to the development of health conditions 

(Fabbri et al., 2015).  This may mean that they are less likely to cope with the health 

demands placed on them.  An older person is also more likely to face practical challenges 

in accessing healthcare due to physical barriers, such as poor mobility and transport issues 

(Corbett et al., 2022).  Other population groups who may struggle to self-manage their 

health include people with mental health issues (Deeny et al., 2018) and people with 

learning disabilities (Friedman et al., 2018).  For those people who belong to more than 

one population group, the ability and confidence to manage one’s health may be more 

impacted.   

There are a number of reasons why people with learning disabilities may find it difficult to 

self-manage their health.   They are likely to receive poorer care for the management of 

health conditions, despite health conditions being more prevalent across the entire life 

course (Kinnear et al., 2018).  They are often reliant on others to assist with health 
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management.  However, problems may arise due to carers not recognising or 

underestimating the health needs of those they care for (Alborz, 2005; Felce et al., 2008b; 

Hunt et al., 2001 and Wilson and Haire, 1990); misjudging the capacity of individuals to 

participate in self-management (Friedman et al., 2018) and a lack of carer knowledge and 

skills (Erickson, Juncaj and Buckley, 2018).    

Research carried out among the general population has shown that there are potential 

benefits to individuals in managing their own health.  For example, Deeny et al. (2018) 

found that patients who were most able to manage their health conditions had 38% fewer 

emergency admissions than the patients who were least able to.  They also had 32% fewer 

attendances at Accident and Emergency and 18% fewer GP appointments.  Self-

management support provided by the NHS is provided across several platforms, such as 

apps and online tools (Deeny et al., 2018); online communities (Deeny et al., 2018) and 

structured education programmes (Lorig and Mazonson, 1993; Lorig, Sobel and Stewart, 

1999).  There are a number of national self-management programmes which have been 

shown to be robust and effective for the general population, such as the Arthritis Self-

Management Programme (Lorig and Mazonson, 1993) or the Chronic Disease Self-

Management Programme (Lorig et al.,1999).  Such programmes, however, have been 

minimally applied to people with learning disabilities.    

Despite using the literature searching strategy outlined in this thesis, literature regarding 

the self-management of long-term health problems by people with learning disabilities is 

limited.  Literature on the self-management of health for people with learning disabilities 

tends to focus on the self-management of single health conditions, such as asthma (Lorig 

and Mazonson, 1993), diabetes (Maine, Brown, Dickson and Truesdale, 2019) or 

cardiovascular disease (Young, Naji and Kroll, 2012), rather than general self-management 

(Friedman et al., 2018).   Some studies have evaluated the effectiveness of disease self-
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management programmes for people with learning disabilities and findings suggest that 

such programmes may need adapting.   For example, in an evaluative study, it was found 

that a modified chronic disease management programme for people with learning 

disabilities was appropriate for this group and supported self-management behaviour 

change (Wilson and Goodman, 2011).  The modifications included lengthening the time 

available for the programme, the development of a tutors’ manual aimed at facilitating 

groups of people with learning disabilities, and producing DVD material using actors with 

learning disabilities.  However, to improve the impact and sustained effectiveness of the 

modified programme, issues around cost and recruitment would need to be addressed.   

Another illustration of how such programmes can be modified has been provided by a 

systematic review of the literature evaluating mainstream type 2 diabetes educational 

programmes in relation to their appropriateness for people with learning disabilities.  The 

systematic review found that modification to such programmes may be required to ensure 

that printed material is accessible to people with learning disabilities and to facilitate 

reflection on illness perceptions and self-efficacy (Maine et al., 2019).  A few studies have 

shown the potential of people with learning disabilities to play a key role in the 

management of their health (Friedman et al., 2018; Whitehead, Trip, Hale and Conder, 

2016).  As a result, such studies argue for a greater focus on the self-management of health 

for people with learning disabilities (Friedman et al., 2018; Whitehead et al., 2016).  

However, despite these findings, and the reported benefits of self-management for the 

general population, there remains a gap in the literature about how self-management of 

health may be linked with the AHC.  For example, how people with learning disabilities 

self-manage health conditions identified at the health check and what support they may 

receive to self-manage their health in between health checks.   
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In conclusion, the literature on health check outcomes reveals that AHCs consistently lead 

to the detection of unmet health needs, including life-threatening conditions.  They are also 

effective in ensuring that actions are taken to address those needs.  There is less evidence 

regarding the extent to which AHCs lead to short, medium or long-term gains in health 

status or lead to improved outcomes as the result of highlighting gaps in service provision.   

For example, there is a gap in the research literature regarding how the issues identified at 

the health check are followed up and addressed over time, as well as how people with 

learning disabilities self-manage health conditions and are supported in this.    

 

4:6:8 Literature Review Conclusion  

The critique of the research literature regarding health checks for people with learning 

disabilities was organised under key themes.  A lot of studies were conducted before the 

incentivisation of health checks via the DES scheme.  There is much evidence to suggest 

that health checks are effective in detecting a wide range of previously unidentified health 

conditions and that they lead to targeted actions to address those needs.  Some studies have 

investigated barriers to implementation, while others have examined characteristics 

potentially influencing attendance.  Studies have provided information on the perceptions 

of GPs regarding health checks; however, emerging from the literature is also a need to 

consider the effects of health checks in a whole systems approach to improving the health 

needs of people with learning disabilities.    

While the research literature identified some gaps and limitations this thesis follows up on 

one of these underexplored areas.  There is little evidence on the extent to which health 

checks lead to health gains, including how health issues identified at the health check are 

followed up and addressed over time.  The few quantitative studies that have looked at the 

initial follow-up of health check interventions have tended to report health improvements 
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in terms of simple statements, such as ‘severity of seizure reduced’ (Bollard, 1999, p 

1217).  A disadvantage of such brief statements is that they do not indicate how the health 

needs identified at the health check have been followed up and addressed over time or how 

the follow-up process has been perceived by people with learning disabilities and where 

relevant their supporters. Knowing such information might point to where people with 

learning disabilities may be encountering problems with getting identified health needs 

followed up and addressed, as well as examples of good practice.  There is also a lack of 

evidence about how people with learning disabilities self-manage their health and are 

supported with this.   

It is important to address these gaps given that a lack of clinical follow-up has been found 

to contribute to premature mortality (Heslop et al., 2013) and that when people with 

learning disabilities are supported to self-manage their health, healthcare professionals are 

more likely to address healthcare issues and interventions are more likely to be effective 

(Friedman, et al., 2018).  A lack of follow-up and support for the self-management of 

health at the health check would suggest that health checks may be only partially 

addressing the health needs of people with learning disabilities and that a strengthening of 

the health check process may be needed.    

The research reported in this thesis, therefore, aimed to look at how the issues identified at 

the health check were followed up and addressed over time, as perceived by participants, 

and how people with learning disabilities self-managed their health in between health 

checks.  The study also aimed to address how people with learning disabilities were 

supported in the self-management of health.   

The study had the following research questions:  
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1.  How are health issues identified within AHCs for people with learning disabilities 

followed up and addressed over time? 

2.  How do people with learning disabilities self–manage health conditions identified within 

AHCs? 

3.  What support do people with learning disabilities receive to assist them with the self-

management of health conditions? 

The next chapter, the methodology, will set out to show how the study was designed to 

answer these questions.  
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Chapter Five: Methodology 

5:1 Introduction   

This chapter details how the research was conducted with people with learning disabilities 

to capture their experiences of the AHC process and provides a rationale for the 

methodological choices.  The first section discusses the theoretical underpinnings of the 

study; in particular, the decision to use a critical realist approach.  The next section 

provides a rationale for the qualitative methodology, before moving on to the methods 

section.   The methods section provides information about how the sample was chosen; the 

recruitment process; how participants were informed about the research; how the data were 

collected and the justification for using qualitative, semi-structured interviews; the 

justification for using thematic analysis and how this was carried out and the measures 

taken to assess the quality of the research.  The last section details how the researcher dealt 

with the complex ethical considerations of undertaking research with people with learning 

disabilities, especially concerning research involving adults with learning disabilities 

lacking the capacity to consent.  This section outlines identified risks and how these were 

planned for; issues around the power of redress; paying participants; debriefing; data 

protection and storage; the retention and storage of data and protecting confidentiality. 

5:2 The conceptual framework - ontological and   

epistemological concerns  

Any theoretical underpinnings carry assumptions about the nature of the data, and what it 

represents in terms of the world and ‘reality.’  It is therefore important that the researcher 

states his or her ontological and epistemological position.   Within the field of disability 
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studies, disability has been conceptualised in various ways.  More recently critical realism 

has been proposed as a theoretical framework that makes room for the many different facets 

of the disabled experience.   For this study, a critical realist approach was used.  Before 

arguing why this approach had been taken, other ways of describing the disabled experience 

and their limitations will be discussed first.   

For most of the 20th century, the dominant concept that society had of disability was rooted 

in biological determinism, with people viewed as being disabled by their impairments or 

differences (Corker and Shakespeare, 2002).  A medicalised view of disability focuses on 

what is wrong with the person, rather than on their needs.  This means that impairment was 

viewed as being the cause of the disabled person not being able to participate fully in 

society, leading to people losing their independence, control, and choice over their lives.  

This medicalised view of disability was heavily opposed by disability activists in the 

1970s, culminating in the social model of disability, which marks a distinction between 

impairment (defined in individual and biological terms) and disability (defined as a social 

construction).  It claims that how society is organised (for example, its physical, political, 

or economic structures), is the main contributory factor in disabling people (UPIAS, 1976).   

Disability can therefore be removed by social change.    

A post-modern approach, i.e. a social, cultural constructionist perspective looks closely at 

the cultural and socio-historical context that defines disability, examining the ideology, 

language, public discourses, and social representations that can disable people.  In bringing 

to the foreground the process through which we implicitly construct disability as a 

category of difference it begs the question, ‘What is normal anyway?’ and seeks to reframe 

learning disability as a ‘different way of looking at the world’ or in terms of ‘alternative, 

cognitive processing styles’, focusing on the strengths of people with learning disabilities 

rather than on those areas where a person encounters difficulties (Frauenberger, 2017). 
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When attempting to describe the experiences of people with learning disabilities none of the 

above models are without problems.  The medical model oppresses and segregates people 

with learning disabilities (Goering, 2015).  Authors such as Shakespeare (2014) highlight 

the limitations of the social model.  A key argument is that while the social model of 

disability shows how social barriers and social oppression can disable people with 

impairments it downplays the role of impairment in people’s lives.  For example, it implies 

that barrier removal would lead to a fully or at least near-inclusive society for people with 

learning disabilities.  However, while disabling barriers make impairment more difficult, 

even if social, cultural, and political structures were to minimise the exclusion or 

disadvantage, impairment would likely play some part in the lives of this group.  As Finlay 

and Langridge (2012) state, we only come to know the world and others in it through our 

bodies (embodiment).  For a person with a learning disability, there would still be difficulties 

with understanding new or complex information, as well as learning and applying new skills.  

The social-cultural constructionist approach pays little attention to personal experience.  By 

rejecting normative assumptions and attempting to dissolve the distinction between those 

that are disabled and those that are non-disabled there is little room for the difficult and 

painful experiences of life with a learning disability.    

Research is guided by a set of beliefs about the world (ontology) and how we come to know 

about the world (epistemology).  Critical realism, usually associated with the work of Roy 

Bhaskar (1975) is rooted in a realist ontology (what exists in the world) and a constructivist 

epistemology (what we can observe).  This helps to avoid what is termed the epistemic 

fallacy:  where we mistake what we observe/perceive in the world with what exists in the 

world.  According to Bhasker: ‘Things exist and act independently of our descriptions, but 

we can only know about them under particular descriptions.’ (Bhaskar, 1975, p 250).  In 

other words, objects exist independent of knowledge; however, we only come to know of 
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these objects through how we think and/or talk about them.  So, impairment has always 

existed and has an experiential reality regardless of the various cultural views, beliefs or 

attitudes to disability.   So critical realism: 

Rejects that reality is a social construct itself, but acknowledges that we can only know 

about reality in ways that are preliminary, culturally situated and most importantly multi-

faceted. (Frauenberger, 2017, p 91).   

Critical realism proposes that multiple layers make up the disabled experience (a concept 

referred to as stratification) and that disability is always an interaction between individual 

and structural factors (Frauenberger, 2017).  In other words, the experience of a person with 

a learning disability arises from an interplay between factors intrinsic to the individual and 

extrinsic factors that emerge from the wider environmental context (Shakespeare, 2014).  

Intrinsic factors include the nature and severity of the learning disability; one’s personality; 

personal attitudes and motivation; personal qualities and abilities; the effects of the 

impairment on self-concept, self-image, and self-esteem.  Contextual factors include the 

extent to which society removes barriers and enables people with a learning disability to 

participate; the reactions and attitudes of others and the wider social, cultural, political, and 

economic issues relevant to people with a learning disability within that society 

(Shakespeare, 2014).  In so doing, it is non-reductionist, whereby neither the intrinsic nor 

the external dominates.  One of the strengths of an interactional approach is that it can 

account for the range and diversity of people’s experiences, from those with the most severe 

learning disabilities to those at the milder end of the continuum.  It also recognises that 

people with learning disabilities can have specific conditions associated with their 

impairment which will come together to create the experience of disability for that 

individual.   
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As identified earlier in the thesis, people with learning disabilities have a much greater 

propensity to develop health problems than the general population (Emerson et al., 2012; 

Ouellette-Kuntz, 2005).  They can find it more difficult than others to describe their 

symptoms, meaning that it is more difficult for families and paid carers to identify their 

health needs (Alborz, 2005).  They can also find it difficult to access timely and appropriate 

healthcare and failure to meet their health needs is itself a disabling barrier (LeDeR 

Programme, 2018; Shakespeare, 2014).  A strength of the critical realist approach is that it 

recognises that ‘the nature and meaning of [illness] are not given in any one moment’ 

(Shakespeare, 2014, p 88).  Illness can be episodic and variable.  Sometimes people recover, 

and sometimes people’s health conditions get worse.  A critical realist interactional approach 

recognises that there is more to the experience of health and mental wellness than just the 

medical.  There are also psychological, environmental, political, economic, and cultural 

facets to the experience too (Shakespeare, 2014).  Critical realism is concerned with how 

these different factors interact.  Critical realism is therefore a useful approach for healthcare 

research and the questions that it seeks to address in that the causality in health and healthcare 

tends to be complex and contingent upon various underlying interacting factors.  By doing 

this it recognises that there are many ways in which the health and mental wellbeing of a 

person with a learning disability can be improved:  medical interventions to treat health 

problems, restore functioning and help reduce pain; therapy/coaching/meaningful activities 

to help with mental wellness and improve self-esteem; aids and adaptations; barrier removal 

(for example, through reasonable adjustments); better services and benefits and attitudinal 

change to counter discrimination.   
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5:3 The rationale for using a qualitative research    

         methodology   

The realist, quantitative approach to the evaluation of AHCs for people with learning 

disabilities has shown that health checks have made some improvements in terms of health 

outcomes.  For example, they have been shown to consistently lead to the detection of 

unmet health needs and targeted actions to address those needs (Robertson et al., 2014).  

However, the experiences of people with learning disabilities when they have an AHC are 

under-researched.  Furthermore, little is known about the experiences of people with 

learning disabilities following on from the health check.  

 In the few quantitative studies that have looked at health gains resulting from health 

checks data tends to include initial follow-ups based on notes, with comments such as a 

‘reduction in urinary tract infections’ (Bollard, 1999, p 1217).  A disadvantage of this is 

that such notes say little about how the issues were followed up and addressed over time 

and how this process has been perceived by the person with the learning disability and 

where relevant their supporters.  For example, in the case of reduced urinary tract 

infections, how long the person has been suffering from these?  Have there been any 

tests/scans carried out?  How are the infections being treated?  Did the person require any 

reasonable adjustments to be made during the process of diagnosis and treatment?  How is 

the person managing now?  Capturing the world from the perspective of the person with 

the learning disability (or their family or paid carer) makes it easier for health professionals 

or policymakers to empathise and understand their needs, which can potentially help to 

improve the service user experience.   

While qualitative research may involve smaller numbers of study participants, it can offer 

valuable insight into the lives of people with learning disabilities (Beail and Williams, 
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2014).  It can facilitate research with and/or by people with learning disabilities and 

thereby offer them a voice through which their experiences can be heard and explored 

(Beail and Williams, 2014).  Qualitative research with and/or by people with learning 

disabilities should therefore be viewed as an ethical imperative as well as a good basis for 

quality improvement.  This study aimed to explore the experiences of health checks for 

people with learning disabilities; in particular, how the issues identified at the check are 

followed up and addressed over time and how people with learning disabilities self-manage 

their health between checks and are supported in this.  The research questions were 

therefore appropriate to a qualitative approach. 

5:3:1 How the chosen theoretical framework fits with    

the chosen methodology  

Critical realism has a realist ontology while accepting a kind of epistemological 

constructivism.  It purports that there is a real world that exists independently of people’s 

perceptions, ideas, theories, and constructions (Maxwell, 2012).   It views this reality as 

complex and as having multiple layers containing structures and mechanisms that influence 

what can be observed and experienced.  For this reason, it fits well with qualitative research 

that seeks to enable an understanding of experience and processes.   Critical realism also 

argues that people’s understanding of the world is formulated from their perspectives and 

standpoint (Maxwell, 2012).  The constructive epistemology aspect of critical realism, 

therefore, implies that no position can claim to be a complete, accurate representation of any 

phenomenon.  For critical realists, data can tell us about reality, but this is not a direct 

mirroring.  In this way, critical realism is useful for qualitative methodology as it illuminates 

the complexity of phenomena such as experiences of health and healthcare, though 
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recognising that knowledge of this complexity is filtered through an interpretive lens 

(constructionist epistemology).   

5:4 Methods  

5:4:1 Research design overview  

This section provides an overview of the research design, with the key issues being explored 

in more depth later in the chapter.   

In principle, an AHC should entail preparation for the check, the check itself, the 

implementation of actions or agreements made during the AHC, and preparation for the 

next check.  The health check should, therefore, be experienced as a process, not a specific 

event.  In-depth, semi-structured, one-to-one interviews were carried out with twelve 

people with learning disabilities residing in Wales and where appropriate their family 

members or paid carers.  They were interviewed as soon as possible after the AHC to 

explore their experience, any issues identified and actions proposed.  They were then 

interviewed again six months later and again at eleven months as they were preparing for 

their next AHC.  These follow-up interviews explored whether planned actions had taken 

place, participants’ perceptions of such actions and what they had (or had not) achieved, 

what may have changed in terms of self-management, as well as the support that people 

received.    

To explore how AHCs were followed up over time a longitudinal qualitative approach was 

taken.  Longitudinal qualitative research is a methodology where data is collected from the 

same participants at different points in time (Grossoehme and Lipstein, 2016).  It 

frequently (although not exclusively) entails interviews.  A longitudinal qualitative 

approach can add depth and understanding of people’s experiences of healthcare and/or 
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illness over time (Grossoehme and Lipstein, 2016).  The advantages and challenges of 

employing a longitudinal design were considered (see Box 1, p 116).  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Advantages: 

1. The context in which change or lack of change occurred could be described and 

participants’ perceptions of this explored.  (Derrington, 2019).  For instance, in relation 

to this study, whether actions had been taken, and what had been achieved (or not 

achieved) since the health check and participants’ perceptions of this.  

2. Longitudinal qualitative data can be analysed in different ways and from multiple 

perspectives (Calman, Brunton and Molassiotis, 2013).  For this study, it was 

considered useful to describe the differences between time points (just after the health 

check, six months later and just before the next health check), with data from all 

participants analysed as a unit at each time point.    

3. The longitudinal nature of the design enables participants to disclose information at 

their own pace; it gives them time to get to know the researcher, helping to create the 

conditions for a more trusting relationship so that over time a deeper understanding of 

the issues emerge (Calman, Brunton and Molassiotis, 2013).   

Challenges:   

1. Participant-related ethical issues-When in-depth data is collected from the same 

participants over time some ethical issues may become more magnified.  Such ethical 

issues include intrusion (into people’s lives), distortion (of experience due to 

repeated contact, personal involvement and closure of relationships) and dependency 

(Holland, 2007).  A particular challenge for people with learning disabilities within 

the context of this study is that at each follow-up interview the participant was 

expected to recall what was said the last time he or she met with the researcher, as 

well as trying to remember all the health-related events that had occurred in the time 

between the last interview.   

2. Researcher-related ethical issues-Qualitative longitudinal research can be 

emotionally draining for the researcher.  Furthermore, hearing about distressing 

situations can be hard.  Information may be disclosed to the researcher that has not 

been discussed with anyone else.  The researcher may see participants deteriorate in 

health during the course of the study (Calman, Brunton and Molassiotis, 2013).  

3. Longitudinal qualitative data analysis is time consuming and complex.  Multiple 

interviews of participants require thematic analysis of many transcripts (Calman, 

Brunton and Molassiotis, 2013). 

4. Longitudinal designs are typically prone to high dropout rates of participants 

(Derrington, 2019). 

 

Box 1:  Advantages and challenges of employing a longitudinal approach 

to this research 
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A recurrent cross-sectional thematic analysis was considered the most appropriate 

approach to analysing the longitudinal data captured for this study.  This is because it is 

best suited to research questions that compare discrete time points (for example, just after 

the check, six months after the check, and before the next check at eleven months) 

(Grossoehme and Lipstein, 2016).  Thematic analysis was considered the most appropriate 

method of analysis since it is not bound to any pre-existing theoretical framework, and so 

can be used within a range of theories and epistemological approaches (although not all).  

Thematic analysis is well suited to the exploration of the views, ideas, and experiences of 

people with a learning disability (Braun and Clarke, 2013).   

While this was primarily a prospective longitudinal qualitative study, some quantitative 

demographic information was also collected, which included age, ethnicity, gender, cause 

of learning disability if known and any other associated conditions, level of support 

required, presence of mobility difficulties, and living arrangements.  This background 

information enabled the researcher to describe the participants and to better analyse the 

data.  It also helped to ensure that the sample captured a diverse range of experiences. The 

GP’s address was sought only to ensure that there were enough participants registered at 

different surgeries across the different health boards that were the focus of the study.  

While participants were found to be registered at different GP practices, the GP 

information is not included in this thesis.    

5:4:2 Selecting a sample    

Prior to the study, it was necessary to stipulate the number of potential participants that 

would be recruited for the study.   It was originally anticipated that the study would aim to 

recruit around 15-20 people with learning disabilities who had recently had an AHC.  This 

decision was in large part a pragmatic one in that the project formed the basis of a three-
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year fully-funded PhD, with a finite amount of resources that could be allocated to it.   This 

is also a typically sized sample for a longitudinal, qualitative study.  For example, Crouch 

and McKenzie (2006) recommend less than 20 participants for a qualitative study.  It is 

important to note, however, that there is no straightforward answer to ‘how many’ 

participants should be in a qualitative study, with the sample size contingent on several 

factors relating to epistemological, methodological, and practical concerns 

(Vasileiou, Barnett, Thorpe and Young, 2018).  A key practical concern was that each 

participant would be interviewed three times.  The researcher was also mindful that there 

may be the potential for dropout since the project also entailed repeated engagement with 

the same participants via multiple interviews.  There, therefore, needed to be sufficient 

participants in the study to offset any potential dropout.     

In total, twelve participants were recruited for the study.  It has been recommended 

that qualitative studies require a minimum sample size of around twelve to reach data 

saturation (Clarke and Braun, 2013; Fugard and Potts, 2015; Guest, Bunce and Johnson, 

2006).  This was found to be the case with this study.  After twelve participants were 

recruited for the study, it was felt that any further interviews would not add anything to the 

research questions and would give rise to what Sandelowski (2008, p.875) calls 

‘informational redundancy.’  There was no dropout, with all twelve participants having 

participated in each stage of the study.   

The researcher collaborated with a range of third-sector organisations based in Wales to 

identify and recruit participants with a learning disability who had recently had an AHC and 

who resided within the health board areas that were the focus of this study (see Box 3, p 

122).   To obtain an appropriate sample, it was thought that it may be necessary to go beyond 

the aforementioned organisations and approach CLDTs to assist in the identification of 

potential participants (with the giving of consent and the interview process taking place off 

javascript:;
javascript:;
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the NHS site and in the family home).  While Health Research Authority and Health and 

Care Research Wales (HCRW) approval (including ethical approval from Wales REC 7) 

were granted for NHS organisations to act as Participant Identification Centres, a sufficient 

number of participants were recruited from Non-NHS organisations meaning that no such 

action was required.   

In selecting a sample, a purposive sampling technique was employed.  Purposive sampling 

means that participants are selected based on pre-determined criteria relevant to the research 

question and whom the researcher thinks would be appropriate for the study (Etikan, Musa 

and Alkassim, 2016).  For this study, this was namely adults with learning disabilities.  To 

do this successfully the researcher needed to understand the characteristics to choose the 

sample.  However, since it was a condition of the study that participants needed to have had 

an AHC, and that to be eligible for an AHC you need to have a learning disability, ensuring 

that only people with learning disabilities were recruited to the study was unproblematic.   

People with learning disabilities are not a homogenous group and their participation in 

qualitative research should reflect the diversity of the culture and conditions in which they 

live. The researcher wanted a sample that captured this diversity, considering differences in 

age, gender, race, ethnicity, etc.   Furthermore, people with learning disabilities may differ 

in terms of the level of support that is required for their learning disability, and which may 

have implications for where and how they live, as well as their ability to access timely and 

appropriate healthcare.  Purposive heterogeneous sampling, where the sample is chosen to 

reflect a diverse range of cases (Etikan et al., 2016), was therefore considered to be the most 

appropriate purposive sampling technique.  This is different from purposive homogenous 

sampling where participants are selected based on their having similar characteristics 

because such characteristics are of interest to the researcher (Etikan et al., 2016). The aim of 
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using purposive heterogeneous sampling was to illuminate the diversity of experience among 

people with learning disabilities to achieve a greater understanding of the research topic.   

There were two key considerations in finding a sample for this study: geographical 

location and personal characteristics.  Geographical location was deemed key as it was 

important to capture the AHC experiences of people with learning disabilities from across 

different health boards, where the uptake and quality of checks may vary.   Personal 

characteristics were a focus because people with learning disabilities are a diverse group.  

As shown in the literature review certain characteristics such as age, gender, the specific 

conditions associated with the learning disability, and the level of support that the person 

receives can have implications for the health and healthcare of the person with the learning 

disability.  Although not referenced in the literature review, there is some evidence that 

people with learning disabilities from a Black, Asian and Minority Ethnic (BAME) 

background may face double discrimination within the healthcare system (Foundation for 

People with Learning Disabilities, 2012; Fulton and Richardson, 2010; Valuing People 

Now, 2012).   

Participants were selected on the basis that they were an adult with a learning disability, 

resided in Wales (and within the health board areas that were the focus of this study).  They 

needed to have had an AHC by the time of the first interview, with ideally no more than one 

month between the AHC and the first interview (see Box 2, p 121)    
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The health check also needed to have taken place fairly recently.  The researcher anticipated 

that no more than around one month would have elapsed between the AHC and the first 

interview and, in the majority of cases, this happened.  In the instances where more than one 

month had elapsed, consideration was given as to whether it would be appropriate to recruit 

the person to the study.  More information about this is provided in section 5:4:3 of this 

chapter.   

People with severe to profound learning disabilities are more likely to be on local authority 

registers.  Since the AHC in Wales is aimed at adults with learning disabilities on local 

authority registers it was therefore important to include people with more severe to profound 

learning disabilities.  However, the researcher recognised that for their experiences to be 

Box 2: Eligibility criteria for participants in the study  

Inclusion:   

Participants with a learning disability aged 18 years or over.  

Participants who were about to have a health check under the Directed Enhanced 

Service (DES) scheme. 

Participants who had recently had a health check (ideally no more than a month had 

passed by the time of the first interview). 

Participants who resided in Wales and within the health board areas that were the 

focus of the study. 

Exclusion: 

Participants who did not have a learning disability.  

Participants who were not eligible for an AHC under the DES scheme. 

Participants whose health check took place some time ago (more than a month had 

passed by the time of the first interview). 

Participants who resided outside of Wales or outside of health board areas that were 

not the focus of the study. 
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included it would be necessary to also recruit a supporter/proxy (see section 5:4:3 of this 

chapter).    

The researcher was aware that some participants with learning disabilities might have no 

follow-up as an outcome of their AHC.  However, it was decided not to exclude such 

participants since it might be useful to explore the reasons for this.  For example, just because 

there was no follow-up did not mean that there was no need for it.  It might have been the 

case, for example, that a follow-up appointment did not take place due to system barriers, 

environmental barriers, and/or personal barriers.   

There are seven local health boards (LHBs) serving the population of Wales.  Due to the 

geographical disparity in the uptake and provision of health checks across Wales, as well 

as concerns regarding the quality of such checks, it was deemed important to recruit 

participants from different health board areas which would reflect some of this variation.  

However, given the three-year timescale of the project, it was felt that there would not be 

sufficient time and resources to cover all seven health boards.  Instead, four health boards 

were chosen.   The justification for selecting these health boards can be found in Box 3, p 

122.   

 

 

 

 

 

 

 

Health board 1-Predominantly rural and a convergence area.  History of low 

uptake (Perry et al., 2010).  Healthboard 1 was one of two health boards in which 

improvement work had been going on in some areas (Williams, 2017).  A local 

learning disability organisation expressed an interest in the research prior to the 

commencement of the study.     

Health board 2-Predominantly urban and a convergence area, one of two health 

boards where improvement work had been undertaken in some areas (Williams, 

2017). 

*One finding from the survey of the uptake in Healthboard 1 and Healthboard 2 

(Williams, 2017) was poor follow-up after health checks, so it was interesting to 

focus on these areas. 

Health board 3- Post-industrial and a convergence area.  History of low uptake 

(Perry et al., 2010). 

Health board 4-Urban and non-convergence area. 

 

Box 3:  Health boards that were the focus of this study 
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As referred to earlier in the chapter, it was decided that several personal characteristics may 

have implications for the health and healthcare of the person with a learning disability and, 

as such, may grant a different perspective on the phenomena under study.  They were 

therefore taken into consideration when compiling a sample:   

Level of support required –The Waisman Activities of Daily Living (W-ADL) Scale 

(Maenner et al., 2013) is often used in healthcare as a measure of people’s daily self-care 

activities.  For the purposes of this research, the scale was not used to specifically assess 

the level of support that people required on a day-to-day basis.  Rather, it was used as a 

tool, with its questions used to guide discussion about what level of support the people 

with learning disabilities themselves and/or their supporters believed was needed.  This 

was to ensure that the sample included participants with a diverse range of support needs.   

Specific conditions associated with a learning disability - People with a specific condition 

may have additional health needs associated with their condition.  For example, Down’s 

syndrome, Williams syndrome, Autism, Cerebral palsy, Fragile X or Prader-Willi syndrome.    

Housing and support – People with learning disabilities live in a variety of settings, with 

different support arrangements.  They may live with family and friends, in supported living 

accommodation, in registered care homes or as tenants in accommodation provided by the 

local authority or by a housing association.  Some may live independently. 

Gender-People with learning disabilities may experience difficulties with accessing 

treatment for gender-related health issues, as well as cancer screening. 

Age - Common medical problems have a greater effect on the health and function of older 

people with learning disabilities.  Furthermore, there is a higher prevalence of certain health 

conditions in older people with learning disabilities, and certain health conditions are known 

to have an earlier onset (Coppus, 2013; Lindsay, 2011).  Family members and/or support 
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workers may not be aware of changes that occur due to the ageing process and attribute 

problems to the disability or the person’s behaviour.   

Race/Ethnicity- Although not referenced in the literature review, people with learning 

disabilities from a BAME background may face double discrimination within the 

healthcare system (Foundation for People with Learning Disabilities, 2012; Fulton and 

Richardson, 2010; Valuing People Now, 2012).   

Table 2, p 125, shows the variation in the sample for this study in terms of personal 

characteristics: 
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Table 2: Personal characteristics of the sample (Total=12) 

                                                                                              N 

   Age         

   18-29                        3 

   30-44                         2 

   45-59                         5 

   60+                            2 

     Sex        

   Male                         7 (age range 18-60 yrs) 

   Female                      5 (age range 20-64 yrs) 

                Ethnicity  

   White (British)                      4 

   White (Welsh)                          7 

               White (English)                          1 

           Specific conditions associated with Learning Disability: 

        Down Syndrome               3 

       Autism                3 

       Cerebral palsy                1 

   Level of disability (based on level of support required) 

       Mild/Moderate               10  

   Seve                                                        Severe/profound                          2* In these instances the   

                                                                                                                                               consultee acted as participant      

                                                               Living arrangements  

                   Supported living               3 

Living with family member/s            6 (2 living with an elderly        

                                                                            parent; 1 living in residential  

                                                                            college by end of study).                 

                   Living independently              1 (Living in supported living  

                                                                                               by end of study) 

                   Other                2 (Both living in adapted flat). 
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It was not possible to recruit a participant to the study from any of the BAME 

communities.  One organisation did identify one potential participant who had recently had 

an AHC, but the individual could not be recruited as they were living outside of the health 

board area that was the focus of this research.    

It was also not possible to recruit any participants from a residential setting or who might 

be living in a nursing home for older people.  This was because the organisations that the 

researcher worked with to assist with recruitment had direct links with supported living 

providers, not residential settings.   

5:4:3 Recruitment  

Gaining access to participants with learning disabilities commonly involves going through 

gatekeepers or facilitators.  Stakeholders were asked to suggest people with learning 

disabilities who might be interested in participating in the research.  Since this research 

aimed to draw upon a range of experiences, the researcher indicated to stakeholders the 

type of participants that they were aiming to recruit.  The researcher personally did not 

access any personal information about any potential participants held by any of the 

organisations. 

Since the research project was likely to include people who differed in terms of their 

adaptive functioning, at the point of recruitment stakeholders were asked to indicate 

anyone who may lack the capacity to give consent to participate in the research and to 

indicate an appropriate contact (supporter).   Issues relating to a lack of capacity to consent 

and how they were addressed are discussed in detail in section 5:6:4:4 of this chapter.     

Supporting organisations had an important role to play in facilitating safe access between 

the researcher and participant, especially in the initial stages of recruitment.  The 
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stakeholder made initial contact with a potential participant, either in person or by 

telephone.  The stakeholder briefly introduced the research to the potential participant (and 

where relevant their supporter/s), and if they seemed interested asked if they would be 

happy to talk to the researcher.  If the person was happy to be contacted and had given 

their consent for their contact details to be passed on to the researcher (via the permission 

to contact form-See Appendix B), the researcher then got in touch to explain more about 

the research before sending an information pack.  This helped to ensure that there was no 

breach of confidentiality in the process of initially identifying potential participants.  

Furthermore, it may have been daunting for a potential participant to unexpectedly receive 

a telephone call from the researcher, someone who was unknown to them.  Checking to see 

whether the participant (and where relevant their supporter/s) was okay with talking to the 

researcher seemed more in keeping with the ethical principles of affording participants 

respect and autonomy, helping to ensure that where participants’ consent is sought it is 

voluntary. 

5:4:4 Working with gatekeepers 

During the study, the researcher worked with nine organisations as gatekeepers.  The main 

reason for this was that to obtain a diverse sample it was necessary to recruit from 

organisations with access to different networks of people with learning disabilities.  Seven 

were third-sector organisations and two were supported living providers.  One third-sector 

organisation did not help with recruitment.  This organisation heard about the study from a 

participant who used their services and offered a base for the researcher to use for 

interviewing the participant.  Using gatekeepers usually entails an additional stage of 

providing the organisation with information about the study and asking them to suggest or 

contact potential participants.  While some gatekeepers may block access to potential 

participants (Stalker, 1998; Tuffrey-Wijne, Bernal and Hollins, 2008), some organisations 
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can help to facilitate safe access between the researcher and potential participants (Nind, 

2008).  Many organisations need to be convinced of the benefits of research for the people 

that are in their care (Nind, 2008) and the researcher worked hard at building trust and 

rapport with organisations before meeting any potential participants.  One way in which 

this was established was by meeting with the organisations, ensuring that they had all the 

information about the study, and had sufficient time with the researcher to ask questions.  

Another way in which trust was built was by the organisations seeing that the researcher 

was acting in the participants’ best interests (see section 5:4:6 for an example of how this 

was achieved). 

Two organisations were unable to recruit potential participants, whilst one supported living 

provider dropped out of the study.  The researcher was not given a reason for this.  The 

researcher had to be very patient in her work with different organisations.  Staff were very 

busy and sometimes this meant waiting weeks for staff to get in touch.  Overall, though, 

the experience was a positive one.    

5:4:5 How participants (and where relevant their supporters)   

 were informed about the research  

If, after talking to the researcher, the person (and where relevant their supporter/s) 

expressed an interest in the research a study information pack was sent via the post or 

distributed by hand (via the stakeholder organisation).  There were two possible scenarios 

as to which pack a potential participant would receive: 

 

Scenario one:  If after discussions with the stakeholder organisation it was deemed that the 

person with the learning disability would most likely have the capacity to give their 
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informed consent to take part in the research, the following pack would be sent to the 

person with the learning disability:  

 

• A ‘permanent and accessible copy’ of the participant information booklet (See Appendix 

C) which outlined all aspects of the research that were relevant for the person to decide 

whether to participate in the study (Health and Social Care, NHS Research Scotland, 

Health and Care Research Wales and NHS Health Research Authority, 2017, 9.7: b, p. 19 

and 9.7: a. p. 19).   This constituted a simple broad explanation of what the study was 

about and information about what taking part in the study would mean for potential 

participants, such as details of possible benefits and risks of taking part in the research, 

confidentiality and anonymity conditions associated with the data.    

• A supporter advice sheet (to accompany the participant information booklet) (See 

Appendix D). 

• Participant consent forms in Easy Read format (See Appendix E) 

• A General Data Protection Regulation (GDPR) information sheet in Easy Read format (See 

Appendix F) outlining the potential participant’s rights regarding their personal 

information  

 

The participant information booklet, participant consent forms, and GDPR information 

sheet were developed in line with Easy Read guidance after the researcher undertook an 

Easy Read training course run by a third-sector learning disability organisation.  This was 

then checked by a professional within the field of learning disabilities, before being tested 

by a learning disability advisory group.    Any amendments were made based on the 

feedback from the group.  All that were involved were naive to the research, with a literacy 
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level that is similar to those expected in the research sample.  See section 5:6:3 for more 

information about the role of the advisory group.   

 

All relevant information about the study was sent to organisations to be passed on to any 

adult with a learning disability who had expressed an interest in the research.  It was 

explained to organisations that some people with learning disabilities may require support 

with reading and/or understanding the information; some people might need the 

information presented in a different format.  Some people with learning disabilities who 

had expressed an interest in the study were sent the information directly via post to their 

home address upon request of the organisation.  

 

A supporter advice sheet (See Appendix D) was provided with each participant’s 

information booklet and could be passed on to anyone who had been asked to help support 

someone in reading and/or making sense of the information booklet.   A key principle of 

the Mental Capacity Act (2005) is that individuals are supported to make their own 

decisions as far as is practicable.  In practice, this means more than just providing relevant 

information.  For example, it means explaining and/or presenting information in a way that 

the person can understand.  For one participant, the researcher provided some additional 

photographs to aid understanding after being approached by the supporter for more visual 

material.  Supporters were therefore encouraged to do all that they could to help increase 

understanding, and therefore the capacity for consent.  Guidance on how to do this was 

provided in the supporter advice sheet.  In addition to the information booklet and 

supporter advice sheet, participant consent forms were also included in the pack, as well as 

a General Data Protection Regulation (GDPR) information sheet.  All documents were 

colour coded to help participants differentiate between them.   
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Scenario two: If after discussions with the stakeholder organisation and/or family 

members it was deemed that the person would most likely not have the capacity to give 

their informed consent, the following pack would be sent to the designated consultee:   

 

• Consultee declaration forms (See Appendix G), information letter (See Appendix H) and 

participant information sheet (See Appendix I) was sent to those supporters involved in the 

care of those who may have been lacking the capacity to give consent, along with the 

participant information booklet and supporter advice sheet. 

 

Informed consent is when a person can fully understand what being in a study entails and 

can make a decision about their participation.  Assent, on the other hand, refers to a 

willingness to take part in the study (Scott et al., 2006; Whitehurst, 2006), even if the 

person does not understand everything about it and cannot decide for themselves whether 

or not to take part.  As part of the process of consulting with a consultee, the researcher 

asked what they thought the person with a learning disability’s thoughts and feelings were 

about the study.  It was a stipulation that the consultee should have known the person for a 

significant period of time (years rather than months) and was presently involved in the 

person’s life.   

 

While the consultee was asked for their advice on whether the person with a learning 

disability should take part in the project, ultimately it was the researcher’s responsibility to 

decide whether the person should be entered into the research.  There was an opportunity 

for consultees and the researcher to discuss any issues relating to capacity in-depth at the 

initial meeting (see section 5:4:6).   Furthermore, the initial meeting presented an 

opportunity for the researcher to ask the participant directly how they thought and felt 
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about the study and to check for non-verbal signs of assent, such as nodding, smiling, 

seeming engaged and relaxed rather than distracted.   

 

If the participant was deemed to lack the capacity to give consent to the study, but had a 

level of communication that meant that they could still be interviewed, a discussion took 

place as to whether to interview the person alone or with the consultee present at the 

interview to provide support.   

 

If the person was non-verbal and/or had limited communication the consultee had to 

answer interview questions on the person’s behalf.  In this instance, the consultee was also 

considered a participant and needed to sign an additional form before each interview 

indicating that they were happy to be interviewed.  These forms could be found at the end 

of each consultee declaration form (See Appendix G).  A discussion also took place 

between the participant and the researcher (and sometimes with the stakeholder 

organisation) as to whether it would be in the best interest of the person with the learning 

disability to be present at the interview.   

 

In documents that set out the principles of good practice in the management and conduct of 

health and social care research, it is generally accepted that there should be sufficient time 

given to people to help them to decide whether to take part in the research study or not 

(Health and Social Care, NHS Research Scotland, Health and Care Research Wales and NHS 

Research Authority, 2017, 9:7a, p. 17).  However, there is a lack of guidance as to exactly 

how long people should be given to reach their decision.  The researcher decided that up to 

one week should be sufficient for potential participants to process and consider all the 

information about the research, as well as what was expected of participants before deciding 
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whether to not to participate in the study.  This would also give potential participants the 

time to find someone if they needed support with accessing any of the information.  

Participants were provided with the researcher’s contact information so that if they had 

queries, they could get in touch.   

There was a facility to translate the Easy Read materials into Welsh and/or to find 

interpreters for those people with learning disabilities and/or their supporters for whom 

Welsh was their preferred language.  There were no participants in this study who had Welsh 

as their first language and no requests were made for materials to be translated into Welsh 

or for an interpreter to be present at the interview.   

 

5:4:6 Initial meeting 

Participants (and where relevant their supporters) who expressed an interest to participate 

in the study were invited to meet with the researcher before the interview at a time that was 

convenient for them and at a place that was deemed safe, comfortable, reasonably quiet, 

and free from interruptions.  For example, the premises of a third sector organisation.  The 

purpose of this initial meeting was to enable the researcher to ensure that capacity had been 

fully assessed, to answer any questions (especially about the information pack), and to 

gauge the person's level of expressive language and level of understanding.  Meeting with 

participants before the interview also meant that the researcher could plan for any 

reasonable adjustments that needed to be made to ensure that the participant had a good 

and as comfortable interview as possible.  This meant actively trying to find out about the 

participant: their likes and dislikes and thinking about what challenges the person might 

face during the interview and how these might be eliminated or mitigated.  This involved 

not just talking to participants and their supporters, but also observing participants and 
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interactions between participants and their supporters.  For example, the researcher 

observed that one participant was quite anxious at the initial meeting.  He paced the room a 

lot and was easily distracted, frequently moving off-topic, and looking to his supporter for 

reassurance.  After the meeting, the researcher decided on some ways to help the 

participant during the interview, which included working with his special interest to help 

build a rapport and reduce anxiety; allowing for a longer interview (with several breaks); 

letting the participant digress if he needed to and letting the person know that he could get 

up and move around the room if he wanted during the interview.   It is important to add, 

however, that learning about the best way to work with the participant was a continual 

process.  After each interview, the researcher would reflect upon what had worked well 

and what could have gone better, which would sometimes result in a different approach 

being taken at the next interview.  This is discussed more in section 5:4:7 of this chapter.   

 

The initial meeting was also an opportunity for the researcher to explain to the participant 

(and where relevant their supporter/s) the purpose of the health diary (See Appendix J).  

This was an optional tool, which could be used in the period between interviews to help 

participants to record any health-related events/actions and thereby prompt their memory at 

the next interview.  Events might include periods of illness, while actions might include 

those targets set out in the Health Action Plan, which were aimed at improving and/or 

managing the person’s health (for example, seeing a hospital specialist or starting an 

exercise programme).  The health diary was distributed at the initial meeting rather than 

sent in the post so that the researcher had the opportunity to put the diary into context for 

the participant and explain its purpose in more depth.    It was decided that sending the 

diary in the post might confuse people as to the purpose of the tool, as well as add to the 

amount of material that potential participants would initially be expected to take on board.   
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The researcher also asked the participants with learning disabilities if it was okay for them 

to be contacted via telephone between interviews one and two and between interviews two 

and three to confirm arrangements for the next interview.  As it happened, stakeholder 

organisations were happy to act as a go-between for the researcher and participants with a 

learning disability.  This meant that organisations were able to check with the participant if 

they were happy to proceed with the study.   

 

Concerns have been expressed regarding acquiescence (a bias towards affirmative 

responses) amongst people with learning disabilities, with acquiescence being attributed to 

participants’ poor communication skills rather than to any errors that the researcher might 

make (Hollomotz, 2018).  Whilst having the organisation check with the participant could 

not guarantee the elimination of acquiescence bias, the researcher felt that participants 

might be more comfortable saying how they felt about the study with people who knew 

them best and whom they felt they could trust.  People with learning disabilities may view 

university researchers in the same way as they view others who wield power and control in 

their lives.  One participant told the researcher at the end of the study that initially he had 

felt ‘really nervous to meet people like [her].’  (Fieldwork diary extract, 9th October, 

2019).  Participants may therefore want to be seen to ‘do the right thing’ or do what they 

feel will ‘please’ the researcher.  Furthermore, some people with learning disabilities have 

experienced abuse.  Such experiences may mean that people with learning disabilities are 

reluctant to express their views or opinions in case there are negative repercussions.  An 

example of how this approach worked was one potential participant who had initially 

expressed an interest in the research, but after meeting with the researcher told staff that he 

wished to withdraw.  The staff reported to the researcher that this potential participant had 
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a history of institutional abuse.  It was reported that he was worried about telling the 

researcher that he did not want to take part in the study because the researcher might be 

‘cross’ with him.  Throughout the study, the researcher kept a fieldwork diary, which was 

used to discuss and reflect upon field relationships.  The fieldwork diary entry below 

shows how this situation was managed:   

Fieldwork diary, 10th October, 2018:  I asked staff if he would accept a phone call from me 

to tell him that this wasn’t the case. The participant said that he would accept a call from 

me and we spoke on the telephone.  I told him that it was okay, that it was his right to 

withdraw from the study and I made it clear that I was not ‘cross.’  We talked a bit about his 

holiday plans.  At one point he laughed.  I wished him well and then I ended the call. 

Consultees were contacted directly by the researcher after permission to contact forms were 

signed (see Appendix B). Two consultees preferred to be contacted by email and one by 

telephone.   Two of the consultees were parents of an adult with a learning disability, while 

the other consultee was a support worker of a person with a learning disability.   Consultees 

who were family members appeared to be particularly interested in the study.  They reported 

that they had never heard of an AHC before hearing about the study and that this had 

prompted them to book their son or daughter for their first health check consultation. 

The researcher felt that it was important to be candid with family members from the initial 

point of contact that she was the mother of a young adult son with a learning disability, 

autism, epilepsy and ADHD.  This seemed to please family members, who perceived the 

researcher as being ‘one of them’ rather than an ‘outsider.’ The implications of this are 

discussed in more detail in the reflexive section at the end of the discussion chapter.  

One consultee was a support worker who found out about the study through his manager.  In 

this case, it was decided that the researcher would interview the support worker without the 
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person with a learning disability present.  According to the manager, the person with the 

learning disability could easily become agitated and it was felt that being present at the 

interview could cause the person distress; however, the researcher did have the opportunity 

to briefly meet the person in their home setting at the initial meeting.  In terms of field 

relationships, this was the most personally challenging for the author of this thesis.  This was 

because her son, who has a learning disability, had recently moved out of the family home 

and into a secure residential.  Her son’s special school could no longer meet his needs and 

no other specialist, local provision could be found.  At the time, the author was deeply 

grieving the loss of her son and unhappy that he was now in the care of support staff whom 

she did not know and did not trust.  The lives of support workers and families often 

interconnect in trying to meet the needs of the person with the learning disability and this 

can sometimes bring the two parties into conflict (Willis, 2014).  To help alleviate any 

possible tension between the researcher and the support worker, the researcher felt that it 

was important to be open and honest from the initial point of contact about her present 

circumstances.  She also spoke with the support worker’s manager about her feelings and 

found the manager to be very supportive.   The researcher also found supervision to be 

important for acknowledging and helping to bracket off any assumptions and biases.   

It was originally anticipated that the first interview would take place around one week after 

the initial meeting, with no more than four weeks between the AHC and the first interview.  

However, this was not possible for all participants.  For example, some participants’ AHCs 

were overdue, or the person had never heard of an AHC and had only just booked an AHC 

consultation to participate in the study.  This meant having to wait until the AHC had taken 

place before being able to interview the participant.  This did not seem to have any impact 

on the study as participants did not have to wait long for their AHC.   
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For four participants the duration between the AHC and the first interview was longer than 

four weeks.   This was not thought to be a significant gap, the time difference being a matter 

of a few weeks.  For three participants this was due to the Christmas holidays occurring 

between the initial meeting and the time when the first interview would have taken place.  

For three out of four participants this did not appear to be a problem.  For instance, in one 

case the participant was due to have an AHC, but could not be interviewed for around six 

weeks due to other commitments.  However, it was deemed appropriate to go ahead and 

recruit the participant to the study as the participant had a mild learning disability and had 

personally suggested taking notes after her AHC to help prompt her memory at the interview.   

This participant brought these notes with her to the first interview.  The notes seemed to help 

prompt her memory. One participant appeared to experience some difficulties with memory.  

When she was going through the checklist of what happened during the consultation, she 

responded with some ‘Don’t knows’ and ‘I can’t remember.’  She did, however, remember 

some specific details about the consultation:  Kelly (pseudonym):  I can remember that 

because I nearly fell getting up on to the step [Both laugh]     

5:4:7 Data collection -The qualitative interview  

Unlike quantitative research methods such as surveys, which try to establish how many 

people have had a certain type of experience or hold a certain view, qualitative methods try 

to understand why people think and feel the way they do by gathering detailed information 

(The Open University, 2007).   Qualitative interviews are appropriate to the chosen 

methodology and have successfully been used to capture the experiences and views of people 

with learning disabilities (Beail and Williams, 2014).  The qualitative interview enables 

people to talk freely, which can be an empowering experience, especially for people with 

learning disabilities, in that it emphasises to participants that they are being listened to and 

that what they have to say is important.  Asking open-ended questions enables researchers 
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to probe in more depth about the research topic under investigation than standardised 

quantitative interviews (Oppenheim 1992).  For example, participants may raise views or 

concerns not previously considered, but which could be important to understanding an issue.   

One drawback of interview data is that it says little about what goes on when people interact 

or behave in contexts other than interviews (Green and Thorogood, 2018).  Silverman (1998) 

argues that more observational methods (such as observing what happens during the health 

check consultation, rather than obtaining people’s accounts of the interaction) would often 

provide more useful data.   However, observation methods also have their limitations.  For 

example, there are some significant ethical issues when observing people without their 

knowledge.  This type of observation (covert observation) does not allow for participants to 

give informed consent, since it involves deception (Green and Thorogood, 2018).  There is 

also the issue of a person’s privacy being violated.  While overt observation deals with this 

problem in that those being observed are aware that they are being researched a key issue is 

that if the person is aware that they are being observed then this can affect how they behave 

(Green and Thorogood, 2018).  For instance, a GP may pay more attention to the way that 

he or she carries out the health check if they know that they are being observed.  Green and 

Thorogood (2018) make the point that interviews are valid so long as they are ‘treated as a 

contextual account and not as a proxy representation of some other reality’ (p. 124).  This 

fits with critical realism which posits that objects exist independent of knowledge; however, 

we only come to know of objects through the way that we think and talk about them 

(Bhaskar, 1975).  Interview data is therefore useful for accessing how people understand and 

experience the world.   It, therefore, provides an appropriate research method for this study, 

which aims to explore how people with learning disabilities experience health checks.    

Another drawback of qualitative interviews is that they can be intense in terms of time, 

resources and possible emotional strain (DeCarlo, 2018).  The relationship between 
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interviewer and interviewee is also an unequal one.  For example, it is the interviewer who 

to a large extent determines the direction and length of the interview and who is in the 

position of asking the questions (The Open University, 2007).   It is therefore important 

that rapport and trust are established from the offset.  However, special consideration 

should be given as to what the research relationship might mean for people with learning 

disabilities.  Many people with learning disabilities wield little control over their lives 

(Department of Health, 2001), and may view the researcher, at least in the first instance, in 

the same way as they view others who are more powerful than them.   If there is a 

perceived hierarchy of power between the participant and researcher, then the participant 

may not feel comfortable sharing their concerns.  Conveying a sense of being in the 

interview together and that a researcher is also a person may help to ease any anxiety and 

discomfort.    

Qualitative interviewing with people with learning disabilities can present some 

methodological, as well as ethical challenges.  People with learning disabilities often 

experience difficulties with communication, such as a lack of understanding of complex 

grammatical structures and concepts (Finlay and Lyons, 2001).  They often need time to 

process information and can have difficulty formulating appropriate responses within 

specific contexts (Finlay and Lyons, 2001).  However, despite these methodological 

challenges, it is possible to facilitate qualitative research interviews to include people with 

learning disabilities as the large body of qualitative interview studies carried out with people 

with learning disabilities shows.  Qualitative interview research with people with learning 

disabilities has covered a range of subject areas, including experiences of personal 

relationships (for example: Lofgren, 2004; Pottie and Sumarah, 2004; Rushbrooke, Murray 

and Townsend, 2014), employment and education (for example: Cinamon and Gifsh, 2004; 
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Gormley, 2015; Hagner and Davis, 2002; Li, 2004) and leisure (For example: Rogers, 

Hawkins and Eklund, 1998).     

The researcher has also used this approach in previous research investigating how adults 

with learning disabilities (including people who had an autism diagnosis in addition to their 

learning disability) make sense of their experience of bereavement and loss (Cavanagh, 

2016).   This research was carried out with people with mild-moderate learning disabilities. 

Talking about death is never easy and to facilitate the interview process for participants, 

keeping language unambiguous was essential.  Euphemisms around death, such as ‘Gone to 

sleep’ were avoided as people with learning disabilities and/or autism tend to have a more 

literal understanding of language (Grey, 2010) and such terms can create confusion and 

distress.  People with autism can also find it difficult to express their feelings about 

bereavement in the same way as others (Grey, 2010).  When one participant with autism 

struggled to verbalise how he was feeling, the researcher asked if he could show or point to 

where he was feeling instead.  He immediately clutched his stomach with both hands and 

then pointed to his chest, saying ‘Like a stomach in a knot in a stomach…Yes, pain in my 

stomach and it comes to the heart then,’ indicating that grief was being experienced as 

physical pain.  The researcher drew upon these previous experiences to help build a rapport 

with participants and inform her interviewing technique, so that she could glean the best 

possible data for the study.   

There are many ways of facilitating qualitative research interviews to include people with 

learning disabilities.  For instance, for many people with learning disabilities asking simple 

open questions can help manage problems such as acquiescence, social desirability and 

suggestibility (Mc Villy et al., 2008).  However, Booth and Booth (1996) observed that some 

people with learning disabilities find open questions conceptually challenging.  Difficulties 

with generalising from their own experience and thinking in abstract terms, as well as 
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difficulties with conceptualising time, can make it hard for them to piece together a narrative 

and express their views.  However, many participants with learning disabilities can answer 

with fuller, more fluently structured narratives if attempts have been made to facilitate 

communication through the use of communication aids such as cue cards (Lewis et al., 

2008).  The phrasing of questions was important for this study; complex, abstract concepts 

were avoided and the sentence structure clear.  Meeting with participants before the 

interview was a good way of establishing rapport and determining a person’s expressive 

skills and level of understanding, so that question style could be adjusted accordingly.  This 

has been established by other researchers (Barnes, 1992; Stalker, 1999; Worth and Tierney, 

1993).   

Building rapport was important for building trust between the researcher and the participant, 

thereby helping to facilitate communication at the interview and creating the conditions for 

authentic, rich data.  To build rapport, the researcher spent a lot of time with the participant, 

both before, during and after the interview.  The total amount of time spent with each 

participant across a period of twelve months was around 4-5 hours, which is sufficient for a 

qualitative study.   

Despite careful preparation for the interviews, participants did not always understand the 

questions asked.  Signs that participants did not understand included the participant 

answering ‘Yes’, but then not elaborating (acquiescing); silences; looks of confusion; ‘Don’t 

know’ or simply repeating back what the researcher had just said (echolalia).  In such cases, 

the researcher would reformulate the question.  Throughout the interview, the researcher 

would also check with the participant that they had understood their meaning.  Paraphrasing 

back to the participant what they had just been saying and asking if this was correct seemed 

to help with this.  As this was a face-to-face interview, there was also the opportunity to 
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observe the non-verbal cues of the participants, such as body language, gestures and 

intonation which might give clues as to how the interview was proceeding.   

As this was a longitudinal study, a significant amount of time was spent post-interview 

reflecting on how to work differently with participants to ensure that questions were better 

understood at the next interview and to facilitate conversation.  The researcher used a 

fieldwork diary to note any observations made during the interview, as well as any concerns 

or feelings regarding the interview process and/or the researcher-participant relationship.  

This required trying to identify the interviewee’s linguistic or cognitive challenges, as well 

as any communication difficulties between the researcher and the participant (including any 

challenges which might be caused by the power imbalance in the relationship). The 

researcher was mindful of the potential impact that her identity may have on the interviewing 

process.  The researcher was not only a research student, but also a person with autism and 

the mother of an adult son with a learning disability.  A discussion of how the researcher 

positioned herself in relation to these aspects within the interviewing process and how this 

may have impacted the analysis can be found in the discussion chapter (section 8:6).   

Communication between researcher and participant is a two-way process, and to have 

successful communication with a person with a learning disability requires being a good 

communication partner.  This reflection required the researcher to be honest with herself 

regarding weaknesses in the way that she communicated with participants and actively work 

on ways to improve her communication.  For example, while listening back to the interviews, 

the researcher realised that some participants did not always know when they were being 

addressed, so to gain the participant’s attention the researcher began to use their names 

before she asked them a question.  The researcher also considered any reasonable 

adjustments that may need to be made to help the person feel at ease, which, in turn, may 

facilitate communication.  For instance, checking with participants with autism that they 
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were happy with the sensory elements of the interview, such as lighting, noise and seating 

arrangements.  Reasonable adjustments were also made to facilitate those participants with 

a hearing impairment.  For example, the researcher noted that one participant could lip-read, 

so she moved her chair directly in front of him and ensured that he could always see her face 

when she spoke.  This facilitated communication and helped to build trust to proceed with 

the next interview.  An example of how the researcher reflected upon the interview process 

to work the most effectively with participants is demonstrated by the fieldwork diary extract 

below:   

Fieldwork diary, 20th December, 2018:  John (pseudonym) might be repeating what I said 

because he is anxious, doesn’t understand or doesn’t know how best to respond.  

Ways to tackle this:  

Help him to relax – Allow more time to settle in, pay more attention to how the 

environment might be affecting individual (How can I make J feel more comfortable-

lighting, seating, noise, etc.)   

Check John’s understanding and support him with more visual support.  *Note John said 

that he liked ‘pictures.’ 

Ask the question in a different way to see if I get the same response. I need to be more 

flexible with how I ask my questions.  

The fieldwork diary entry below shows what happened at the next interview when the above 

measures had been taken:   

Fieldwork diary, July 17th, 2019:  I gave John (pseudonym) lots of time to settle in and made 

him a cup of tea.  I chatted to him about his recent holiday.  Before the interview, I asked if 

everything was okay with the room (e.g. lighting, seating arrangements, etc.) and after 
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explaining what was going to happen and what the second interview was about, asked if he 

had any questions…Working with visual images (an image per theme and bespoke to John’s 

situation) seemed to help…He seemed to like the images and particularly liked one picture.   

They seemed to reduce his anxiety resulting in less echolalia and richer interview responses.   

So good qualitative interviewing with people with learning disabilities requires the 

researcher to be well prepared for the interview itself, whilst having an open and flexible 

approach to the interview process.  This is so that the researcher can adapt the interview as 

it is being conducted to accommodate the needs of the participant.  For example, via 

reformulation of questions.  It also requires that the researcher reflects upon the interview to 

improve their understanding of how responses are formulated, so that communication at 

future interviews can be improved.   

5:4:7:1 The rationale for using in-depth, one-to-one,  

semi-structured interviews 

In-depth, one-to-one, semi-structured interviews are appropriate to the methodology and 

were used to collect the research data.   Semi-structured interviews comprise a framework 

of core questions, which are supplemented by a series of follow-up and probing questions 

dependent upon the interviewee’s responses (Britten, 2006; Kallio, Pietilä, Johnson and 

Kangasniemi, 2016).  A key strength of semi-structured interviews is that they provide an 

opportunity to focus on the key topics that the researcher wishes to address (Dalen, 2011; 

Kvale and Brinkmann, 2009).  However, there may be times when it is appropriate to 

abandon the schedule altogether to follow and/or further explore other concerns that are of 

particular importance to the participant, and which may enhance understanding of the topic 

area.   
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The goal of semi-structured interviews is to ‘encourage the interviewee to share as much 

information as possible, unselfconsciously and in his or her own words’ (DiCicco-Bloom 

and Crabtree, 2006, p 317).  However, as previously discussed, there can be methodological 

challenges to achieving this situation with people with learning disabilities whose cognitive 

and linguistic challenges can make it difficult to obtain detailed and specific responses 

(Sigstad, 2014).   One advantage of the semi-structured interview, however, is that the 

schedule can be used flexibly, i.e. the interview does not have to follow the exact order of 

the schedule, nor does every question have to be asked or phrased in the same way for every 

participant (The Open University, 2007).  This can be of benefit to people with learning 

disabilities, who often require a more flexible approach to interviewing to suit their 

individual needs.  

While focus groups were considered as a method for data collection for this study, the 

researcher decided that one-to-one interviews were likely to permit greater in-depth 

exploration of participants’ experiences than focus groups.  Perry et al. (2014) used focus 

groups to explore the experiences of people with learning disabilities when they contact 

primary care services (including health checks).  One advantage of employing focus groups 

is that participants might feel less anxious about expressing their views than in a one-to-one 

interview when they have the support of other members of the group (Green and Thorogood, 

2018).  This may especially be the case if the interviewer is a service provider.  This study 

was about people’s experience of health checks (which can encompass some sensitive health 

topics, such as mental health), as well as how people self-manage their health.  The 

researcher was conscious that some people with a learning disability might not feel 

comfortable talking openly about their health in a focus group setting.  Health is a sensitive 

issue and depending on cultural values and the nature of the group some topics, such as 

sexual health, might be too sensitive for some groups and/or certain individuals within the 
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group to discuss.  Furthermore, the more complex social interaction required to participate 

in a focus group can mean that the sample is biased towards those people with the necessary 

pragmatic language skills to engage in group discussion (Perry et al., 2014).   

 

5:4:7:2 Three Interview Stages   

Interviews were undertaken with the same twelve participants at three different stages.  

Interviews took place in a setting that was comfortable and convenient for the participant, 

reasonably quiet and free from interruptions.  For example, at the premises of a third sector 

organisation or the person’s family home, depending upon the participant’s requirements.  If 

valid consent had been obtained from the participant, the participant was given the option of 

being interviewed on their own or with an accompanying person for support.  The 

accompanying person was an adult who was well known to the person (for example, a family 

member, support worker or advocate).  Three participants requested support; however, of 

these three participants, two participants asked that they be interviewed without support at a 

later stage in the study.  This might be because they felt more at ease with the researcher and 

with the interview situation.  While it was explained to the supporter that they were not there 

to answer the interview questions for the participant, the researcher did sometimes have to 

remind them of this. However, supporters did play an important role in helping to alleviate 

participants’ anxiety and in one case the supporter acted as an interpreter for a participant 

who was partially deaf.   

Two consultees acted as the participant: one family member was interviewed with the person 

present for two out of three of the interview stages and one support worker was interviewed 

without the person being there.   One person was deemed to be lacking in the capacity to 

give consent to the study, but with a level of communication which meant that they could 

still be interviewed.  A discussion took place with the consultee (a family member) as to 
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whether to interview the person alone or with the consultee present for support.  It was 

decided to interview the person with the consultee present. 

Interview data was recorded via a digital voice recorder and then transcribed onto a 

computer.   Transcribing for all interviews took approximately 150 hours in total, with it 

taking the researcher around 4-6 hours to transcribe one hour’s worth of recording.   

Flow chart 1, p 149 depicts a timeline for the three interview stages, as well as details 

regarding the objective of each interview stage.  The procedures for interview stage one will 

then be discussed, along with some of the key challenges, followed by a similar examination 

of interview stages two and three (follow-up interviews). 
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Flowchart 1: Interview process 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

3 Interviews were undertaken with the same 

12 participants at 3 different stages 

 

£ 

Interview Stage 1 

Objective:  To explore participants’ experience 

of check, any issues identified.  

No more than 1 month 

after health check 

Time Period  

Interview Stage 2 

Objective:  To explore whether planned actions 

had been taken; participants' perceptions of 

these actions and what they had (or had not) 

achieved; how health conditions were being 

self-managed (including what may have 

changed in terms of self-management) and how 

participants were supported with this.    

6 months after check 

Interview Stage 3 

Objective: The same as Interview Stage Two, 

but in addition to this exploring how 

participants (and where relevant their 

supporters) were preparing for their next 

health check. 

 

11 months after 

check (just before 

next check should be 

due) 
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5:4:7:3 Interview Stage One   

People with a learning disability (and where relevant their supporters) were interviewed as 

soon as possible after the AHC to explore their experience, any issues identified, and what 

actions had been proposed.  The process of constructing an interview schedule required the 

researcher to think carefully about what kind of questions were likely to be most relevant to 

the research question.   There was one significant topic change whilst preparing the schedule 

for the first interview.  Initially, the schedule included some questions about how the person 

was invited to the check.   However, since the first interview phase aimed to explore 

participants’ experiences of the health check consultation and any issues identified a decision 

was made not to include these questions.    

Participants who had been recruited for the study were told that the interview could take up 

to a maximum of 2 hours.   This was because the researcher did not know how long 

participants might need to work through the checklist and wanted to allow plenty of time for 

those participants who might need it.  As it happens, no interview lasted up to 2 hours, with 

interviews lasting anywhere between 45 minutes to one hour and 30 minutes.  While all 

participants were offered the option of taking a break during the interview and/or the option 

of ending the interview and completing it on another occasion, no participants requested a 

break or asked that the interview stop and be resumed at another time.   

The interview schedule opened with a general question about health, followed by some pre-

consultation questions.  These questions related to topics such as the person’s experience of 

waiting for the check, if they were supported at the check and, if so, in what way.  For all 

three interviews, some cue cards representing key topic areas and any difficult concepts were 

produced for participants who benefited from a visual aid to support understanding and/or 

to aid conversational flow.  Photosymbols software (Photosymbols Ltd., 2017) was used to 

produce the cards, with google images representing any topics and/or ideas that could not be 
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depicted via the photosymbols software (Photosymbols Ltd., 2017).  The researcher used the 

cue cards to introduce a topic/concept; they were also used by the participant to respond to 

a question.  Cue cards were adapted, however, according to each participant’s 

communication needs.  This required asking participants how they preferred to 

communicate, as well as how they best understood information.  One participant, for 

example, asked that text be provided with cue cards to anchor the images.  In another case, 

the mother of a young man with Down’s syndrome emphasised that her son was a visual 

learner and asked that the visual images be enlarged to A3 size.  This seemed to enhance her 

son’s conceptual understanding of the images, with her son pointing to and labelling the 

various parts of the image.   

 

Throughout all three interviews paper, pencils and pens were readily available in case the 

researcher and/or the participant wanted to draw anything to help further understanding.  

Paper was used on only a few occasions by the researcher, usually to support participants’ 

understanding of an issue.  For example, one participant appeared to be confused by the 

image chosen to represent cholesterol: a cholesterol monitoring device.   The researcher drew 

a heart on a piece of paper, along with a narrowed artery, which seemed to make more sense 

to the participant.   

 

The main part of the interview entailed exploring the participant’s experience of the 

consultation.  To create an interview schedule that could achieve this objective, the 

researcher familiarised herself with the Welsh health check (Kerr et al., 2016) and its 

different components, as well as the RCGP toolkit aimed at GPs, practice nurses and the 

primary administration team so that they can organise and perform quality AHCs (2010; 

2020).  From there, the researcher created a checklist for participants based on the different 
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parts of the health check: functional assessments, health promotion, cancer screening, sexual 

health, vision and hearing assessments, and a body-system-based general assessment, the 

extensiveness of which is carried out at the GP’s discretion and informed by the person’s 

present health status or medication monitoring requirements (Kerr et al., 2016).  The 

checklist required a yes/no/don’t know response and was accompanied by pictorial 

representations of each check using photosymbols software (Photosymbols Ltd., 2017).  This 

enabled the researcher to establish which checks were carried out by the doctor/nurse during 

the check.   The checklist also served as a memory prompt for participants by having them 

mentally revisit the health check process.  This meant that when participants were asked 

some open-ended, follow-up questions designed to further explore their experience of the 

check, as well as whether any actions had been taken to address any identified health needs, 

they already had some recollection of events upon which to build.  The checklist was 

produced in an Easy Read format and shared with participants to aid understanding.   

Example:  A question from Interview One, the checklist, Section B, relating to health 

promotion:   

Did your doctor or nurse check: 

If you smoke  

 

         yes                          no                      don’t know 
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Example:  A follow-up question for Interview One, the checklist, Section B, relating 

to health promotion: 

Did the doctor or nurse say that you need to make any changes 

to the way you live your life?    

Accompanying cue card:  

 

 

 

 

 

 

 

 

 

Possible prompts for this follow-up question can be found in Appendix K 

The Welsh Health Check for Adults with a Learning Disability-revised 2016 (RCGP, 2010; 

2020) includes additional checks for specific conditions associated with the learning 

disability.  These include Down’s syndrome, Cerebral palsy, Fetal Alcohol syndrome, 

Fragile X syndrome, Prader-Willi syndrome, Rett syndrome and Williams syndrome.  

However, since it was way beyond the scope of the PhD to focus on every syndrome-specific 

check, syndrome-specific health-related questions were only asked of participants with 

Did the doctor say that you need to make any changes 

to the way that you live your life?  

Example:   

   

Exercise        Stop smoking    Take medication   Eat      

                                                                             healthy food 

 

Any other?   

Take medication  

 

https://www.photosymbols.com/products/tablets
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Down’s syndrome, of which there were three participants.  This was because people with 

Down’s syndrome are predisposed to several medical problems including hypothyroidism, 

coeliac disease, cardiac disease, respiratory illness, diabetes, obstructive sleep apnoea, 

mental health problems, Alzheimer’s dementia, hearing impairment, visual problems, 

obesity, osteoporosis, earlier menopause, gastro-oesophageal reflux, spinal problems and 

dysphagia (Lindsay, 2011). If left untreated these health problems can lead to secondary 

complications, which can greatly impact the person’s overall wellbeing and quality of life.  

Furthermore, they can result in unnecessary healthcare costs which could have been avoided.  

Some additional health-related information was found in the interviewer’s notes (See 

Appendix L).  This information was there should participants mention health issues that tend 

to be more prevalent in people with Down’s syndrome, such as epilepsy or diabetes, with 

the notes acting as prompts to help guide the questioning. Participants with other specific 

conditions associated with learning disabilities included one participant with Cerebral palsy 

and three participants with autism.  

When looking at the experiences of people with learning disabilities within primary 

healthcare, Perry et al. (2014) found that communication issues between health professionals 

and people with learning disabilities were an important issue.  Since communication issues 

could have implications for people’s experiences of the health check consultation and how 

they rated the overall quality of the check some communication-related questions were also 

asked.  These included whether the participant felt listened to, whether the GP or nurse 

explained what was going to happen before they performed an examination or whether the 

discussion was directed at the person themselves as opposed to being bypassed in a 

conversation between the GP and the carer.   
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Other questions aimed to determine whether any issues had been identified at the check and 

whether any targeted actions had been taken to address the person’s health needs.  The 

interview also explored whether the GP had asked about any health conditions that the 

person might have at the check and/or whether there had been a review of medication.  To 

begin to gauge a sense of how people were self-managing their health, participants with 

health conditions were asked if they understood what they needed to do to stay healthy and 

whether they needed any support, for example, knowing how to take their medication.  It 

was also important to establish whether participants had been given a Health Action Plan 

(usually a paper document) as part of their health check consultation.  Health Action 

Planning should come at the end of the health check consultation to identify the patient’s 

health needs, what should happen next (including what the patient needs to do), who will 

provide support and when this will be reviewed (Northway and Dix, 2019).  All these 

questions were considered important in answering the research questions.   

For those people with severe to profound learning disability, the interview method was found 

not to be appropriate.  People with severe to profound learning disability are likely to have 

little or no speech.  They tend not to communicate using formal communication such as 

speech, signs or symbols, although this does not mean that they cannot communicate 

(Mencap, n.d.).  For example, they might communicate through single words or phrases, 

which may be supplemented through augmentative means; through noises, hand gestures or 

facial expressions (Mencap, n.d.).  However, they can find it difficult to express viewpoints 

and tend to have limited or no conversational skills.   In such cases, the researcher 

interviewed a proxy, such as a family member or paid carer, who was intimately involved in 

the person’s care.  There were both limitations and benefits to using proxies in the context 

of this research.  However, it was possible to work around the limitations.   For example, 

proxy responses can be biased and Clegg (2003) recommends giving the supporter space to 
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air their views separately from the person with a learning disability as a means of managing 

the issue.  In the context of this research, questions were structured in such a way as to 

encourage the supporter to try and separate their worldview from that of the participant.   For 

example, the supporter might be asked. ‘What was that like for you?’ and then ‘What was 

that like for X do you think?’   However, it was also deemed beneficial to hear supporters’ 

views since supporters might also be the people that AHC outcomes are directed at.  

Supporting supporters to provide health-related care for people with learning disabilities is 

an important step toward improving health outcomes for this population. 

The researcher found that in interview one, some participants were not as forthcoming as 

other participants and offered fewer details of their experiences.  There was a sense that they 

did not yet quite feel at ease with the interview situation and/or with the researcher. These 

participants required more prompting and follow-up to elicit sufficient detail.  However, it 

was important not to do this to the extent that it made the participant feel under pressure to 

share information.  Establishing trust and rapport was fundamental to the researcher-

participant relationship and the interview process.  One way in which this was achieved was 

by listening attentively to what the participant said, acknowledging the sensitive nature of 

the conversation, and being accepting of when participants did not wish to share any further.   

Other participants divulged a lot of information and spoke about issues other than their health 

check, although in the main what was discussed was health-related.  Some participants spoke 

about other health consultations or previous encounters with medical professionals.  This 

provided useful insight into how past health encounters may be impacting the person’s self-

concept and present engagement with health services.  Strong emotions led to two 

participants (one person with a learning disability and a family member acting as a 

participant) becoming upset during the interview.  The researcher paused the recording and 

remained with the participant until they were calm and composed.  The researcher then asked 
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the participant if they would like to continue with the interview or not.  Both participants 

said that it would be best to finish there.   In both cases, the participant had someone to 

provide support after the interview, such as a family member or support worker.   The 

potential for participant distress was identified during the initial risk assessment for this 

research and risk assessed (See Appendix S).    

5:4:7:4 Interview stages two and three  

Six months after the initial interview, the same people with a learning disability (and where 

relevant their supporters) were interviewed again.  They were then interviewed one last time 

at eleven months as they should have been preparing for their next health check.  These 

follow-up interviews explored whether any planned actions had been taken, their perceptions 

of such actions and what they had (or had not) achieved.  The interviews also looked at how 

health conditions were being self-managed, what may have changed in terms of self-

management, as well as how people were being supported to self-manage their health.  The 

final interview stage also considered how participants were preparing for their next AHC.  

For example, participants were asked how they felt about going for another health check; if 

the surgery had been in touch with the participant about going for another health check and, 

if so, how were they invited?  Participants were also asked if there was anything that they 

would like to talk to the doctor/nurse about at their next health check.     

The remaining two interviews lasted around 40-45 minutes each.  As with the first interview, 

participants were offered the option of a break during the interview process.  If a participant 

requested that they terminate the interview and complete it on another occasion this too was 

permitted.   

In terms of this study, there were some particular methodological challenges in terms of the 

nature of the research’s longitudinal design for participants with learning disabilities.  There 
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was a six-month gap between the first and second interviews and a five-month gap between 

the second and third.  At each follow-up interview, the participant had to recall what was 

said the last time he or she met with the researcher, as well as try to remember all the health-

related events/actions that had occurred in the time between the last interview.  Since 

learning disability can affect the process of learning, as well as the ability to recall events 

and facts from the past this may have proven difficult. To help with this process, participants 

(and where relevant their supporters) were invited to use a health diary.  The purpose of this 

document was previously detailed in section 5:4:6. The researcher did not ask to look at the 

diary (for example, it was not used to help guide the interview).  It was not used to collect 

or analyse data in any way.  The health diary was an optional tool.  If a participant preferred 

to record health-related events/actions via a different medium (for example, using a 

notebook) then this was permitted.  It was also made clear to participants that they did not 

have to record health-related events/actions if they did not want to.    

Interestingly, no participants went on to use the tool and this was reflected upon in the 

researcher’s fieldwork diary:    

Fieldwork diary extract, June 24th, 2019:  Not one participant appears to have used the health 

diary or kept a diary by other means.  I suspect that most people have forgotten about the 

tool and/or have found it too difficult to keep a track of their health in the time between 

interviews (executive functioning issues/busy lives…), especially if they have little support.  

Some family carers/advocates have recorded the dates/times of doctor’s appointments, etc. 

on behalf of those they support. 

The researcher did not try to force the health diary onto participants or reintroduce it if they 

decided not to use it.  The researcher felt that it was far more important to accommodate 

people’s needs as this would likely lead to more authentic data.   
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While participants with learning disabilities preferred not to keep a diary, participants did 

not appear to have any significant issues with recalling health-related events/actions in the 

time between interviews.  One reason for this may have been that the researcher revisited 

issues raised in the previous interview, which seemed to prompt participants’ memories.  

This would often lead to the recollection of other health-related events in the time between 

interviews.    

Fieldwork diary extract, June 24th2019: Despite the lack of diaries, participants don’t 

seem to have any problems with remembering what has happened in the time between 

interviews.  I think this is in large part due to my interview schedule which revisits issues 

raised in the first interview, which then seems to naturally prompt participants’ memories.   

Schedules for interviews two and three (participant and supporter) were modified in line 

with the individual’s circumstances as revealed via the first interview (See Appendix M for 

an example).  As with the first interview, cue cards were made available for those who 

appeared to benefit from some visual support in helping them to understand the nature of 

interview questions and/or to help give their views.     

During the second and third interviews, participants who had initially been reticent to talk 

appeared more at ease.  Simply spending time with the participant in a respectful manner 

appeared to be sufficient to build trust and familiarity, which in turn, facilitated the 

communication of information.  During the second and third interviews, participants 

seemed very keen to talk about their health or the health of the person they supported if the 

consultee was acting as the participant.  Participants with learning disabilities openly 

talked about any difficulties that they had experienced with their health since the last 

interview, including any hospital visits; how issues at the health check were being followed 

up and addressed, and how they were getting on managing their health.   For some 
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participants with a learning disability, the opportunity to talk about their health made them 

more aware of their health and their health needs, and in some cases their health rights.  

For a few individuals, upon going through the checklist a few people felt angry to discover 

that their health check had not been as thorough as it should have been.  This appeared to 

reinforce their ‘right’ to a good quality AHC.   

All of this presented some ethical challenges for the researcher.  For example, the 

researcher became concerned that participants who had been asked to make lifestyle 

changes might come to see her as some kind of mentor or lifestyle coach.  The researcher 

was delighted for those participants who had managed to make positive changes, but would 

reinforce that what they were doing was for themselves-not for others.  The researcher was 

never judgemental of those who struggled to make changes.  The researcher was careful 

not to give medical advice and to remain within the limits of her professional competence.  

The researcher also signposted participants in the direction of further advice or support, 

which participants appeared to appreciate.  The researcher reflected upon the potential for 

the researcher-participant relationship to be reciprocal (Trainor, Ahlgren Bouchard, 2013) 

in her fieldwork diary:   

Fieldwork diary extract, 9th October, 2019:  The relationship felt very much like a 

reciprocal one-I was giving back, as well as taking information away and John genuinely 

seemed appreciative of this, especially the support that I gave in helping him to access 

swimming sessions. 

5:4:8 Data analysis  

5:4:8:1 How the chosen theoretical framework fits with   

thematic analysis   



 

161 
 

PUBLIC / CYHOEDDUS 

Although it is possible to differentiate some qualitative methods from each other by their 

ontological and epistemological standpoints, thematic analysis can be used within different 

theoretical frameworks.   Thematic analysis is well suited to use with critical realism and 

can be used to analyse most types of qualitative data, such as in-depth, semi-structured 

interviews, which enable participants to talk about their experiences openly and in a 

meaningful way (Joffe, 2012).  According to Joffe (2012), the hallmark of a good thematic 

analysis is that it should ‘highlight the most salient constellations of meanings present in 

the data set’ (p 209).  It achieves this by identifying and analysing patterns of meaning in 

the data (Braun and Clarke, 2006) and by illustrating which themes are important in 

answering the research question(s) (Daly, Kellehear and Gliksman, 1997).   Thematic 

analysis begins with the individual, then looks across the group comparing responses and 

finding common ground.   

Thematic analysis is a method well suited to theories such as critical realism which 

acknowledge how people try to make sense of their experiences within the wider social 

context, but also focuses on the data and reflects ‘reality’ (Braun and Clarke, 2006).  

Thematic analysis sits well with critical realist approaches to disability in that each 

individual’s account will contain structural elements of the society in which they are 

embedded, as well as the idiosyncratic ways in which they position themselves in the 

context.  So, in terms of healthcare for people with learning disabilities, an individual or 

intrinsic factor might be a difficulty with identifying and conveying ill health to others due 

to the nature and severity of the impairment.  A possible structural or extrinsic factor might 

be a problem when accessing appropriate services.   The interplay between the individual 

(body) and structural (society) factors that comprise the disabled experience is therefore 

revealed as patterns of meaning across the data set, which, in turn, help to shed light on any 

challenges linked to primary healthcare provision for people with learning disabilities, as 
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well as any contact with primary care which is working well.    Furthermore, critical 

realism allows for the different levels of healthcare experience (medical, psychological, 

economic, environmental and political), and suggests that there are many different ways in 

which a person’s quality of life can be improved.   

Perry et al. (2014) successfully used thematic analysis within a critical realist framework to 

explore the primary healthcare experiences of people with learning disabilities.   While 

there does not appear to be a standard framework for carrying out a critical realist analysis 

of qualitative data, Smith and Elgar (2012) state that in any critical realist analysis, 

attention is paid ‘not only to the attitudes and emotions of informants but crucially to richly 

textured accounts of events, experiences and underlying conditions or processes, which 

represent different facets of a complex and multi-layered social reality’ (p. 14).  In a 

qualitative, critical realist study, then, findings should for the most part reflect the latter.  

5:4:8:2 Data analysis process 

The interviews were transcribed verbatim onto a computer before analysis.  Thematic 

analysis is a method for identifying and analysing patterns of meaning (‘themes’) in a data 

set that are important to the research question (Braun and Clarke, 2006).  The process of 

analysing the data can occur in two ways-inductively or deductively.  In an inductive 

thematic analysis, little or no predetermined theory, structure or framework is used to 

analyse the data; instead, the codes and development of themes are tied to the data since 

they emerge from it.  Deductive thematic analysis is more driven by the researcher’s 

theoretical standpoint on the subject that they are interested in.  For instance, the researcher 

may be interested in how a concept or idea plays out across the data and will focus on that 

particular feature during the coding of the data.  With an inductive approach, however, the 

themes evolve through the coding process.  In terms of this research, since little was 
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known about the subject under investigation and a predetermined framework could 

potentially bias and limit the interpretation of the data, a broadly inductive approach to 

analysis was adopted.  However, no researcher is entirely free from epistemological and 

theoretical commitments, and these were declared from the beginning of the study (See 

section 5:2 of this chapter).   In terms of the ‘level’ at which themes were to be identified a 

semantic or explicit level approach was taken.  Themes were identified within the surface 

meanings of the data; in other words, the researcher did not look for meaning very much 

beyond what the participants said.  According to Braun and Clarke (2006) with a semantic 

approach, ideally the analytic process should entail a:  

 

progression from description, where the data have simply been organised to show 

patterns in semantic content, and summarised, to interpretation, where there is an 

attempt to theorise the significance of the patterns and their broader meanings and 

implications (Patton, 1990), often in relation to previous literature (p 13).   

 

The analytic process for a recurrent cross-sectional thematic approach is similar to studies 

that focus on a single point in time in that the process ‘can be thought of as a series of smaller 

studies study given that at each time point the data from all participants are analysed as a 

unit’ (Grossoehme and Lipstein, 2016, p. 3).  A potential advantage of using a recurrent 

cross-sectional approach was that analysis of early time points could be completed before 

data was collected for subsequent time points.  

For each participant, there were three interviews across three points in time.  This meant that 

on three occasions, the data from all participants were analysed as a single unit using 

thematic analysis.   

Data analysis was coded by hand and entailed the following stages (Braun and Clarke, 2006):  
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(1) Familiarising oneself with the participant’s data (i.e. through immersion, which involved 

the repeated reading of the data and reading the data in an active way-searching for meanings 

and patterns, and so on);  

(2) Generating initial codes that captured segments of meaning in the data descriptively (i.e. 

with minimal interpretation);   

(3) Second-order coding-initial codes were sorted into potential, broader more encompassing 

themes, which captured the meaning of larger segments of the data;  

(4) Third-order coding-the main task was to draw out overarching themes within the data by 

identifying patterns and connections between emerging themes.  This entailed some 

reviewing and refining of themes (Did some themes need to be broken down into separate 

themes? Might some collapse into each other?  Did all the data extracts fit coherently into a 

theme?  Did all the identified themes work concerning the data set as a whole?) 

(5) The next step involved moving to the next participant’s case and repeating the process.  

It was important to treat the next case on its terms and, as far as possible, to try to ‘bracket’ 

the ideas emerging from the analysis from the first case whilst working on the second.   

(6)  The final stage entailed looking for connections across cases and led to a reconfiguring 

and relabelling of themes, with consideration as to how the final themes fitted with the 

broader overall story that was being told about the data and the research questions.   

(7) After stages 1-6 were completed for each point in time, a second analysis was conducted 

focusing on differences between time points, using Saldaña’s (2003) framing and descriptive 

questions.   

Saldaña’s (2003) framework for analysing change through time consists of four sets of 

questions.  However, Saldaña’s (2003) framework offers flexibility in that not all sets of 
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questions may be used.  This was important for this study as not all sets of questions had 

relevance.  The framing and descriptive questions were considered useful for looking at the 

themes and changes over time at the level of the entire study sample:  

Framing questions 

1.  What is different from one pond or pool of data through the next? 

2. When do changes occur through time? 

3. What contextual and intervening conditions appear to influence and affect participant 

changes through time? 

4. What are the dynamics of participant changes through time?  

5. What preliminary assertions (propositions, findings, results, conclusions, interpretations, 

and theories) about participant changes can be made as data analysis progresses?   

                                                                    (p 67)  

Descriptive questions  

1. What increases or emerges through time? 

2. What is cumulative through time? 

3. What kinds of surges or epiphanies occur through time? 

4. What decreases or ceases through time? 

5. What remains constant or consistent through time? 

6. What is idiosyncratic through time? 

7. What is missing through time?  

                                                                    (p 99) 

Since the purpose of the demographic information was to help put the qualitative research 

into context, descriptive statistics were used for analysing the demographic information 

collected at the start of the first interview (See section 5:4:2).  The yes/no/don’t know 
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responses (fixed response data) that constitute part of the first interview, and that were used 

to help the participant recall and focus on the different elements of the health check, were 

entered into Excel to support analysis.  This was then presented as a horizontal stacked bar 

chart, with descriptive statistical commentary (see section 6:3). It is the discussion that 

follows on from the yes/no/don’t know responses that have been thematically analysed.    

The thematic analysis was an iterative, ‘messy’ and reflective process that developed over a 

long period and that involved a constant moving back and forth between each stage of the 

analysis to check meaning and confirm interpretations.   To ensure that the themes were 

useful and accurate representations of the data, they were revised many times.  This led to 

some themes being discarded and new ones created, and themes being split or combined.  

After the completion of the thematic analysis, there were five overarching themes for 

interview one.  Since the main themes for interviews two and three were identical (apart 

from one) the findings were combined, with four overarching themes in total.  Some 

examples of the analytical process can be found in Appendix N. 

5:5 Promoting Quality  

When appraising the quality of this research the following guiding principles were used:  

contribution (the extent to which the study had contributed to wider knowledge, and 

understanding, or had some utility within the original context); credibility (the extent to 

which findings were believable and well-founded) and rigour (the transparency of the 

research process, the defensibility of design decisions, and the thoroughness of conduct) 

(Spencer, Ritchie, Lewis and Dillon, 2003).    

Spencer and Ritchie (2012) produced three tables offering some examples of what is meant 

by the meaning of each of these terms as they apply to qualitative research.  This table was 

referred to throughout the research process as a means of quality checking (Spencer and 
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Ritchie, 2012, pp. 233-239).   These three guiding principles and some examples of how they 

were addressed will now be discussed.   

5:5:1 Contribution 

Contribution is concerned with the value and relevance of the research evidence (Spencer 

and Ritchie, 2012).  This study contributes to the knowledge base around health checks by 

addressing an unexplored area: how the issues identified at health checks are followed up 

and addressed and how people with learning disabilities self-manage their health between 

checks and are supported in this.  Furthermore, while this study is yet to be examined/peer-

reviewed, it has been possible to develop routes to impact (see Appendix T).   

Contribution is also concerned with transferability, a term that is preferred to 

generalisability within qualitative research as it refers to the extent to which conceptual 

rather than empirical findings can extend beyond the context of the study (Green and 

Thorogood, 2018).  Transferability is covered in the concluding chapter of this thesis.   

5:5:2 Credibility  

Credibility refers to the extent to which the research evidence supports the findings, the 

plausibility of findings, and the forms of validation that have been attempted (Spencer and 

Ritchie, 2012).  In chapter six, analysis has been written up to make clear how inferences 

have been drawn from the data, and in doing so how the data has been used to assess those 

conclusions in light of plausible alternatives.  Verbatim quotations have been included to 

back up claims and include enough context for the reader to judge interpretation (thick 

description).  Comparison is also an important tool for improving credibility.  Comparing 

cases within the same data set and across data sets enabled the researcher to look for 

regularities in the data, as well as exceptions to these.  For example, while many participants 
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made changes to their lifestyle, how this occurred, when and in what ways was different for 

each person.     

It has been argued that people with learning disabilities have less power of redress than other 

participants (Stalker, 1998).  This was a key issue for this study.  Communication difficulties, 

as well as the longitudinal nature of the research design and the potential for the degrading 

of memory over time, meant that asking participants for validation after the analysis had 

been carried out may have proven too difficult.  However, Beail and Williams (2014) argue 

that participant validation ‘may be more effective if the results stay close to the participants’ 

words such as in thematic analysis as opposed to more interpretative approaches’ (p.92).  A 

semantic approach was therefore adopted so that identified themes stayed within the explicit 

or surface meanings of the data.  It is important to add, however, that due to the nature of the 

study’s longitudinal design, the researcher was able to check in with the participant at the 

beginning of each interview to check that their understanding of what had been said matched 

theirs.   

An analytical auditor, the researcher’s supervisor, was used as a credibility check, as 

recommended by Spencer and Ritchie (2012), to assess how thoroughly the analysis was 

carried out.  Discussion of how the analysis was conducted also took place at supervision 

meetings.  Public Health Wales and several learning disability charities also commented on 

the findings.    

5:5:3 Rigour  

Qualitative research also relies on a rigorous approach.  It relates to issues such as the 

transparency of the research process, the thoroughness of conduct and the defensibility of 

design decisions (Spencer and Ritchie, 2012).   For example, qualitative research with people 

with learning disabilities may entail difficult ethical challenges and evidence of a rigorous 
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approach is that ethical issues have been well considered and addressed. The methodology 

provides evidence that many ethical issues were considered, including a discussion of the 

way that information about the study was presented to participants; issues around consent 

(including the process for when the capacity to consent was absent); discussion of how 

anonymity and confidentiality were protected; evidence of sensitivity to research context 

and participants, and discussion of any negative impacts of participation and how these were 

dealt with.   

Rigour entails ensuring that the research process is reflexive and well-documented.  

Reflexivity is a key concept within qualitative research and considers the extent to which the 

researcher has impacted the shape of the study and its findings.  It can be separated into 

personal and epistemological reflexivity (Beail and Williams, 2014): personal reflexivity 

refers to the researcher's identity and how this may influence the findings and 

epistemological reflexivity relates to how the theoretical assumptions of the approach may 

have shaped the study and influenced the reporting of the findings (Chapter nine). 

All key documents are included in the appendices (for example, all information given to 

participants).  A fieldwork diary, along with two workbooks, were used to document the 

different stages of the research process.  The diary describes how and why key decisions 

were made, such as the decision to abandon the health diary (see section 5:4:7:4), as well as 

unexpected decisions that the researcher had to make whilst working in the field.   

The fieldwork diary was also used to comment and reflect upon field relationships, the stance 

adopted by the researcher, and the impact of the research on both the participant and the 

researcher.   

Some extracts from the field diary can be found in Appendix O.   
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5:6 Ethical considerations  

5:6:1 Ethical approval and permissions  

Ethical approval was granted from the Faculty of Life Sciences and Education at the 

University of South Wales on 21st May 2018 (Reference number: 18DC0201) (See 

Appendix P).  This approval granted permission for the researcher to be able to proceed to 

the Wales Research Ethics Committee 7. 

 

Since the study fell within the regulatory framework of the Mental Capacity Act 2005 

approval had to be sought from an appropriate body.  In Wales, the appropriate body must 

be a research ethics committee recognised by the Welsh Assembly Government 

(Department for Constitutional Affairs, 2007, 11.10, p.206).   The favourable ethical 

opinion was granted for the study (Reference number: 18/WA/0194 on 18th June 2018) 

from Wales REC 7, along with Research and Development approval for the four National 

Health Service (NHS) and health board areas which may have been required to act as 

Participant Identification Centres (Reference number: 18/WA/0194 on 19th June 2018) 

(See Appendix Q)  

 

Ethical issues as they relate to this research and how they were addressed will now be 

discussed.   

5:6:2 Gaining access  

This study entailed gaining access to participants via gatekeepers.  This meant that 

stakeholders made initial contact with people whom they thought might be interested in 

participating in the study.  If the person was interested and happy to be contacted by the 
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researcher, then their details were passed on to the researcher via a ‘permission to contact’ 

form.  By taking this approach confidentiality of participants was upheld and autonomy was 

promoted as the researcher did not approach participants directly, but only once they had 

consented to such access.   

5:6:3 Advisory group 

According to principle four of the UK Policy Framework for Health and Social Care 

Research (Health and Social Care, NHS Research Scotland, Health and Care Research 

Wales and NHS Health Research Authority, 2017) it is important that ‘patients, service 

users and the public are involved in the design, management, conduct and dissemination of 

research, unless otherwise justified’ (p. 11).  Ensuring that the information provided to 

participants is accessible to people with learning disabilities requires careful consideration 

and drafting.  All participant-relevant information was produced via photosymbols Easy 

Read software, so that information was easy to read and understand for people with a 

learning disability (Photosymbols Ltd, 2017).  The symbols were photos that aimed to be 

as similar as possible to the person or thing represented, with the main characters acted by 

models with learning disabilities.   

 

The researcher worked in collaboration with a self-advocacy organisation for people with 

learning disabilities to review the different research materials (for example, participant 

information booklet, consent forms, health diary, interview checklist sample and interview 

cue cards).   The researcher met with a group of people with learning disabilities at the 

organisation’s main building.  The session was held in a private meeting room.  All that 

were involved were naive to the research, with a literacy level that was similar to those 

expected in the research sample. The session began with a brief introduction to the 

research and materials.  The researcher then explained the task at hand and asked if anyone 
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had any questions.  A question sheet was given to the group to act as a possible guide for 

the discussion (See Appendix R).  The sheet included questions such as whether the 

information made sense or whether there were any difficult words.   The advisory group 

meeting also helped to ensure that the pictorial representations on the cue cards held the 

same or similar meanings for participants.  So that people did not feel uncomfortable or 

intimidated in any way, the researcher left the group alone to review the materials.  The 

researcher later returned for feedback and any necessary amendments were made.  It was 

important to obtain this feedback to ensure that materials were accessible and 

understandable.  This helped to promote autonomy by allowing participants the freedom to 

make their own choices about whether to take part in the study after having been given all 

the relevant, available information.  The researcher also sought feedback from a personal 

contact to gauge how someone with a more severe learning disability, who was verbal, 

might find the cue cards.   

5:6:4 Issues relating to consent  

  5:6:4:1 What is capacity?    

Capacity refers to the ability to understand, retain and use the information to make a 

decision, as well as to communicate that decision (National Mental Capacity Forum, 

Health and Care Research Wales and Welsh Government, 2017).  Historically, people with 

learning disabilities have been considered unable to make decisions for themselves.  

However, societal attitudes and legislation have since changed.  While people with 

capacity can consent to take part in research, the Mental Capacity Act (2005) is a law for 

England and Wales that aims to protect and empower people who may lack the capacity to 

make their own decisions.  Principles such as ‘presumption of capacity’ means that people 

with certain conditions such as a learning disability, brain injury or dementia, must not 
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automatically be assumed to lack mental capacity based on belonging to a particular group 

(Department for Constitutional Affairs, 2007, principle 1, pp. 20-21).  The act requires that 

individuals be supported to make their own decisions as far as practicable (Department for 

Constitutional Affairs, principle 2, pp. 22-24).   

Capacity is time and decision-specific.  Some people have the capacity for some decisions, 

but not for others and this can change; therefore, every decision must be considered 

separately at the time a decision is required.  Capacity can fluctuate and be impaired by 

many things such as various physical and mental health conditions, stressful life events, 

emotional distress, pain and substances such as alcohol, prescribed and non-prescribed 

drugs (Department for Constitutional Affairs, 2007, 3:14, p 36).  If a person’s capacity is 

likely to improve it is best to wait until it has done so, although this may not always be 

practicable within the timescale of a study, for example, waiting until someone finishes 

their treatment for depression.   

 

The person (whether or not they may have the capacity to consent) must be able to make 

the decision voluntarily and free from coercion as stated in principle 12 of the UK Policy 

Framework for Health and Social Care Research (Health and Social Care, NHS Research 

Scotland, Health and Care Research Wales and NHS Health Research Authority, 2017): 

‘where participants’ explicit consent is sought, it is voluntary and informed’ (p.12).  The 

Mental Capacity Act Code of Practice (2007) provides more detail as to what is meant by 

‘free from coercion’ concerning those who may lack capacity:   

 

Anyone supporting a person who may lack capacity should not use 

excessive persuasion or undue pressure.  This might include behaving 

in a manner which is overbearing or dominating, or seeking to influence 
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the person’s decision, and could push a person into making a decision 

they might not otherwise have made. However, it is important to 

provide appropriate advice and information.  

                                     (Department for Constitutional Affairs, 2:8, p. 23) 

 

Researchers, then, must ensure that individuals are supported to make their own decisions 

as far as is practicable, such as ensuring that they are given all information relevant for 

them to decide whether to participate in the research, that the information provided is in an 

accessible format, that they are free to ask questions at any point, and are given time before 

making their decision.   

 

 

5:6:4:2 Assessing capacity  

 

Consent for this research followed the Non-Clinical Trial of an Investigational Medicinal 

Product (CTIMP) guidelines for assessing capacity as set out in the Good Clinical Guidance 

Reference Guide (Health and Care Research Wales, Jan 2017) (see flowchart 2, p 175).  

However, while the flowchart includes procedures for what should happen in instances 

where capacity is absent and there is no time to seek a consultee, such a situation did not 

arise with this study.   
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Flowchart 2: Assessing capacity (Non-CTIMP) 
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All potential participants were presumed to have sufficient capacity to make a decision 

‘unless all practicable steps to help…to do so ha[d] been taken without success’ 

(Department for Constitutional Affairs, principle 2, 2.6. p.22).  Several questions were 

used by the researcher to ensure that everything ‘practical’ (the Act uses the term 

‘practicable’) had been done to help the person in making their decision.  For example, 

Does the person have all the relevant information they need to make the decision? Would 

the person have a better understanding of the information if it was explained or presented 

in another way? (Department for Constitutional Affairs, 4:3, p. 53).  These questions are 

covered in more detail in section 5:4:5.   

 

If all practical and appropriate measures had been taken to help the individual make their 

own decision, and questions remained regarding capacity to consent, then the person’s 

capacity to make the decision was assessed (Department for Constitutional Affairs, 2007, 

4.37, p. 53). 

 

The acronym CURB provided a useful tool for gauging capacity for consent: 

 

Communicate:  Can the person communicate their decision?  

Understand:  Can they understand the information given to them? 

Retain:  Can they retain the information given to them?  

Balance: Can they balance, weigh up or use the information? 

  

(RCGP, 2010, p.46) 
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While it was the responsibility of the researcher to assess whether the CURB criteria had 

been met, it was necessary to consult with others. 

 

There were several ways in which the above could be verified.  For example, one way of 

assessing whether an individual understood the information that had been given to them 

was to ask what they thought the study was about.   

 

5:6:4:3 What happened if the capacity to consent was     

            present? 

 

If the capacity to consent was present, then the individual could consent (or not) to take 

part in the research.  Consent was documented following guidelines set out in the UK 

Policy Framework for Health and Social Care Research (Health and Social Care, NHS 

Research Scotland, Health and Care Research Wales and NHS Health Research Authority, 

2017, 9.7., p. 19).  Before the commencement of the first interview, written consent was 

taken.  Two copies of the consent form were signed by the researcher and the participant.  

One copy was retained by the participant and the other was stored by the researcher.  The 

copy retained by the participant gave contact details of the supervisor who could be 

contacted in the case of any queries and/or concerns arising.  If the participant was able to 

give consent but unable to sign their name a witness could sign to confirm that the 

individual had freely given their consent.  Before signing the researcher checked again that 

participants were happy to proceed, that they understood the study’s aims and what was 

expected of them.  A high level of verbal/non-verbal engagement was a good indicator of 

consent to the study and could be demonstrated via eye contact, body language, relevant 

verbal communication and positive non-verbal responses such as nodding.    
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Informed consent was an ongoing process, with written consent also sought before 

interviews two and three (see Appendix E).  Again, one copy of the consent form was 

retained by the participant and the other was stored by the researcher.  However, this was 

not a replica of the more in-depth consent procedures that took place before the start of 

interview one.  The reason for this was that it was deemed important not to bombard 

participants with too much information and to only give them relevant information.  Going 

through the same consent form could easily have become a ‘tick box’ exercise, with the 

participant merely acquiescing to each statement.  Some participants might not have seen 

the point of going through the same consent form and may have become frustrated.   So, 

before interviews two and three the researcher asked the participant if they had any 

questions about the research or about what would take place during the interview.  The 

researcher also asked participants how they were feeling, and explained what would be 

different about this interview (they would be asked different questions), and reminded 

them that they did not have to answer a question, could request a break, etc.   The consent 

forms for interviews two and three were kept simple to keep the amount of work carried 

out by the participant to a minimum.  Oral consent was sought during the interviews where 

appropriate (for example, if the participant were to become tired the researcher would ask 

the person if they were happy to continue or whether they would prefer to stop).   

5:6:4:4 What happened if the capacity to consent was     

            absent? 

 

Boxall and Ralph (2009) note that while UK ethical research approval procedures required 

for people deemed to lack the capacity to consent are necessary to protect vulnerable 

participants from harm, an unintended consequence might be that they are also 

discouraging some researchers from working in the field.  However, all perspectives must 
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be included in learning disability research to establish a complete picture of the lives of 

people with learning disabilities.    

 

Research has the potential to benefit people who lack capacity by: 

 

(1)  improving the quality of healthcare, social care or other services that 

they have access to;  

(2) reducing the risk of the person being harmed, excluded or 

disadvantaged and  

(3) developing more effective ways of managing 

their condition 

 

                                            (Department for Constitutional Affairs, 2007, 11:14, p. 207) 

 

Such benefits may be direct or indirect.  For instance, a participant might benefit indirectly 

if, at a later date, policies or care packages affecting them have changed because of the 

research (Department for Constitutional Affairs, 2007, 11.15).   

 

It was important to include people with severe to profound learning disabilities in this 

study and the relevant sections of the Mental Capacity Act (2005) make provisions for this. 

 

According to the Mental Capacity Act Code of Practice (Department for Constitutional 

Affairs, 2007) where the capacity to consent is absent the ‘research must...meet one of two 

requirements: (1) the research must have some chance of benefiting the person who lacks 

capacity.  The benefit must be in proportion to any burden caused by taking part, or (2) the 
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aim of the research must be to provide knowledge about the cause of, or treatment or care 

of people with, the same impairing condition – or a similar condition’ (11:12, p. 207).  This 

study was believed to meet both requirements.   

 

Since this study included participants with severe to profound learning disabilities the 

researcher had a duty by law to ensure that they acted in accordance with the Mental 

Capacity Act (2005), which provides ‘the legal framework for acting and making decisions 

on behalf of individuals who lack the mental capacity to make particular decisions for 

themselves’ (Department for Constitutional Affairs, 2007, p.15).  This includes safeguards 

for the conduct of research involving those who lack capacity. 

 

If valid consent could not be obtained from a potential participant due to severe to profound 

impairment in understanding and/or communication their ‘presumed will’ informed any 

decisions made on their behalf, with the following steps taken: 

1. The researcher tried to identify a consultee who had a role in caring for the person 

who lacked capacity or was interested in that person's welfare but was not paid or 

acting in a professional capacity (a ‘personal consultee’) and who was willing to be 

consulted’ (Department of Health, 2005, p.7). This person was most likely to be a 

family member or a close friend. 

2. The researcher explained to the personal consultee that they were being asked for 

advice on whether the person who lacked capacity should take part in the project. 

For example, the personal consultee was asked to consider the costs to the 

individual participant versus the potential wider benefits of the research.  If it was 

deemed that participation would cause distress to the person with a learning 
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disability, then it was advised that the individual should not take part in the study-

the individual should always come first.   

 

To ensure that participants who lacked capacity were included and encouraged to take part 

in the research the personal consultee needed to be made aware of their role and 

responsibilities.  This varied depending upon the participants’ ability to communicate.  The 

researcher foresaw two possible scenarios, which were as follows:   

 

 

• The participant was non-verbal and/or had limited communication (In this scenario, 

the consultee would also be the participant). 

 

The consultee would be required to:  

 

• inform the researcher of the individual’s needs (for example, when the person needed a 

toilet break or was beginning to feel tired or anxious) 

• answer interview questions on the person’s behalf, whilst encouraging them to participate 

where, and if, possible, as illustrated by the diary extract below:   

 

Fieldwork diary extract, 9th March 2019: Gavin (pseudonym) could not give consent to 

participate in the study, so his mother, Paula (pseudonym), was the participant.  However, 

Gavin was present throughout the interview and did contribute a little….I had remembered 

from the last interview that Gavin was very much a visual learner, so I had given some 

thought as to what pictures I could take to facilitate his understanding and to help bring 
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him into the conversation.  I was pleased with the ‘healthy’ easy read symbol.  He enjoyed 

pointing at it and labelling the different parts of the image.   

 

• The participant was verbal but could not give consent 

 

The researcher had to consider whether to: 

 

• Interview the person alone or with the consultee present at the interview, but remain silent 

throughout or assist where appropriate.  Was the participant able to make a decision on this 

and state a preference?  If not, then the researcher was required to seek advice from the 

consultee as to the best approach to take.   

 

Reasons for a personal consultee being unavailable included: 

 

• a family member or friend was unwilling or unable to act as the consultee.  

 

• family or friends lived a long distance away and/or were not in frequent contact with the 

person who lacked capacity.    

 

• Regular carers of the person who lacked capacity were paid (for example, care home staff 

or nurses).  

 

According to the Department of Health, in this instance, the researcher will seek a ‘third 

party unconnected with the research who is willing to act as a nominated consultee’ (2005, 
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p.7).  This person should be someone who does not stand to profit from the research, nor is 

involved in its progress.  They should be unconnected to the researcher and/or the research 

team both personally and professionally, as well as not having any wider connections, such 

as direct links to funding for the study or with the REC that approved the project’ 

(Department of Health, 2005, p.11). 

For this study, a paid carer was able to act as a nominated consultee since the researcher was 

not being sponsored by any care homes, nor were any care home staff the focus of the 

research.   

The nominated consultee was required to perform the same duties as a personal consultee in 

advising the researcher about the person who lacks capacity’s participation (see Seek advice 

from personal consultee section). 

 

If the person who lacked capacity indicated in any way that they wanted to be withdrawn 

from the study (for example, they became distressed or upset) then they were to be 

withdrawn from the study without delay (Department for Constitutional Affairs, 2007, 

11.29, p. 211).  This was to happen even if a consultee agreed that the person could take 

part in the research (Department for Constitutional Affairs, 2007, 11.31, p. 211).   

 

If at, any time, the consultee advised that the person would wish to be withdrawn from the 

study then this advice was to be respected.  

 

No one can give consent on behalf of a person lacking capacity (except for a clinical trial 

of an investigational medicinal product).   For people who cannot give consent, ultimately 

the decision to decide whether the person should be entered into the study is the 
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researcher’s (National Mental Capacity Forum, Health and Care Research Wales and 

Welsh Government, 2017, p. 5).  Consultees were asked to sign a declaration form before 

each interview stating that they had been consulted about the project, understood its aims 

and what it entailed for the participant, and that in their opinion the person would have no 

objection to taking part in the study at that time.  For those consultees also acting as 

participants, they were also asked to sign a consent form before each interview stating that 

they would be willing to answer questions on behalf of the person with a learning disability 

The role of a participant was explained to the supporter beforehand.   

5:6:4:5 Withdrawal where the capacity to consent was    

present   

Participants were informed via the participant information sheet that they could withdraw at 

any time and without penalty following principle 12 (Health and Social Care, NHS Research 

Scotland, Health and Care Research Wales and NHS Health Research Authority, 2017, 

p.12). 

5:6:5 Potential Risks  

While it was difficult to determine all potential risks at the outset of this research it was 

important to try to assess all possible scenarios and develop protocols for risk management 

as an integral part of the study’s design.  Ensuring patients’ safety and well-being prevails 

over the interests of any research project (Health and Social Care, NHS Research Scotland, 

Health and Care Research Wales and NHS Health Research Authority, 2017, principle 1, 

p. 11.)  The identified key risks for this project included acquiescing to participation; the 

potential for the distress that might be experienced by the participant; disclosure of 
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safeguarding issues; risk of harm to self or others; working within limits of professional 

competence; lone working; researcher burnout and leaving the field.   

Several measures were put in place to help mitigate these risks.  For example, to reduce the 

risk of potential participants acquiescing to participation several measures were taken.  One 

of these was ensuring that all relevant information about the study was available in an 

accessible format; another was that all potential participants were given ample time to digest 

the information.  This adheres to the principle of choice, ensuring that all potential 

participants are ‘afforded respect and autonomy, taking account of their capacity to 

understand,’ so that ‘where participants’ explicit consent is sought, it is voluntary and 

informed.’ (Health and Social Care, NHS Research Scotland, Health and Care Research 

Wales and NHS Health Research Authority, 2017, principles 10, 11, 12, p.11).  See 

Appendix S for further information about identified risks and actions taken to try to mitigate 

these.   

5:6:6 Power of redress 

The power of redress refers to the ethical principle of checking back with participants in a 

process of participant validation (Nind, 2008).  It was felt that this stage might be too 

challenging to carry out after analysis due to memory degradation and the complexity of 

people’s communication difficulties.  However, the researcher checked back with 

participants in a process of participant validation after each interview to try to ensure that 

data was not included that participants felt misrepresented their experiences.   

 

 

 



 

186 
 

PUBLIC / CYHOEDDUS 

5:6:7 Paying research participants  

Since all participants should be afforded respect and autonomy, the researcher felt it was 

important that participants’ contribution to the study was recognised and therefore a voucher 

was provided at the end. Completion of all three interview stages was not a prerequisite for 

this voucher.  Participants could receive a voucher if they withdrew from the study after the 

first or second interview: it was the person’s contribution to the project that the researcher 

wished to acknowledge. Vouchers were also given to the consultee.  In two cases, where the 

consultee was the participant, both the participant and the person with the learning disability 

were given a voucher.   

5:6:8 Debriefing  

A short debriefing session took place after each interview session.  This was to ensure that 

participants had the opportunity to ask any questions, and to air any concerns about the 

interviews and/or the research.  It was an opportunity for the researcher to check in with the 

participant to ensure that they were okay and that no harm had come to them during the 

interview session and/or the research. 

5:6:9 Confidentiality  

Information obtained from and about participants during the research process was treated 

confidentially unless there was a duty to break confidentiality to protect individuals from 

harm (Health and Social Care, NHS Research Scotland, Health and Care Research Wales 

and NHS Health Research Authority, 2017, principle 14: respect for privacy, p.13).  This 

did happen on one occasion when a participant disclosed information that caused the 

researcher to be concerned for their health and welfare.  The researcher followed the 

protocol as set out in the Identified Risks and Planning for Risks section (Appendix S).  
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Participants were made aware before consent was sought to participate in the study that 

confidentiality would be assured except where there was any information disclosed that 

suggested that someone in the participant’s family, or themselves, was at risk of harm.  The 

researcher would then have a duty to report this information to the appropriate authorities.    

 

In terms of protecting anonymity, the names of individuals or organisations have not been 

used in any reports or presentations.  Pseudonyms have been used instead.   

 

 

5:6:10 Data protection and storage  

Data has been stored and protected under the General Data Protection Regulation (GDPR) 

and in line with principle 14 (respect for privacy) of the UK Policy Framework for Health 

and Social Care Research (Health and Social Care, NHS Research Scotland, Health and 

Care Research Wales and NHS Health Research Authority, 2017, p.13).  This means that 

any data collected for the research or any information gathered as part of the research 

process has been recorded, handled and stored appropriately.  All stages of the research 

process were documented transparently, with careful documenting and reporting of 

research decisions, field relationships, the stance adopted by the researcher, the potential 

impact of the research on participants, and the values and assumptions that guided the 

research.  This has helped to demonstrate the researcher’s commitment to ensuring that 

data is used appropriately and for the purpose for which it was intended, and that the 

confidentiality of individual research participants remained protected throughout the 

research process.   
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Personal data was destroyed as soon as it was no longer required.  Paper-based personal 

data was stored securely in a lockable cupboard in the researcher’s home-based office until 

it was digitised or discarded.   Paper personal data was confidentially shredded as soon as 

it was no longer needed.   Digital personal data (such as the personal details of participants 

that may be required to arrange interviews) was encrypted or password protected.  Any 

digital personal data was removed as soon as it was no longer needed (including audio 

recordings of interviews, which may contain personal information).   Transcribed digital 

data sets were pseudonymised and participants were informed that these would be stored 

for five years.  Data will not be reused for other research purposes beyond the reasons 

given to participants when consent was taken.   

 

5:6:11 Retention period and location of data  

 

To satisfy the requirements of the NHS for non CTIMPS, data will be retained for five 

years (NHS digital, 2017).  The data will be stored via an external repository, i.e. deposited 

in a data archiving service at the University of South Wales and then appropriately 

registered.   The researcher’s supervisor will be responsible for its storage and security. 

 

5:7 Summary   

This chapter has outlined and justified the research methodology for this study.  Due to the 

nature of the research, the researcher opted for a qualitative, longitudinal methodology, 

backed by a critical realist framework.  The chosen research method was in-depth, semi-

structured, one-to-one interviews carried out with twelve participants with learning 

disabilities and where relevant their supporters.  Participants with learning disabilities were 
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specifically targeted and recruited through purposive heterogeneous sampling.   

Participants were interviewed as soon as possible after the AHC, then six months later, and 

again at eleven months as participants were due another health check.  The findings were 

analysed using a cross-sectional recurrent thematic analysis and are presented in the next 

chapter.   The ethics that guided this research have also been discussed.   
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Chapter six: Thematic analysis findings for 

interview stage one 

6:1 Introduction  

This chapter describes the thematic analysis findings for interview stage one, with the 

ensuing chapter providing the thematic analysis of the follow-up interviews and 

subsequent analysis of between time points using Saldaña’s (2003) framing and descriptive 

framework.  The rationale for this framework has already been discussed in the data 

analysis process section of the methodology.  Critical realism was used to extend analyses 

in some areas by highlighting unseen causal influences and their effects on health; how 

health is affected by interactions between people and their contexts; the different facets of 

the learning-disabled experience and the different ways in which health and quality of life 

could be improved for this group.  To give the qualitative findings an added context the 

chapter opens with pen portraits of the participants with a learning disability and the 

supporters that were interviewed for this research.  This is followed by an overview of the 

checklist data which aimed to determine which aspects of healthcare were covered by the 

GP and/or practice nurse (as it appeared to the participants).   

 

6:2 Pen portraits of people with a learning disability and   

supporters interviewed for this research  

Pseudonyms were used instead of participants’ actual names.  The participants were:     
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1. Eddie (white male; age 45 years; mild/moderate learning disability)- Eddie lived in a rural 

area.  At the start of the research study, Eddie was living relatively independently, but by 

the end of the study was living in supported living accommodation.  During the first 

interview, Eddie was accompanied by Denise his advocate.  For interviews two and three, 

Eddie was happy to be interviewed without support.  Eddie was overdue for an AHC by 

one year and had to book one (with the support of his advocate, Denise) to participate in 

the study.   Denise accompanied Eddie to the health check consultation.   

 

2. Jenny (white female; age 34 years; mild/moderate learning disability; Down’s syndrome; 

hearing impaired).  Jenny lived with her family in an urban area.  Jenny reported having 

AHCs with her GP.  Jenny’s father accompanied her to her current health check 

consultation.  Jenny was interviewed without any support.   

 

 

3. Stephen (white male; age 30 years; mild/moderate learning disability; autistic)-Stephen 

lived in supported living accommodation and was overdue an AHC by one year.  Stephen 

lived in a rural area. Stephen had to book an AHC (with support) to participate in the 

study.  His support worker accompanied him to his health check, but not the actual 

consultation.   Stephen was interviewed without any support. 

 

4. Paula (mother of Gavin).  Gavin was a white male, aged 18 years with a severe/profound 

learning disability and Down’s syndrome.  At the start of the research, Gavin was living 

with his family in a rural area, but by the end of the study was living in a residential 

college setting. Gavin was present for two out of three interviews.  Before taking part in 

the study, Paula had never heard of an AHC.  Paula booked Gavin in for his first AHC so 
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that he could participate in the study.  Paula accompanied Gavin to the health check 

consultation. 

 

5. Sandy (white female; age 47 years; mild/moderate learning disability)-Sandy lived in an 

adapted flat in an urban area and was the sister of Mike.  Sandy was a carer for her brother, 

Mike.  Sandy had regular AHCs with her GP.   Sandy’s AHCs were carried out in 

conjunction with the practice nurse.   

 

6. Mike (white male; age 52 years; mild/moderate learning disability; hearing impaired)-

Mike lived in an adapted flat in an urban area and was the brother of Sandy.  Mike had 

previously lived with his mother.  After she died, he moved into the flat with his sister, 

who helped care for him.  Mike had regular AHCs with his GP.  His health checks were 

carried out in conjunction with the practice nurse.  His sister accompanied him to the 

health check consultation.  Mike was supported by his sister for two out of three of the 

interviews.   

 

7. Tiffany (white female; age 20 years; moderate/severe learning disability; Down’s 

syndrome)-Tiffany lived with her family in a rural area and was supported by her father, 

Mark, at the interview.  Before taking part in the study, neither Mark nor Tiffany had heard 

of an AHC.  Mark booked Tiffany in for her first AHC so that she could participate in the 

study.  Mark accompanied Tiffany to the AHC consultation. 

 

8. James (white male, age 55 years; mild/moderate learning disability)-James lived in 

supported living accommodation in an urban area of Wales.  James was supported by the 

supported living services manager, Heather, at the interview.  James went for regular 
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AHCs with his GP.  A support worker accompanied James to his health check (but not the 

actual consultation).   

 

9. John (white male; age 60 years; mild/moderate learning disability; autistic)-John lived at 

home with his elderly father in an urban area.  Before the start of the study, John had never 

heard of an AHC.  John booked an AHC with his GP to participate in the study.   John’s 

father accompanied him to his AHC (but not the actual consultation).  John was 

interviewed without any support.   

 

10. Angela (white female, age 64 years; mild/moderate learning disability; Cerebral palsy)-

Angela lived at home with her elderly mother in a post-industrial area.  Angela had regular 

AHCs, but not always with her GP.  It was a locum GP who carried out the AHC before 

Angela participated in the study.   Angela was not supported at her AHC.  Angela was 

interviewed without any support.   

 

 

11. Peter (Glyn’s support worker).  Peter had been Glyn’s main support worker for nine years.  

Glyn was a white male, aged 55 years with a severe/profound learning disability.  Glyn 

lived in supported living accommodation in an urban area.  Glyn was not present at any of 

the interviews, although the researcher did meet Glyn at his home during the initial 

meeting.  Glyn attended regular AHCs with his GP.  His health checks were carried out in 

conjunction with the practice nurse.  Peter accompanied him to the AHC consultation.   

 

12. Kelly (white female; age 23 years; mild/moderate learning disability; autistic).  Kelly lived 

with her family in a post-industrial area.  Kelly had regular AHCs with her GP and was 
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accompanied to the AHC consultation by her mother.   Kelly was interviewed without any 

support.   

 

6:3 Participants’ perspectives on aspects of healthcare   

covered at the health check  

The checklist was undertaken at interview one around 2-6 weeks after the AHC had taken 

place.  The checklist required either a ‘Yes/No/Don’t know’ response.  The checklist 

aimed to determine which aspects of healthcare were covered by the doctor and/or practice 

nurse at the AHC.  The different elements of the AHC (Kerr et al., 2016) helped to form 

the basis of the checklist.   

Owing to the data and sample size, descriptive statistics only were used to present the data 

(Figure 4 p 197).   

It is important to highlight that not every participant may have been asked about everything 

that is covered within the AHC.  Some checks were gender and/or age-dependent; some 

were syndrome specific; therefore, the numbers of participants may be lower in such cases.   

Eleven out of 12 (92%) participants reported having had their blood pressure checked.  

This was the same for participants’ weight (92%); however, according to participants, 

height was only checked for five out of twelve participants (42%).  To ascertain body mass 

index (BMI), which is a more useful measure than weight alone (NHS, 2020), both the 

participant's weight and height would need to be calculated.  

Nine out of twelve (75%) participants reported having had a respiratory check.  Nine out of 

twelve (75%) participants said that the AHC included a cardiovascular check.  This was 
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the same for abdominal checks (75%).  While the majority of participants reported having 

had these checks undertaken, these checks should be conducted in every AHC for an adult 

with a learning disability (RCGP, 2010; 2020).     

Seven participants out of twelve (58%) said that they had been asked about mental health.    

Only three out of twelve (25%) participants indicated that they were asked about 

relationships and/or contraception.   

Some tests or checks should be carried out dependent on gender (RCGP, 2010; 2020).  It 

appears that gynaecological checks, mammography, and cervical screening uptake were 

carried out in almost all cases for female participants.  However, only two out of the seven 

(28%) male participants reported being asked about their testicles.  No male participants 

said that a testicular examination had been carried out because of having an AHC.     

The three people with Down’s syndrome said that they were asked about yearly thyroid 

profiling.   

The question ‘Have you been to the dentist within the last year?’ is not covered within the 

AHC and was an additional question asked by the researcher to ascertain how many 

participants were having regular dental check-ups.  Although dental checks, eye tests and 

hearing tests are not expected to be conducted as part of the health check consultation, the 

RCGP (2010; 2020) states that patients should be asked about their hearing, eye and oral 

health.  This includes checking whether the person had a recent optician appointment or 

whether the person is registered with a dentist.  Only one (8%) participant said they were 

asked if they went to the dentist.  This is concerning in the context that four participants 

communicated to the researcher that they had not been to the dentist within the last year. 

Two out of twelve (17%) participants said that they were asked about hearing assessments, 
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while six out of twelve (50%) participants reported being asked if they had been for an 

annual eye examination. 

Six out of twelve participants (50%) said that their medication was reviewed as part of 

their AHC consultation (For full details see Figure 4, p197).   

No participant reported that a Health Action Plan had been shared with them. 
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Figure 4:  Aspects of healthcare covered at the AHC 
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In summary, the AHC has many elements, with the GP’s main role being to carry out a 

thorough body-systems review and examination, followed by a medication review.  The 

findings from this should then be used to produce a Health Action Plan, which should be 

co-produced and given to the patient (RCGP, 2020).  The findings of the checklist exercise 

suggest that there was inconsistency in the breadth to which the AHC was completed for 

participants.  The checks most likely to have been undertaken were gynecological checks, 

syndrome-specific checks, some baseline assessment, and health promotion elements (such 

as checking blood pressure, and asking whether the person smokes), cardiovascular and 

respiratory system checks, as well as checking the abdomen.  The areas least likely to have 

been checked were height (needed to ascertain BMI), sensory checks (vision and hearing); 

whether the participant was registered with a dentist, and whether the participant required 

relationships and/or contraception advice.  Participants reported that no Health Action 

Plans were shared with them.  This lends support to Williams’ (2017) findings that show a 

lack of Health Action Plans or agreements following health checks in Wales.  The finding 

that the AHC was not always being conducted in line with the protocol supports previous 

research findings (Chauhan et al., 2012; Down’s syndrome Association, 2011).   
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6:4 Thematic analysis findings for interview stage one  

Interview stage one took place 2-6 weeks after the AHC had taken place.  The first 

interview stage aimed to explore participants’ experience of the AHC, whether any health 

issues had been identified, as well as what actions were proposed.     

The thematic analysis findings for interview stage one will now be presented by theme.  

Preceding this are two tables: Table 3, p 200, shows the main themes across each time 

point (beginning with interview stage one), while Table 4, pp 201-203, shows the themes 

and sub-themes for interview stage one (with descriptors).    
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Table 3:  The main themes across each time point (Beginning with Interview Stage One)  

Time Point Themes (In order of presentation)  Descriptors  

Interview Stage 

One (no longer 

than 4-6 weeks 

after the health 

check)  

1. Going for a health check This theme is about participants’ experience of 

going for the AHC.   

2. Issues identified and actions taken This theme concerns any health issues 

identified at the AHC, as well as any actions 

taken.   

 

3. Supporting the self-management of 

health 

This theme is about the self-management of 

health; in particular, how participants self-

managed any health issues identified at the 

AHC, as well as what support participants 

received (or did not receive) with the self-

management of health. 

4. The personal context This theme captures the diversity of health 

experiences within the data sample. 

5. Addressing health inequities  This theme captures participants’ perceptions 

regarding the health inequities experienced by 

people with a learning disability.   
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Table 4: Table of themes for Interview Stage One  

 Name of Theme (In 

order of presentation) 

Descriptor Sub-themes 

1. Going for a health 

check 

This theme is about 

participants’ experience of 

going for a health check.   

• Standard of health check- participants’ experiences of 

how the health check consultation was carried out. 

 

• Reasonable adjustments and other considerations- 

participants’ experiences of whether reasonable 

adjustments or other considerations were made to 

accommodate their needs 

 

 

• Communication issues-the communication issues that 

were of particular importance to participants’ experience 

of the health check 

 

• Continuity of care-the continuity of care issues that 

impacted participants’ experience of the health check  

 

 

• Participants’ overall perspectives-participants’ overall 

perspectives in relation to their health check experience 
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2. Issues identified and 

actions taken 

This theme concerns any 

health issues that were 

identified at the AHC, as 

well as any actions taken.   

 

N/A 

3. Supporting the self-

management of health 

This theme is about the self-

management of health.  It 

concerns how participants 

self-managed any health 

issues identified at the 

AHC, as well as what 

support participants 

received (or did not receive) 

with the self-management 

of health. 

• Keeping healthy- participants’ experiences of self-

managing any health issues identified at the AHC.    

 

• The role of the family- participants’ perceptions regarding 

the role of the family in supporting the self-management 

of health issues that had been identified at the AHC 

 

• Unsupported management of health conditions- captures 

the experiences of participants where no advice or support 

appears to have been given at the AHC for the 

monitoring/management of health conditions.  

 

  

4. The personal context This theme captures the 

diversity of health 

experiences within the data 

sample. 

• Unique health experiences and challenges - The unique 

health experiences/challenges of participants living with 

illness and/or impairment in addition to the learning 

disability.   

 

• Sex-specific health issues- gender-specific experiences of 

health.   
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• Health and medical issues common in people with 

Down’s syndrome-the health and medical experiences 

specific to participants with Down’s syndrome 

 

5. Addressing health 

inequities 

This theme captures 

participants’ perceptions 

regarding the health 

inequities experienced by 

people with a learning 

disability.   

N/A 
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6:4:1 Theme One: Going for the health check 

 

6:4:1:1 Standard of health check 

 

How the consultation was carried out appeared to be an important factor for participants in 

how they perceived their experience of it at interview one.   

Some participants reported positive experiences with the AHC consultation.  Sandy had 

regular AHCs with her doctor, which was carried out in part by the practice nurse.  The 

majority of relevant checks seemed to have been undertaken at her AHC and Sandy 

indicated that her AHCs were usually thorough:   

They go through everything…They check everything p 19 (Sandy, Interview One) 

Jenny said that she went for AHCs every year and seemed happy with the standard of the 

consultation:  

There were a lot of like tick boxes involved in my health check p 5 (Jenny, Interview 

One) 

Even for those participants who relayed positive experiences, not all checks appeared to 

have been carried out:   

Good thing, yeah, but they, but they didn’t do it all p 48 (John, Interview One)  

A few participants expressed dissatisfaction with the AHC consultation.  In this excerpt, 

Tiffany’s father, who supported Tiffany at her first AHC remarks on the very few checks 

carried out by the doctor, calling it ‘pathetic’:   

He weighed her um so that was accurate, he measured her height, which to me wasn’t 

accurate because it went, ‘Oh yeah she’s about that height,’ well to me that was 
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pathetic, he listened to her chest…poked her stomach, um that was it.  p 38 (Mark, 

Interview One) 

Eddie was supported by his advocate, Denise, at the AHC.  Both seemed displeased when 

the GP declined to check Eddie’s chest.  This was despite both Eddie and Denise asking 

for the examination to be carried out and Denise pointing out to the GP that Eddie was a 

smoker:   

I tell you what because Eddie had asked, he asked specifically, if you don’t mind me 

saying this (looks at Eddie and Eddie indicates for her to go on) he asked to have his 

chest listened to [Eddie: Hmm] and she said, ‘No’, she wasn’t going to do it and I said, 

‘Well Eddie is a smoker’, I said ‘And he smokes quite a bit now’.  p 9 (Denise, 

advocate, Interview One)  

Around half of the participants reported having had their medication reviewed as part of 

the AHC.  On the whole, participants appeared to have little difficulty with remembering 

when to take their medication.   A few participants appreciated having their tablets 

packaged in blister packs with the day/time that their medication needs to be taken.  This 

seemed to help them to remember when to take their tablets: 

I have them in like a pack. [Sandy (Mike’s sister): a blister pack] to show each day I 

take them p 40 (Mike, Interview One)  

One participant, Eddie, who did not have his medication checked as part of his AHC was 

asthmatic and did not appear to have attended a separate asthma review.     

As well as the number and nature of checks carried out, participants also remarked on other 

aspects of the consultation.  Paula, the mother to Gavin, reported a request for health 

information not being met.  In another instance, Mark, Tiffany’s father commented on how 
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Tiffany was not given the opportunity to talk about health concerns, including the pain in 

her hips:   

You didn’t really like say about your hips or anything did you?  p 9 (Mark, Interview One)  

The RCGP (2010; 2020) recommends that the AHC should last around one hour to ensure 

that there is ample time to complete all checks.  A standard GP appointment, on the other 

hand, lasts around ten minutes.  This is in line with common practice throughout the NHS 

(National Association of Sessional GPs, n.d.) and, in most cases, health professionals will 

only have time to deal with one health problem during the consultation.  Some participants 

reported that the health check had felt more like a routine appointment than a health check, 

suggesting that the health check had felt rushed: 

Well, I mentioned the health check.  I don’t think well they take that much notice.  I just, 

I think that she thought it was just an ordinary appointment p 3 (Denise, advocate, 

Interview One) 

Stephen reported that his AHC was timed by his support worker who waited in the 

reception whilst he attended the health check.  According to Stephen, his support worker 

told him that the AHC lasted eight minutes: 

I know it lasted 8 minutes because the gentleman who came in with me um timed it and I 

was in for 8 minutes p 24 (Stephen, Interview One) 

Considering that the RCGP (2010; 2020) recommends that the AHC should last around 

one hour it is likely that very few checks would have been carried out in the eight minutes 

that it took to carry out Stephen’s health check consultation. Stephen’s overall account of 

his health check suggests that were many checks that were not carried out, which is to be 

expected if there was insufficient time to carry out the consultation.  For example, Stephen 

reported that he was not asked about height, and that the GP did not check his ears or ask 
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about mental health.  Stephen believed that the consultation lasted around eight minutes 

because the AHC had been regarded as a routine appointment:   

When we were on the phone to the receptionist to say can we book an appointment for, 

you know, can we book a health check they never, the receptionist never heard of a 

health check.  They classed it as an appointment, um, which we said, ‘No, an actual 

health check’ and they, and so they classed it as an appointment so I, we that’s why we 

think it might have, that’s why this health check lasted the eight minutes because of 

miscommunication p 27 (Stephen: Interview One) 

It, therefore, seems plausible that because the receptionist did not know what a health 

check was, it was regarded as a routine appointment, which would have left the GP with 

little time to conduct a full AHC. 

A few participants and/or their supporters felt that they had been given insufficient time at 

the health check:  

It just seemed very, in all fairness it was like ah just hurry up and let’s just get out of 

here p 35 (Mark, Interview One) 

… 

It was like [Eddie: Hmmm], get in and get out   p 20 (Denise, advocate, Interview One) 

Some participants reported feeling satisfied with the time they had been given at the health 

check:   

[It] did take a good amount of time, I think probably up to about an hour’ p 46 (Jenny, 

Interview One)  
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A few participants shared their perceptions of doctors’ experience, understanding and skill 

around patients with a learning disability.  Jenny reported that she felt that the doctors at 

her surgery understood her and her health needs:    

I think what’s really good as well is all the individual doctors are clued up on anything 

to do with me, they have a file…so they know kind of okay um Jenny got an AHC um we 

know all the different bits about me.  p 7 (Jenny, Interview One) 

This was in contrast to Mark who felt that the GP demonstrated a lack of appropriate 

knowledge and skills in supporting his family by asking him upon arrival at the AHC what 

would happen to his daughter if he were no longer there to support her: 

Um, I suppose in a stupid way quite intimidated…because it’s just the way that before 

anything medical was talked about it’s like…it was just like me cutting the apron strings 

and giving her more space and letting her do her own thing…and I was thinking like 

what the hell are you on about? pp 30-31 (Mark, Interview One) 

For a small number of participants, the AHC appeared to have been a missed opportunity 

to address any issues with weight and/or the need to adopt a healthier lifestyle to reduce the 

risk of developing future health problems. 

Stephen, for example, said that he had put on a little bit of weight since his last doctor’s 

appointment.  Stephen told the doctor that he would like to increase his fitness levels, but 

felt that no advice was given on how he could go about this:    

He did not ask me if I could improve or anything because he asked me if I was active, 

was I on a good diet, all that sort of stuff, um, but he did not ask whether or not if I 

could improve upon it or anything like that.  p 9 (Stephen: Interview One)  
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Kelly reported that the GP asked about lifestyle at her AHC.  However, she reported that 

she was not advised to make any changes to her lifestyle.  This was despite reporting at 

interview that her diet was poor and she did not exercise.    

At the end of the AHC consultation, the patient should be given a Health Action Plan.  A 

Health Action Plan identifies the patient’s health needs and what will be done about them.  

This includes what the patient needs to do, who will provide support and what kind of 

support will be provided, as well as when this will be reviewed (Baines, 2015).  This 

document is shared with and given to the individual.  There did not appear to have been 

any Health Action Plans shared with any of the participants and many of the participants 

had never heard of them.   

Here, John indicates that he was not given a copy of a Health Action Plan, nor that he 

knew what one was:  

Interviewer:  So, did the doctor give you a copy of Health Action Plan, John? 

John:  No, he did not  

Interviewer: Okay, do you know what one is by the way?  

John:  I don’t actually p 48    

(John: interview One)  

After being told what a Health Action Plan was and being shown a picture of what a 

Health Action Plan might look like John reconfirmed that he had not been given such a 

document: 

Interviewer:  It’s, it’s a bit like um like a little booklet and I’ve got one, a picture of one 

here [Shows picture] and it should say in it everything that was discussed between you 

and the doctor and then what you’re going to do um afterwards, what’s going to happen 
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next, so it should have said things like that they found high blood pressure, that you’re 

going to do this, that you’re going to change your diet… 

John:  Did not do that    

6:4:1:2 Reasonable adjustments and other considerations  

 

Whether reasonable adjustments were made to accommodate participants’ needs also 

seemed to affect participants’ experience of the check.  Doctors and/or nurses are legally 

required to make reasonable adjustments to remove any barriers-physical or otherwise- that 

could make it difficult for people with a learning disability to access their AHC and/or 

have their needs fully assessed (The Equality Act, 2010).  Furthermore, they need to be 

able to identify any reasonable adjustments which could help to improve the person’s 

access to healthcare in general.   Reasonable adjustments might include providing Easy 

Read appointment letters, making sure there is wheelchair access and giving someone a 

priority appointment if they find it difficult waiting in their GP surgery or hospital.   

Whilst some participants did report instances where they felt that their specific needs had 

been met, there were also examples where they felt that reasonable adjustments had not 

been made.    

For those participants for whom it was their first health check, there was some evidence 

from their accounts to suggest that they felt nervous about what to expect at their AHC.  

For many people with learning disabilities and/or autism not knowing what is going to 

happen can cause increased anxiety.  John, for example, reported that he felt nervous about 

not knowing what was going to happen:   

Nervous because I had not done it before.  I had not had one before… I felt nervous for 

coming first time p 50 (John, Interview One) 
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Paula reported that some information to help prepare her son for his health check would 

have been useful.  She commented that in the past not knowing what was going to happen 

would have distressed him: 

So, we just walked into a complete mystery, we had no clue what was going to happen, 

neither of us did and in the past that would have been a major problem. Gavin could 

never walk into an unknown entity because he would start, he would start being difficult 

…p 28 (Paula, Interview One)  

Some participants reported encountering reception staff who did not seem to know what an 

AHC was, meaning that reasonable adjustments were unlikely to be put in place.  Angela, 

on the other hand, reported encountering reception staff who did not seem to know about 

reasonable adjustments despite her going every year to the surgery for a health check.  

Angela had Cerebral palsy that affected her speech, meaning that she sometimes found it 

difficult to be heard and understood by others.  In the excerpt below, Angela describes how 

having to speak with staff in a noisy reception area meant that she could not be heard and 

understood:   

Angela:  They can’t understand me.  They can’t understand me… They try but they say 

my name and they can’t understand me  

Interviewer: But has anyone tried to talk to you in a quiet room or take you aside where 

it’s quiet?  

Angela:  No, no pp 6-7  

(Angela, Interview One) 

No participant felt that they had to wait long for their AHC.  However, some participants 

reported struggling with noisy and/or busy waiting areas:  
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And it was stressful…all the crowds there…there’s a lot of people p 8 (John, Interview 

One)  

Here, John suggests that one reasonable adjustment would have been to have his AHC 

when the surgery was not so busy:   

Go, go, go when it’s not crowded p 9 (John, Interview One)  

Peter believed that being allocated a separate waiting area at the surgery helped to 

minimise distress for Glyn while he waited for his appointment:   

He tends not to like to sit next to anyone.  He doesn’t mind staff but he won’t like to sit 

next to members of the public so he likes to find a seat, where, X surgery is great, 

sometimes there’s a, you’ve got the reception area and then you’ve got a small 

reception area by the door and no one sits there so if you do have problems, you can 

always sit by the [Inaudible], which is literally a quiet space almost, so it’s pretty good. 

pp 6-7.  (Peter, support worker to Glyn, Interview One)  

Inadequate equipment appeared to be an issue for a small number of participants. 

Here, Peter explains how the weighing scales were not suitable for Glyn so he did not get 

weighed: 

Glyn refused…he doesn’t tend to like standing on anything, even the weighing 

scales…The scales weren’t adequate pp 13-14 (Peter, support worker to Glyn, 

Interview One)  

At Tiffany’s AHC, Mark described how the measuring gauge did not reach as far as 

Tiffany’s head:   

He actually measured you didn’t he? Do you remember you stood up against the wall 

and he measured you and that was the biggest joke going.  It was literally um she stood 
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on the thing and he pulled the measurement down and it was probably about three or 

four inches off her head and he went, ‘Oh it doesn’t measure that low’ p 13 (Mark, 

Interview One)  

In some other instances, it may have been that with time and support participants would 

have co-operated with the check.  For example, Glyn was uncomfortable with having his 

abdomen checked in a supine position:    

Yeah, they do try and they do try feeling his tummy…but again it’s a try, Glyn wouldn’t 

lie on the, the bench…so she tried it when he’s sat there and he’s hunched over… p 23 

(Peter, support worker to Glyn, Interview One)  

Some people with learning disabilities may require support and practice to provide a urine 

sample.  James’ embarrassment at being asked to provide a urine sample suggests that it 

may have been better to have pre-planned this and request that a sample be brought to the 

appointment:   

She did ask me and that’s why I said no, because I wouldn’t do it, they do this um bottle 

or something, you’ve got er…I wouldn’t do it…  I said quite embarrassing to me and I 

wouldn’t want to… That’s the only thing I wouldn’t do, but they can do anything else 

whatever, but that is, is not the way I’d rather do it p 10 (James, Interview One) 

For some participants, reasonable adjustments were made around blood tests and/or 

vaccinations, whilst for others, these were lacking.     

Mike, who has a fear of needles, appreciated having his doctor carry out his blood tests.  

This helped to ease his anxiety:     

I don’t like them…Needle pain…get off me… p 41 (Mike, Interview one) 

… 
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Sandy (Mike’s sister):  Because I know when we were up in X the nurse could not do his 

and the doctor had to do it 

Interviewer:  Okay, so you prefer the doctor to do yours [M:  Yeah] and then are you 

okay then Mike?   

Mike: Yeah p 42   

(Sandy, Mike’s sister, and Mike, Interview One) 

Glyn was referred to the community nursing team to have a blood test.  Peter described 

how the community nurse turned up unannounced, leaving the staff with little time to 

prepare Glyn.  The blood test then had to be abandoned.  Here Peter explains the 

reasonable adjustments that could have been put in place to enable Glyn to have his blood 

test:   

Have two members of staff there…keep Glyn quite calm, maybe have some, we tend to 

use some marshmallows or some sort of sweets as well as a bit of distraction for Glyn p 

20 (Peter, support worker to Glyn, Interview One) 

The AHC is an opportunity to put reasonable adjustments in place to help people with 

learning disabilities have their flu vaccination (Public Health England, 2018).  Reasonable 

adjustments might include considering the nasal flu vaccine or ensuring that people are 

given extra time and/or have the necessary support.  James could not attend a vaccination 

clinic because he did not have support available on a Saturday to provide him with 

transport:  

She said why don’t you make another appointment, so we went down to the, you know 

the lady who opened the er door, the er glass door…and next they said they haven’t got 

any er, any more in X, X on the X, and then that’s when I said I’m not going down there 

on a Saturday… Yeah and you see it’s too far from me p 26 (James, Interview One) 
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GPs can capitalise on attendance at the AHC and offer the vaccination within the same 

appointment, which may also benefit the person with the learning disability as it means 

that they do not have the inconvenience of having to come back to the surgery.  This 

appears to have been the case for Gavin at his health check:     

She asked Gavin, ‘Do you want me to give it to you now?’ and he did not really know 

what it was for anyway, but I said to her, ‘let’s do it,’, so she got it and she did it while I 

was there…so we had it done, which I thought was brilliant p 44 (Paula, Interview One)   

A good quality health check should check to see whether people can access screening 

services (RCGP, 2010; 2020).  For two female participants, there was a lack of reasonable 

adjustments concerning cancer screening.  In the excerpt below, Angela, who has a 

learning disability and Cerebral palsy, explains that whilst she received a bowel cancer 

screening test kit in the post, she was unable to use it: 

 Yes, I have had one but I can’t do it…because my hands are not very good…I can’t 

take it out of the toilet p 28 (Angela, Interview One)  

Tiffany was given no information and/or support regarding cervical screening:    

No, nothing at all…It was just like, ‘Has she had one?’ blah blah blah, um she’d need 

to have one because she’s that sort of age, um and I said, ‘Oh, right okay.’  I said, ‘I’ll 

have, I’ll have to have a look into it and see’, and that was it.  pp 27-28 (Mark, 

Interview One) 
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The health check also provides an opportunity to check whether people can access other 

primary health care services (RCGP, 2010; 2020).  For example, one component of the 

AHC is to check whether the person with a learning disability is registered with a dentist.  

However, the AHC does not include a dental examination.  Several participants appeared 

to need additional help to access routine dental care.  Their accounts seemed to suggest that 

this was mainly due to anxiety about visiting the dentist due to sensory issues, past 

negative experiences and needle phobia.   

Kelly who has autism, as well as a learning disability, avoided going to the dentist due to 

sensory issues:  

It’s like a phobia.  I don’t like it…yeah, the feeling and the sounds. pp 16- 17 (Kelly, 

Interview One) 

It was not clear exactly why James was avoiding dental visits; however, he did refer to past 

dental treatment which may have been a factor in his reluctance to access dental services:    

I’m avoiding it…No, I had a letter of them…now the thing is right I’ve, I’ve had, well, 

she had the right to take my teeth out.  I know why because I ate something and um I 

cracked the back of my tooth pp 22-23 (James, Interview One)  

6:4:1:3 Communication Issues  

 

Some communication-related issues had particular salience for participants and were 

perceived to impact their experience of the check.   

Some participants were accompanied to their AHC by a supporter-a family member, 

support worker or advocate.  In some instances, the supporter would wait in reception 

whilst the person attended their AHC; in other cases, the supporter also attended the AHC 

consultation.   
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Supporters were perceived by participants as playing a key role in facilitating 

communication at the health check.  One participant reported that they might forget what 

to say at their AHC and so were reliant on their supporter to remember things:  

Having my Dad there is really good because he can sometimes, he can be there as a 

prompter to me in case I forgot to mention anything p 2 (Jenny, Interview One) 

Another participant believed that their supporter was helpful with asking questions: 

My Dad asks questions which I don’t understand’ p 6 (John, Interview One) 

Some participants felt that having support helped to alleviate anxiety, which can harm 

communication:   

Um, well I guess, um, you know I, you know I, felt comfortable, still anxious because, 

er, who doesn’t feel a little anxious when they go to the, um, their doctor? But, um, 

having somebody there with me, um, just to see if I’m okay really did help p 3 (Stephen, 

Interview One) 

For some participants the people providing the support was perceived to be an important 

factor:  

Yeah, last year it was booked and it took three appointments to get Glyn into the 

surgery, um er he refused with staff, he wouldn’t go in, so last year I went with him and 

he went in, so we tried to plan it and I went with him again this year um and so yeah, so 

he went p 6 (Peter, support worker to Glyn, Interview One) 

… 

Yeah, mammy comes everywhere when it comes to doctors and that p 2 (Kelly, 

Interview One) 
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Although not directly related to communication, people with learning disabilities should 

have as much choice and control as possible over the activities in which they participate 

and be empowered to express their preferences (NHS England, 2015).  However, it appears 

that one participant was given little choice about having someone accompany him to the 

health check, despite having previously attended the consultation on his own.  The 

participant expressed unhappiness about this and perceived the surgery’s policy as acting 

as a disabling barrier:   

They changing the rules and they said you got to have a staff with you, sometimes I used 

to do on my own, now they start changing it, I’ve got to have a staff… Well, I mean, I 

don’t feel happy about it. p 6 (James, Interview One) 

Using clear communication at the health check was perceived as being important for many 

participants.  In general, participants felt that doctors gave clear, straightforward 

explanations: 

They always explain everything, every time we go up there p 29 (Sandy, Interview One) 

This included explanations about the equipment used in the physical examination:  

He just kind of like er he said, ‘Do you know this machine?’  I said, ‘Blood’, you know, 

so he kind of like said, um he did say this was a blood pressure monitor, he just you 

know asked me if I knew how it worked really… p 20 (Stephen, Interview One) 

Less attention was paid to determining how the person liked to communicate, as well as 

their level of receptive understanding, with some participants feeling that doctors could 

have used alternative forms of communication, such as Easy Read information or drawings 

to aid understanding and alleviate anxiety: 
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[Points to Easy Read material] Like, you’ve got there…help me to relax p 42 (John, 

Interview One)  

John reported being unable to read and was involved in training healthcare professionals to 

support people with learning disabilities when accessing healthcare services.  John 

appeared to recognise that people with learning disabilities who could not read may require 

more accessible versions of information.   

Family members also remarked on the lack of non-verbal and non-reading-based means of 

communication at the health check consultation:  

He’s a visual learner…they could have, for example, I wouldn’t suggest on a piece of 

paper, but they could have an iPad with some slides on it, which actually shows 

photographs of what they were going to do pp 27-28 (Paula, Interview One) 

Participants wished to be informed about their health, as well as what they needed to do to 

keep healthy.  Not being given enough information was frustrating for some participants: 

They need to tell me a bit more… Need to tell me what’s going on p 43 (Angela, 

Interview One)  

Concerning tests following health checks, participants wanted to receive the results, 

irrespective of whether follow-up action was required.   

The nature of the interaction between the doctor and/or nurse appeared to be another 

important communication issue for participants.  Some participants reported that the doctor 

and/or nurse had an excellent manner towards them:    

The doctor’s nice. p 3 (Sandy, Interview One) 

… 
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She treated Gavin with utmost, utmost respect p 20 (Paula, Interview One) 

Others voiced criticisms: 

 

It just seemed a very sort of bland sort of, let’s get this over with sort of, it did not seem 

like a very, any sort of compassion or anything there, you know like other doctors are 

I’ve known down there have always got that sort of well bedside manner or whatever, 

but he just I don’t know, should have retired like a good few years ago   pp 32-33 

(Mark, Interview one) 

… 

Interviewer:  So, can I ask were you able to ask any questions? 

Eddie:  I was er scared to ask      p 20  

(Eddie, Interview One) 

In line with a critical realism approach, some thought was given to the potential deeper 

processes at play during these interactions.  Such processes may not have been manifest or 

readily observable, but may have been affecting the GP-patient relationship, such as 

implicit bias.  It was important for participants to be treated with respect, taken seriously 

and dealt with politely as adults.  Participants wanted an empathic GP, who listened to 

them, offered explanations and answered their questions and involved them in decisions 

concerning their healthcare.  While working within a highly pressurised service, with a 

flexible workforce and restrictions on time and resources, can impact negatively on the 

GP-patient relationship, participants differentiated between those GPs who seemed to have 

an awareness and understanding of the needs of people with a learning disability and those 

who did not.  Those who were perceived as not were often reported as making assumptions 

about the person with the learning disability and of being patronising and disrespectful.  
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For instance, while some participants wanted to consult with their doctor on their own this 

did not mean that they felt able to speak for themselves.  Angela reported that the doctor 

who carried out her health check assumed that she wouldn’t be able to answer questions 

for herself, so answered for her.  Angela perceived this to mean that the doctor did not see 

her as a ‘person’: 

No. They don’t let me answer the questions on the form, they do it, they see my 

disability before me. p 9 (Angela, Interview One)  

This was in contrast to the nurse who Angela believed took the time to listen and ask 

questions: 

The nurse is better than the doctor… asked me every time pp 10-11.  (Angela, Interview 

One) 

When the researcher checked with Angela if she felt that she had been treated as an equal 

due to the positive way in which the nurse engaged and involved her in the consultation, 

she agreed:    

Interviewer: Okay so tell me if I’ve got this wrong, so when you were with the 

nurse…she treated you…  

Angela:  Equal…Yeah, she was asking me all these questions  

Interviewer: But when you were with the doctor it did not feel like that? 

Angela:  No     p 10    

(Angela, Interview One)  

The issue of power in medical consultations is a dominant theme in the generic research 

literature (Bleakley, Bligh and Browne, 2011; Duesenbery, 2018), with perceived equality 
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in the relationship being difficult to achieve.  It can be even more difficult to achieve with 

a wider, disempowered population where negative assumptions and stereotypes about 

people with learning disabilities sometimes prevail.   

Other participants felt that being supported by a family member, a support worker or 

advocate enhanced communication provided that the doctor’s attention was directed at 

them rather than at the supporter and that the participant remained in control of whether 

and when the supporter spoke on their behalf:  

She’s [the GP] really good with me, how she interacts with me.  It’s not kind of to my 

Dad about me, she’s very much good at kind of um interacting with me as well p 5 

(Jenny, Interview One) 

Kelly, on the other hand, said that she preferred the doctor to engage more with her mother 

because she believed her mother could explain things better.  The extent to which 

communication is directed at the person with a learning disability during medical 

consultations, including the AHC, requires doctors to use their judgement and supporters to 

be disciplined in their role as individual preferences may vary.  Since there is no single 

way for GPs to approach communication with people with learning disabilities the doctor 

will need to take some time to establish the best way to communicate with their patient and 

any supporters, such as a family member or paid carer (Lindsay, 2011).  Lindsay (2011) 

suggests initially assuming competence and adjusting if necessary: ‘You seem a bit 

uncertain about answering my questions.  Would you like your carer to help you with the 

answers?’ or intervening if the supporter immediately assumes that communication will 

occur through them: ‘I would like to talk with Alice to start with.’   The excerpt below 

suggests that Paula perceived the doctor at Gavin’s health check to have judged the focus 
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for communication correctly.  Paula seems to have come to this view based on 

comparisons with previous health encounters with other doctors:  

So sometimes the medical professional completely ignores Gavin and starts talking to 

me as if he’s not in the room and that’s happened quite often um even though I’ve 

actually sat him right in front of them to make the point but in this situation that was not 

the case, she was really lovely, they had a nice little chat and she’s actually a really 

lovely person, she’s very warm friendly person, Gavin was asking her where does she 

live and they chatted away really nicely p 20 (Paula, Interview One) 

6:4:1:4 Continuity of Care  

Many participants reported that they wanted to see a doctor who was familiar to them and 

with whom they felt they had a positive relationship in the past.  Sandy, Mike and John 

said that they regularly saw the same doctor and valued the positive relationship that they 

had with them.  They saw their regular GP for their AHC and expressed positive feelings 

about this:  

He’s brilliant, he’s brilliant. We’ve got a good doctor we have p 5 (Sandy, Interview 

One) 

… 

He’s lovely, he’s nice, he’s well-mannered p 8 (Mike, Interview One) 

Sandy valued her relationship with her doctor because she felt she could talk to him and 

that he helped address her concerns:   

Because he, if you’ve got any problems…he’ll help you…or if you’ve something wrong 

you can talk to him p37 (Sandy, Interview One)  
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John reported that having a consistent, positive relationship with his doctor meant that he 

felt more comfortable asking questions:  

 It was good because I recognised him and he recognised me and I could ask questions 

p 9 (John, Interview One) 

John also felt that his doctor listened to him: 

    I was listened to, yes, because I know the doctor very well p 40 (John, Interview One)  

In the excerpt below, Jenny describes how it can help a doctor to know a person’s medical 

history if they have a consistent relationship with their patient: 

She’s done my AHC once before as well, which is helpful I think.  I think, I think it’s the 

consistency, if you see the same person they know I think more about kind of my overall 

health and I think that’s quite important pp 7-8 (Jenny, Interview One) 

Eddie was surprised to see an unfamiliar doctor at his AHC.  Here Eddie states that he 

would have preferred to have seen his doctor:  

No, I like seeing er my doctor, a lady doctor and I can’t remember her name. p 5  

(Eddie, Interview One) 

Angela did not seem happy with seeing a locum doctor for her AHC:  

Mm.  We’ve got regular ones, but they got, they put me in with a locum and I don’t 

know them and they don’t know me p 8 (Angela, Interview One) 

Peter expressed concern about Glyn seeing a different doctor every year:   

It would be nice to see the same doctor as last year um or even I think we’ve seen the 

doctor in between there as well for something, um we seem to see different doctors 
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every year which never seems to be a good thing pp 34-35 (Peter, support worker to 

Glyn, Interview One) 

6:4:1:5 Participants’ overall perspectives  

Participants shared many thoughts and feelings about their health check experience.  Some 

participants seemed satisfied with their AHC.  Mike, for example, described his AHC as 

‘fantastic’, saying that his GP had ‘an understanding about a person with a learning 

disability and how to respect them’ (p 7). Overall, Jenny was happy with her AHC.  

However, Jenny took issue with what she perceived to be the mechanical nature of the 

consultation, saying that it felt like a tick box exercise.  She felt that the ‘yes/no’ question 

format of the AHC prevented her from talking openly about her health:   

In a way, it would have been a bit smoother if it was just talking about my health 

instead of just that tick box exercise going on p 5 (Jenny, Interview One) 

A few participants expressed feelings of dissatisfaction about certain aspects of the AHC.  

After having been interviewed and getting a sense of what he believed should constitute a 

good quality health check, John reported that he was unhappy that not all checks were 

carried out:  

Never really finished my parts really did he…Feel a bit upset about that…because 

that’s important ain’t it I thought pp 50-51 (John, Interview One) 

Paula expressed dissatisfaction that not all checks had been undertaken and that no support 

had been given to help prepare her son for his AHC consultation.  However, she reported 

that she was happy for her son to have another AHC with the same doctor because she 

valued the doctor’s manner of interaction with him:   



 

226 
 

PUBLIC / CYHOEDDUS 

She’s a nice lady isn’t she? I think Gavin would be totally cool about going into a 

consultation room with Dr X again… I felt we build a really good relationship the three 

of us, you know in the consulting room, but having just gone through your list now I feel 

that we weren’t prepared for the meeting, we did not know what to expect, we did not 

get the tests…but honestly I think if you’re going for a health check, you’re in the room, 

it’s taken a lot of hassle to get there, so really I think you should go the whole hog, do it 

all, examine everything, look from his toes to his head  pp 57-58 (Paula, Interview One)  

Paula seemed willing to compromise the standard of the health check consultation for a 

good interpersonal relationship between the GP and her son.  This may have been because 

in previous health encounters with health professionals Paula described encountering 

negative attitudes towards her and Gavin: 

A couple of the other doctors are really, have got, you know, the most incredibly old-

fashioned attitudes towards Down’s syndrome in particular, sort of telling me, you 

know, giving me sympathy and telling me how sorry they feel for me, all of which is 

totally inappropriate, and um you know limiting I think their own expectations and yep 

the young doctor she was, she did not have any of that in her at all, she was totally cool, 

which was great.  p 17 (Paula, Interview One)  

A potential unseen influence on the effectiveness of health consultations is the person’s 

previous health encounters and their role within them and the effects of these interactions 

on their self-concept and engagement with health services (Chapman et al., 2018).  For the 

participants of this study past health encounters appeared important to how people engaged 

with health services in the present.  It may be that Paula’s perception of the attitudes of 

other health professionals towards her and her son in the past was having a consequent 

effect on how she engaged with health services in the present, including at the AHC.    
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Some participants expressed dissatisfaction with their AHC.  For the most part, they felt 

rushed, not listened to, uninvolved and in some cases disrespected.  These participants felt 

that the GP did not know how to meet the needs of people with a learning disability.   

Here, both Tiffany and her father, Mark, convey their dissatisfaction with the AHC: 

Rubbish   pp 42-43 (Tiffany, Interview One) 

…. 

Really appalling. It was sort of like, you know, what a better way to waste three 

quarters of an hour, we could have been at X sooner [Laughs].  Um to be honest 

[Serious tone] it was crap, it was, it was the most time-wasting, pathetic time we’d 

spent in a long time p 43 (Mark, Interview One) 

Here, Denise the advocate who supported Eddie at his AHC describes the point at which 

she realised that the consultation was not going to meet her expectations of care:  

Then I realised then that we…we weren’t going to get very far with this doctor, you 

know alarms bells rung, realising does this doctor know exactly…what was, what it 

entailed p 7 (Denise, advocate, Interview One) 

Eddie had very few checks carried out at his AHC and in the excerpt below he expresses 

his feelings of dissatisfaction with it:  

Er, can I swear? F’ing crap pp 28-9 (Eddie, Interview One) 

Both Eddie and the advocate felt that they should respond to the poor care that Eddie had 

received during his AHC.  Eddie wanted to change surgeries:  

No, no, but I think I’m changing surgeries if I, if I don’t see a doctor I like.  I’m going.... 

p 22  (Eddie, Interview One)  
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Eddie’s advocate, Denise, on the other hand, made a formal complaint to the surgery on 

Eddie’s behalf.   Denise received a response from the practice manager and her initial 

perception was that the surgery seemed to want to resolve these concerns:   

She was very receptive and I forwarded her the links to some useful sites and resources 

on the AHCs by email p 31 (Denise, advocate, Interview One) 

The AHC is provided as a DES meaning that it is a discretionary service that attracts a 

tariff payment (NHS England, 2019).  Usually, when a practice is not signed up to the 

DES, the person is signposted to another surgery so that they can access an AHC (NHS 

England, 2018).  For some participants for whom this was their first AHC, dissatisfaction 

with the health check led to the suspicion that surgeries may not have been signed up to 

deliver the DES.   

Tiffany’s father queried whether the surgery was an incentivised practice, but did not have 

this confirmed by the practice itself:   

I thought this is ringing alarm bells because it’s like one minute they don’t, they don’t 

know what the hell I’m on about, but then all of a sudden it’s oh yes we do them here 

and when we actually went for it I thought well this is just proof of the pudding, they 

really did not do them there and it was a complete and utter waste of time.  pp 43-44  

(Mark, Interview One) 

Denise, Eddie’s advocate, suspected that the surgery was not signed up to the DES and this 

was confirmed by the surgery after she made a complaint about the poor quality of Eddie’s 

health check.  Eddie was not signposted to another surgery for an AHC.  However, the 

practice stated that they were considering signing up for the service:    

She told me that she would look into this with the possibility of introducing this scheme 

p 31 (Denise, advocate, Interview One)  
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While participants could see that many aspects of the AHC needed improvement, there 

were also perceived benefits.  For example, some participants saw them as a means of 

checking that everything is okay with your health: 

I like them.  I like knowing if things are good and if things are not.  p 33 (Kelly, 

Interview One) 

Paula explained to Gavin that you do not have to be ill to have an AHC and that it is a 

good idea to have an AHC consultation to check that everything is okay: 

And I said, ‘I know but we’re just going to check that everything’s okay because it’s 

good to check and make sure that you don’t get ill.’ p 17 (Paula, Interview One) 

Others viewed them as an opportunity to talk to the doctor about any health concerns: 

It’s good to get it off your chest and be honest about things and…to be able to speak 

your mind ain’t it   pp 50-5 (Mike, Interview One)  

Tiffany’s father, Mark, did not perceive the AHC as having many benefits, although he did 

think that the cleft lip and palate appointment was useful:   

It was just, as I say the only good thing I got from it was the fact that she should have 

had an appointment with the cleft lip er clinic p 43 (Mark, Interview One) 

Both Glyn and Gavin had severe to profound learning disability.  Peter, Glyn’s support 

worker, thought that Glyn probably perceived the AHC as an interruption to his daily 

routine:  

For Glyn…I just think he just finds it a nuisance.  He just, he doesn’t want to go there, 

he doesn’t want people messing around with him, you know he just sits there and just, 

he’s saying goodbye to the doctor as soon as he gets in, ‘Goodbye’, ‘Goodbye’ 
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‘Goodbye’, he just wants to get out of there, he hates being messed with p35 (Peter, 

support worker to Glyn, Interview One) 

Overall, Peter thought that the AHC had improved as a primary care intervention, although 

he believed that continuity of care and a reluctance to carry out home visits remained an 

issue:   

It’s got better…um we seem to see different doctors every year which never seems to be 

a good thing um when Glyn lived in X the doctor would come out to the house, we’d 

have a doctor at the house and X are reluctant to send doctors out so much um but it’s 

great that Glyn is going to the doctor, he’s doing another activity pp 34-35 (Peter, 

support worker to Glyn, Interview one).   

6:4:1:6 Theme Summary   

How the health check was carried out appeared to be an important factor in shaping 

participants’ experiences of the AHC, as well as whether reasonable adjustments had been 

made, such as support with the more invasive procedures such as blood tests or cancer 

screening.  Experiences of the health check may also have been influenced by past 

interactions with health professionals.  From what was reported, participants appeared less 

likely to feel satisfied with their AHC if checks had not been carried out, the consultation 

felt rushed and/or where there was a perceived lack of GP knowledge, skills and 

understanding of the needs of people with a learning disability.  Certain issues around 

communication had particular salience for participants, with some participants feeling that 

information could be made more accessible at the AHC to aid understanding and help 

alleviate anxiety.  Participants also reported preferring to see a GP who was familiar to 

them and with whom they had a positive relationship.   
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6:4:2 Theme Two: Issues identified and actions taken 

 

This theme is about the issues identified at the AHC and the actions taken.   Some 

participants reported that issues were identified at the AHC.  These included the detection 

of new diseases such as gout and hypertension, as well as other more commonly identified 

conditions including eczema and a build-up of ear wax.  Actions taken after the AHC to 

address these issues included being prescribed medication, being advised to make lifestyle 

changes, being referred for blood tests, vaccinations or to the practice nurse for the 

monitoring of long-term health conditions.  A few participants were referred for further 

tests/investigations within secondary care.  While participants varied in their perceptions of 

actions taken at the AHC, it is important to note that at interview one in many cases 

participants did not feel that enough time had passed for them to be able to make a 

judgement on the effectiveness of these.    

John reported that he was found to have hypertension.  In addition to follow-up 

appointments to monitor his blood pressure, John said that he was advised to try and 

reduce his blood pressure by eating healthily, trying to relax more and taking regular 

exercise:  

Did see a nurse, yeah…got to see her again in the future, if it go, it was high, go see her 

again some time p 22 (John, Interview One)  

… 

Interviewer:  So what did the doctor say needs to happen now? 

John:  Go on a diet…more relax more…said do more exercise pp 17-19  (John, 

Interview One)  
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Mike described how his doctor recommended that he make some dietary changes (‘eat 

more veg’, p 17, interview one) to help manage previously existing health conditions.   

Both Mike and John were also given some written dietary information.  Both Mike and 

John seemed unsure as to how they would make these changes.  Both seemed to think that 

making these changes would be difficult.  For example, Mike thought that having to eat 

healthily would mean that he would have to restrict what he ate:   

I like to change my food…I don’t like to eat the same food all the time p 21 (Mike, 

Interview one) 

Ideally, routine blood tests should be carried out before the AHC check (RCGP (2010; 

2020).  Just over half of the participants were referred for a blood test as part of their AHC; 

however, only a few participants had them before the health check.  Blood tests may be 

tailored to the individual, but may include a Full Blood Count, Renal Function and Liver 

Function tests (RCGP, 2010, 2020).  Other tests may depend on any underlying 

predisposition to certain health conditions, such as the Thyroid Function Test in those with 

Down’s syndrome or people with pre-existing chronic health conditions, such as testing for 

anti-epileptic drug levels.  The GP may also request specific tests be carried out after the 

AHC if it is suspected that a person may have a health condition, for example, HbA1c in 

those people who are at risk of developing diabetes.  Sandy reported that she was 

diagnosed with gout after the GP referred her for a blood test at the AHC and the results 

confirmed she had the condition.  Sandy said that she was told at a follow-up appointment 

that she need only see the doctor again if her condition got worse:  

I got gout…Because I was having like er things in my hands and swollen fingers and all 

that…He just told me to keep an eye on it and if it goes worse I just got to go back and 

see him pp 30- 31 (Sandy, Interview One)  
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According to Sandy, she was advised to make some changes to her diet to help manage 

gout.  Like Mike and John, Sandy was given some written dietary information: 

They give me um paperwork with all the food on it.  p 13 (Sandy, Mike’s sister, 

Interview One)  

Sandy seemed happy with the information she had been provided with. 

Sandy explained how her brother, Mike, had been referred for further blood tests to see if 

he had Vitamin B 12 deficiency: 

He’s got to have more bloods done because his B12 is low, so he’s got to go back and 

see him haven’t you because um he’s not eating enough food, um, if that’s down again 

he’ll be like me, have to have injections every three months…because that’s what I’ve 

got to have p 10 (Sandy, Mike’s sister, Interview One)  

Peter described how Glyn was referred to the community nurse for a blood test as part of 

his routine antipsychotic medication monitoring:  

The only thing was bloods.  They wanted bloods taken… Because of his medication 

yeah.  Because every year they tend to want bloods taken p 19 (Peter, support worker to 

Glyn, Interview One) 

The community nurse was unable to take Glyn’s blood due to a lack of consultation and 

communication with Peter and other members of Glyn’s support team about how best to 

prepare and support Glyn with the procedure.  This resulted in Glyn being referred back to 

the doctor. 

Eddie communicated that he was prescribed some ear drops to help soften the ear wax in 

his ears.  Eddie reported that he did not like using the ear drops:   

Eddie: I don’t like using drops because it’s... 



 

234 
 

PUBLIC / CYHOEDDUS 

Denise:  The feeling of it is it?  

Eddie: Yeah pp 21-22  

(Eddie and Denise, advocate, Interview One)  

According to Eddie, the doctor informed him that he was to come back if the ear drops 

were not helping so a hearing assessment could be arranged:  

We asked if you could have a hearing test and she said no it was these drops in your 

ears first and to soften the wax and if you’ve got problems after that about a week or 

two come back p 15 (Denise, advocate, Interview One) 

Paula described how Gavin was prescribed some medicinal shampoo and shower gel at his 

AHC to help treat eczema on his back.  Paula appeared happy with this:    

Yes, she did…When she was listening to the, his chest at the back she noticed that he’s 

got some eczema on his back…and she actually gave us some um shampoos and shower 

gels and things like that, which was…which was really good, yeah was really helpful, 

she was, she was very proactive around the skin yeah… p 37 (Paula, Interview One) 

At Kelly’s AHC, Kelly relayed how the doctor recommended that she drink more fluids to 

help with dehydration:  

He did ask how much I drink and I’m going to be honest I did have to start drinking a 

bit more fluid p 18 (Kelly, Interview One) 

A small number of participants communicated that the AHC resulted in them being 

referred for further tests and/or investigations within secondary care.   
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Angela reported that it was suspected that she might have a urinary infection at her AHC.  

Angela remarked that her urine was tested three more times before she was referred to the 

hospital for further investigations.    

Interviewer: Okay, so Angela when the doctor and nurse did their checks [A: Mm] did 

they find any problems at all? 

Angela:  Yeah, with my water p 34 

(Angela, Interview One)  

… 

I got to do it three times and then on the third time I was asked to go back to see a 

different doctor… They found blood in my urine…I went down the hospital and they had 

a look through the camera pp 35-36 (Angela, Interview One)  

Angela said that her results came back clear and she was told via consultation that she was 

to go back to see the doctor if she experienced any further problems with her urine:   

 It was alright…I still have them now and again…but if I have them I got to go straight 

to the doctor pp 36-37 (Angela, Interview One) 

According to Mark at Tiffany’s AHC, the doctor flagged up that Tiffany was long overdue 

for an appointment with the cleft lip and palate clinic.  Mark relayed how he booked an 

appointment for Tiffany to be seen:   

 The only thing that was ever mentioned about a letter was whether Tiffany had received 

a letter from the hair lip cleft palate clinic in X um because he’d seen on the screen that 

they would contact her from when she was eighteen or over and she’s like obviously 

coming up to twenty-one, so I got, you know, I sorted that since you know I phoned up 

and just got an appointment and everything   p 28 (Mark, Interview One)  
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6:4:2:1 Theme Summary 

 

Some participants reported that health issues were identified at the AHC.  Issues identified 

included health conditions such as gout and hypertension, as well as more commonly 

identified health conditions like eczema.  Actions that were taken included being referred 

for blood tests or vaccinations or further tests/investigations within secondary healthcare; 

being prescribed medication or being advised to make lifestyle changes.  Participants 

varied in their initial perceptions of the actions taken to address the health issues identified.  

While some seemed satisfied with the actions that had been taken, others seemed less so.  

For example, participants seemed less satisfied if there were issues with getting the 

planned action carried out or if they were encountering difficulties with taking the 

medication prescribed.   
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6:4:3 Theme Three:  Supporting the self-management  

of health  

 

This theme is concerned with how participants self-managed any health issues identified at 

the AHC within the first few weeks following the health check consultation, as well as 

what support participants received (or did not receive) with the self-management of health.   

6:4:3:1 Keeping healthy 

 

Within the first few weeks following the health check consultation, participants varied in 

how well they were able to self-manage any health issues that had been identified at the 

AHC.   

Some participants relayed wanting to improve their fitness levels and/or make positive 

changes to their diet as a preventative measure to help improve their physical and mental 

well-being.  A few participants were able to do this without being given appropriate advice 

and/or support by the GP.   

Stephen, for example, remarked that he had put on a little bit of weight since his last 

doctor’s appointment. At his AHC, he told the doctor that he would like to become more 

active.  It seems that no advice was given to Stephen about how to go about achieving this.  

After the AHC, Stephen reported that he was going for walks to try to lose weight: 

I go for walks almost every night when there’s decent weather p 9 (Stephen, Interview 

One)  

Jenny saw the importance of leading a healthy lifestyle and tried to eat healthily and 

engage in regular exercise:  



 

238 
 

PUBLIC / CYHOEDDUS 

I like to kind of um exercise a lot, I like to kind of do a lot of dancing, try and do regular 

swimming on my days off and things so I’m constantly making sure that I am living that 

healthy lifestyle and I think with like eating right, so trying eating healthily. p 1   

(Jenny, Interview One) 

Jenny also had a Down’s syndrome Health Book, which she took with her to her AHC and 

other medical appointments.  For Jenny the book served as a useful means of facilitating 

communication between herself and other health professionals and as a means of 

monitoring her health: 

And I had my health book with me when I went to my health check and I think from that 

she kind of got the gist that I think of um the kind of things like they have with my heart, 

like the underactive thyroid,‘Oh sorry I did not realise.’  p 6 (Jenny, Interview One) 

… 

Yes, so every time I go and have the thyroid checked um the results come back through, 

you keep them in the book, so then we can see kind of if there have been any dips, or if 

there’s been any changes, so yeah, the same with anything’ p 39 (Jenny, Interview One) 

Both Jenny and Stephen seemed capable of generally self-managing their health.   The 

ability to self-manage one’s health did not appear to have been acknowledged at the AHC, 

although Jenny reported that it was acknowledged by her cardiac doctors at her specialist 

heart appointments, which reassured her that she was doing a good job: 

The doctor, they always say afterwards, ‘Well done Jenny it seems that you’re living a 

very healthy life’, so then that’s always good for me because it makes me think well I 

am doing something right there. p 1 (Jenny, Interview One) 
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Other participants reported wanting to improve their fitness levels and/or eat more 

healthily, but struggled to make these changes without the appropriate advice and/or 

support. 

James indicated that he understood that it was important to eat healthy foods and believed 

that to stay healthy he needed to exercise, eat a good diet and engage in activities that he 

enjoys and that help to improve his mood:  

Yeah, well it’s food ain’t it…and doing things like going for a walk and doing exercise 

right …and then some hobbies like we mentioned about horse riding p 35  (James, 

Interview One) 

At his AHC, James said that he told the doctor that he had been struggling to eat a healthy 

diet:   

Well, I did tell her…I did tell her there’s been like, like chocolate or sweets or pizza, 

it’s like, I can eat, because when me and X go out, my mate we have, we had um like a 

Chicken Mc Sandwich right, chicken burger double and chips and a can right, but um 

that’s only on a Saturday, but there are times I would eat crisps or something I 

shouldn’t be eating p 14  (James, Interview One)   

It did not appear as if James received any support from the doctor to make these changes. 

At the AHC, no support and/or advice was given by the GP as to how Kelly might achieve 

a better lifestyle.  At the first interview, Kelly said she had plans to try and lose weight 

alongside another family member.  Kelly seemed unsure as to how she would do this:   

I don’t know.  I don’t know how we’re going to do it.  p 11 (Kelly, Interview One)  

The critical realist approach makes room for an often-neglected aspect of disability: 

personal attitudes and motivation (Frauenberger, 2017; Shakespeare 2014).  For Eddie, 
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previous health encounters with health professionals appeared to have consequent effects 

on thoughts and attitudes towards personal health.  As the example below illustrates 

sometimes acting as a barrier to lifestyle change: 

(Sighs) doctors know nothing.  They drink.  Remember, remember that time we went to 

the doctors and we went to get a prescription from the chemist and we were walking 

back to the car park and there was this doctor there having a cigarette…bloody 

hypocrite p 28 (Eddie, Interview One)  

At their AHCs, some participants reported they had been asked to make healthier lifestyle 

changes to help control disease.  Both Mike and John relayed that they were asked by the 

doctor to make changes to their diet to help manage their specific health conditions.  Mike 

appeared to be struggling to make the changes to his diet to help control his diabetes and 

cholesterol.  Here, Mike describes how he was finding the new diet a bit restrictive:      

Um…I like to change my food every day.   p 21  (Mike, interview one) 

Sandy, Mike’s sister believed that the food environment wasn’t conducive to helping Mike 

lose weight: 

 I find when I’m not there and he’s there on his own my fridges are all full, my freezers 

are all full, my cupboards are all full and I know he’ll go and open a stew steak or 

mince onion and he knows he can’t have them…meatballs, because it’s all red meat and 

red meat on his er cholesterol I think is like you’re only supposed to have it like once a 

year. p 25 (Sandy, Mike’s sister, Interview One)  

John perceived that it would be difficult to make the changes to help lower his blood 

pressure:   
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Eat, eat less…eat less eat less like burgers and things…like chips that’s the trouble. p 

45 

… 

Interviewer:  Alright, okay, and how do you think, how do you think you’re going to get 

on with this exercise thing? 

John:  With difficulty I reckon p 45 

(John, Interview One)  

It was not clear why John believed that this would be difficult.  

Both Mike and John said that they had been given diet tools by the doctor to help them eat 

more healthily.  Both commented on the inaccessibility of these:  

Interviewer:  Mike, how useful is the card?  How are you finding the card? 

Mike:  I do find it a bit hard p 18 

(Mike, Interview One) 

… 

Interviewer:  Okay, and can you read that okay? 

John:  I can’t.  p 18  

(John, Interview One)  

Sandy reported that she had several health conditions, including hypertension, arthritis 

vitamin B 12 deficiency and gout (which was identified as a result of her AHC).  Since 

being diagnosed with gout, Sandy said that she now had to manage two separate diets for 

two different health conditions, meaning that foods that were permitted with one diet were 
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not permitted with the other.  For example, good sources of Vit B12 included meat, fish, 

dairy products and eggs.  However, Sandy had to be careful that she did not eat too much 

chicken (high in Vit B12) because of the gout that she had acquired: 

It’s alright I just got to, like I can eat plenty of pasta and, which I do anyway, um, rice, 

but I always get trouble with rice stick, stay, going under my gaps in my teeth so I try 

not to eat rice, mostly stick to pasta, beans, stuff with vitamins mostly in, um, because 

I’m a B12 as well, so I’m supposed to eat plenty of meat and they say chicken is the 

best, now because I’ve got gout I can’t really eat chicken. p 13 (Sandy, Interview One) 

 

6:4:3:2 The role of the family  

 

This sub-theme is about the role of the family in supporting participants who had issues 

identified at the AHC and had targeted actions to meet those needs.    

At his AHC, Mike was asked to make changes to his diet to help manage his diabetes and 

cholesterol.  Here, Sandy relays how she helped plan and prepare her brother’s meals to 

help keep his health conditions in check:   

I try and do the meals, well like I done him stews, um which is good for him, because I 

put more veg than potatoes in there, um like I buys him little things that he’s not 

supposed to have, but then he don’t stop there, he goes overboard.  p 22 (Sandy, Mike’s 

sister, Interview One) 

Supporting people with a learning disability to manage their health appeared to be a cause 

of anxiety for some family members.  At his AHC, there were concerns that Mike might 

have a Vitamin B 12 deficiency.  At the first interview, Mike was awaiting test results to 

determine if he had the condition.  Sandy, Mike’s sister, said she was worried about how 
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Mike would cope if this were the case and Mike had to have an even more restricted diet.  

She also expressed concern about her brother needing Vit B 12 injections as he had a fear 

of needles:   

There’s a lot of stuff because he’s got so much wrong with him um and, and if he goes 

on to the injection B12 he’s going to find it a lot, lot harder cause you’re not supposed 

to have dairy products…He can’t, he could not even do the prick his finger and that’s a 

needle, imagine if he’s got have an injection every three months pp 21-23 (Sandy, 

Mike’s sister, Interview One)  

Mike explained how he was supported by his sister, who also has a learning disability, with 

managing other aspects of his health.  He described how his sister, Sandy, supported him at 

medical appointments, as well as with monitoring his weight.   

John described being given a dietary information booklet by the GP at his AHC to help 

make the necessary changes to his diet to lower his blood pressure.  John explained how he 

needed his father’s help with the booklet as he was unable to read the information 

contained within it: 

John:  A booklet about it 

Interviewer:  Okay, and can you read that okay? 

John:  I can’t.  My father helps me with that p18 

(John, Interview One) 

 

6:4:3:3 Unsupported management of health conditions  

This sub-theme is about participants with health conditions where no advice and/or support 

had been offered at the AHC as to how these were to be monitored and/or managed.  
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Eddie reported that the doctor did not ask him about his asthma at the AHC.  His asthma 

did not appear to have been well monitored or managed as according to Eddie he had never 

seen an asthma nurse and had never had his asthma medication reviewed:   

Interviewer:  Okay, have you ever seen anyone, like an asthma nurse? 

Eddie:  No      p 25 

(Eddie, Interview One) 

… 

Denise: When was it, when was it reviewed last, your medication? 

Eddie:  Never have p 27 

(Eddie and Denise (advocate), Interview One) 

Eddie had asthma inhalers but acknowledged that he did not always use them properly:   

I’m supposed to take the brown one to prevent it but I keep forgetting    

p 25 (Eddie, Interview One)  

 

6:4:3:4 Theme summary: 

Participants varied in their ability to self-manage their health and in how well they were 

able to understand and/or follow the advice given to them by the GP at their AHC.  Many 

participants relied upon family members for support.  In some cases, no advice was given 

at the AHC.  This was especially the case for lifestyle and health promotion.     

 

 



 

245 
 

PUBLIC / CYHOEDDUS 

6:4:4 Theme Four:  The personal context  

People with learning disabilities do not constitute a homogenous group and therefore their 

health and health needs are diverse, depending on factors such as sex, age, ethnicity, the 

severity of learning disability, their socio-economic circumstances, whether the person has 

an associated condition or the level and/or kind of support that the person is receiving.  

While the AHC tends to focus on particular medical needs, participants’ views of their 

health were more complex than this.  This included issues such as support with significant 

life events and with meeting communication needs. 

6:4:4:1 Unique health experiences and challenges   

 

Many participants appeared to be living with illness and/or impairment in addition to the 

learning disability.  Sometimes participants’ health appeared to have been impacted by 

significant life events (for example, bereavement) and ongoing stressful circumstances (for 

example, bullying and harassment).  Participants also varied in the way that illness and/or 

impairment affected them and their lives.  For example, Sandy was one of two participants 

who had multi-morbidity, which included gout, vitamin B 12 deficiency, hypertension, 

arthritis and a painful spinal condition, which affected her mobility.  The combination of 

having to manage so many health conditions meant that Sandy had limited ability to cope 

with work and daily activities.  Here, Sandy describes the impact that living with a painful 

spinal condition had on dining and some of the adaptations that she had to make:   

I sit down at my perching stool and eat my food and even then my legs go dead, I got a 

job to get back up.’ p 15 (Sandy, Interview One) 
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While impairment seemed to be a major limiting factor in Sandy’s life, being bullied for 

having a learning disability was what seemed to be restricting Mike, affecting his health 

both physically and mentally.  In the excerpt below, Sandy, Mike’s sister describes some 

of the physical symptoms of stress that Mike had been experiencing due to the bullying:  

I heard him this morning spewing…he’d lost a lot of weight, so I explained to the doctor 

when we went in to see the doctor and he said by the looks of it he’s, he is losing weight 

too quickly pp 2-3 (Sandy, Mike’s sister, Interview One) 

Mike commented that he would have welcomed some support from his doctor to help with 

the ongoing anxiety:   

I think they should, they should put me on something to calm down p 35 (Mike, 

Interview One)  

Key to many people’s experiences of health and/or impairment was the extent to which 

society removed barriers and enabled people to participate regardless of their differences.  

Two participants, Mike and Jenny, were living with hearing impairment in addition to their 

learning disability.  Mike said that he relied heavily on his sister to act as an interpreter for 

him.  Mike reported that he would have liked to learn how to sign, but so far had come 

across barriers when trying to access support to achieve his goal: 

Because I like to learn how to pick up sign language…I’m feeling they don’t, don’t want 

to know like pp 47-49 (Mike, Interview One) 

In another instance not being able to communicate difficulties with the bowel cancer 

screening process could potentially have led to a missed or late bowel cancer diagnosis for 

another participant. 
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Several participants were living with ongoing mental health issues, such as anxiety and 

sleeplessness.  For instance, James experienced anxiety and poor sleep and took 

medication for both.  James reported that he could not remember whether he was asked 

about his mental health at his AHC.  However, it can be assumed that some discussion took 

place as James said that his medication for his anxiety and sleeplessness was reviewed.  

This was confirmed by the manager of the supported living home where James resided.  

James reported that he often had bad dreams; in particular, dreams around separation and 

loss.  At the time of the interview, James did not feel that there was very much that could 

be done to help his poor mental health:    

My emotionally is been lately in the night and when I’ve been really bad…I’ve started 

crying more often now…I can’t do very much pp 36-37 (James, Interview One)  

John reported that he was asked about his mental health at the AHC and had recently 

experienced a bereavement when he went for his consultation.  John attributed his poor 

sleep and raised blood pressure to the death of his mother:  

It means my blood’s pressure’s up, worried about things because my mum died…can’t 

sleep half the time pp 1-3 (John, Interview One) 

Here, John describes how he worried about his elderly father and how his mother’s death 

had been hard on them both:  

I…worry about my father all the time, all the pressure on both of us at the moment…It’s 

a worry for both of us p 2 (John, Interview One) 

John remarked that he would have liked to have spoken to the doctor about the death of his 

mother at his AHC, but felt pressured for time:  



 

248 
 

PUBLIC / CYHOEDDUS 

Interviewer:  And did you have any worries John or anything that you wanted to talk to 

the doctor about?  

John:  I did about, about the, about my mum and all that…because I had no time 

because there was a lot of people there…might get a bit upset p 11 (John, Interview 

One)  

John’s words ‘because I had no time because there was a lot of people there’ and ‘might 

get a bit upset’ suggests that while John would have welcomed the opportunity to talk to 

the GP about the loss of his mother, he was worried about whether he would be given the 

time and space to talk about his bereavement and how it was affecting him, as well as what 

might happen were he to become emotional.  This suggests that people with learning 

disabilities may have different reasons for not bringing up concerns at the AHC and that it 

is important for doctors to be aware of this.   

Paula’s son, Gavin, had recently suffered a brain injury that shaped her current experiences 

in supporting Gavin.  Paula described the significant impact that the event had on her life.  

For example, she reported that she received very little support and had to give up work to 

care for her son who needed 24/7 supervision: 

It totally disrupted everything in my life, I could not work, I could not do anything, I had 

to keep him by my side for two months, twenty-four hours a day…I did not have any 

help at all…the more demands were made of me rather than less…I’ve never been 

offered any support or counselling or anything afterwards either, so it’s been a huge, 

big, big deal   pp 6-8 (Paula, Interview One)  

Paula said that whilst Gavin appeared to have made a full recovery both the family 

continued to feel traumatised by the event:  
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So, myself and my younger child…are both still really traumatised by that p 6 (Paula, 

Interview One) 

Caring for a person with a learning disability can be mentally and physically exhausting 

(Challenging Behaviour Foundation, 2021).  If a carer gets to a point where they feel 

desperate and are in crisis, they may no longer be able to look after the person they support 

(Challenging Behaviour Foundation, 2021).  It may, therefore, be worth noting the family 

circumstances at the person’s AHC and if further assistance and/or support could be 

provided if the family carer is struggling in their role.  Furthermore, some people with 

learning disabilities may have elderly parents (as was the case with John and Angela) or 

very little formal support.  In such cases, the person with the learning disability may have 

difficulties attending their health check appointment or other consultations due to 

carer/support issues   It may be worth noting whether this is the case and what further 

assistance could be provided at future appointments.   

 

6:4:4:2 Sex-specific health issues  

 

Participants also reported sex-specific experiences of health.   

The health concerns of women with a learning disability are rarely discussed in feminist or 

disability rights literature, yet research has documented the existence of gender bias within 

the medical system.  This is especially at play concerning women’s reproductive and 

sexual functions, where there has been a tendency to treat women’s illness as perfectly 

normal.  (Dusenbery, 2018).   The intersectionality of being a woman and having a 

learning disability means that such problems may be experienced differently and more 
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negatively and may not always be recognized appropriately by carers (Rogers, Lipscombe 

and Santer, 2006).   

Three of the women interviewed reported suffering from painful and/or heavy periods.  All 

three had been asked about periods at the AHC. 

Jenny said that she suffered from painful periods. However, she had found ways to manage 

them:     

I think sometimes I get them really bad, like cramps in my back and my stomach when 

I’m on my period and I think usually with me as soon as I start um my posture kind of 

feels really awkward because like, like try to stretch out but no that hurts um other kind 

of posture positions are like nope p 32 (Jenny, Interview One) 

… 

Um, occasionally if I really need to I’ll take a paracetamol just to settle my stomach.  p 

32 (Jenny, Interview One) 

Kelly reported that she also experienced heavy, painful periods, which had a big effect on 

her everyday life.  Kelly said that she had taken medication for her periods, but with little 

effect:    

I can just be out sometimes and randomly just go into the toilet for a normal pee and 

there’s just, I’ve come through I have, I’ve got to go and get pads and they’ve got to be 

thick pads as well not just normal thin pads, they’ve got to be really thick ones p 25  

(Kelly, Interview One) 

Kelly shared how she had been told by her doctor that her periods were ‘normal.’  Kelly 

described how her periods were anything but normal:   

They said that it’s normal.  It’s not.  p 24  
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(Kelly, Interview One) 

Sandy also revealed problems with her periods and having to seek medical advice:   

Yeah, been back and I’ve been to see the nurse about them a couple of times…It’s just, 

told me to keep an eye and see how it goes, that’s what they told me to, so, so see how it 

goes now for the, because I know stress can do it a lot as well…so, and the doctor 

knows I am under stress anyway, so p 27 (Sandy, Interview One) 

Jenny reported wanting some advice from the doctor about contraception as she and her 

partner wanted to begin a sexual relationship. At her AHC, the doctor did not ask Jenny 

about relationships and/or contraception, and Jenny said she felt too uncomfortable to raise 

the issue herself; hence, the issue remained unresolved.  Here, Jenny discusses what to do 

next:     

I think as well with that I think it may be wise I think for me to maybe say to my parents 

would it be okay if maybe instead, I don’t know, instead of just making an appointment 

and going and talking maybe before anything just go and have a chat to the doctor and 

say I’ve now, me and my boyfriend have now moved on in our relationship…  p 34-35 

(Jenny, Interview One) 

At the end of Jenny’s health check, Jenny was left with a situation in which no further 

progress or action had been made in terms of beginning a sexual relationship.  Jenny was 

left feeling unsure as to what to do next.  Like Jenny, many other people with learning 

disabilities would like to pursue sexual relationships, but are not given the opportunity to 

talk about their needs and wants.  Many do not receive adequate relationships and sex 

education and/or contraceptive advice, which would give them the skills and knowledge 

that they need to have healthy and fulfilling relationships (Sinclair, Unruh, Lindstrom and 

Scanlon, 2015).   
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All the female participants who were eligible for cervical screening reported that their 

smear test was up to date: 

Interviewer:  Okay, brilliant.  Um, did the doctor or nurse check that your smear test is 

up to date? 

Sandy:  Yeah, yeah. Yeah p 26    

(Sandy, Interview One)  

Jenny said that she did not particularly like going for smear tests and found them painful, 

but recognised the importance of having them:   

I was like in so much agony going into work after having this done…I get the letters I’m 

like, part of me likes ‘Ignore it Jenny, ignore it’, but like I know it’s important…it’s just 

you grip yourself, you’re like, okay just do it, let’s just do it p 31 (Jenny, Interview One) 

Both Kelly and Tiffany were not eligible for cervical screening at the time of the interview 

(women in Wales are not invited for cervical screening until they are 25 years of age).  

Neither Kelly, aged 24 years at the time of the interview or Tiffany, aged 20 years, said 

that they knew what cervical screening entailed.   

Mark reported that at Tiffany’s AHC the doctor asked about cervical screening and asked 

Mark to book an appointment.  Mark described how no information and/or support was 

provided to the family about cervical screening, leaving him concerned as to how Tiffany 

would manage:  

I just don’t know how she’ll deal with it.    p 27 (Mark, Interview One) 

Three female participants reported that they were asked if everything was okay with their 

breasts at the AHC.  Sandy said that she had recently had a breast lump investigated, while 

Angela revealed going for yearly mammograms:      
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Yeah, been to have them checked recently, because I was um, cause I found a lump… 

had to go back and forth for the, for about two, two months or something, two or three 

months I had to go back and see her, um and then I had an appointment, she sent me to 

have um a thing down in um the breast place, so… It was fine.  It was just swollen 

glands, which was good. pp 26-27 (Sandy, Interview One) 

… 

I go every year…for a mammogram p 26 (Angela, Interview One) 

Jenny reported that she was asked if everything was okay with her breasts at the AHC:   

Um yeah, they are okay and I think it was picked up in the health check, yes. p 29 

(Jenny, Interview One) 

Kelly could not remember whether she was asked about her breasts at her AHC.  

Tiffany said that she was not asked about her breasts:   

Mark:  Did he ask you about your boobs? 

Tiffany: No p 25 

(Tiffany, Interview One) 

Kelly said that she knew how to check her breasts: 

Interviewer:  Kelly do you know how to check your breasts? 

Kelly: Yes, I do pp 20-21   

(Kelly, Interview One) 

Jenny thought that it might be useful to know how to check her breasts, so that if she 

suspected something was wrong, she could check in with her mother:  



 

254 
 

PUBLIC / CYHOEDDUS 

Maybe I should so if there’s things like that my Mum if she says to me ‘Jenny are you 

concerned about anything and you’re not sure just ask.’ p 30 (Jenny, Interview One) 

Few male participants reported being asked about their testicles.  Not one male participant 

said that they had had them checked. 

John said that he was not asked about his testicles:   

Interviewer:  Did he ask if you’ve had your testicles checked? 

John:  No, he did not   p 33 (John, Interview One) 

Mike, on the other hand, reported that he was asked if everything was okay with his 

testicles:  

Interviewer: Did the doctor or nurse ask if everything’s alright with…the testicles? 

Mike:  Yep p 34 (Mike, Interview One)  

Paula, Gavin’s mother, felt that it would have benefited Gavin to have had a testicular 

check as part of his AHC to help normalise the examination, so that in the future if Gavin 

had any problems, he would be more likely to tell Paula and feel less embarrassed about 

having the doctor look him over.  Paula also felt that the outcome of the check could have 

provided the doctor with a baseline against which any changes in Gavin’s testicles could be 

monitored:   

If you think about it that’s actually quite a good idea to do in the context of not being ill 

and going there for a check because it would signal to Gavin because everybody would 

talk about this being rude or being private and all this stuff but it would actually signal 

to him that in the context of the doctor’s surgery that it’s actually perfectly acceptable 

for you to have somebody examine you and the fact that he’s not got any problems 

presumably then if he did develop a problem a) he might be more likely to tell me and b) 
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he’s going to be less embarrassed and upset at being checked than if he had a 

problem…They’d have had a baseline to say on this date we did not find any sign of 

disease cause then in a year’s time well she might spot, she might go ‘Oh what’s that 

lump?’ pp 51-53  (Paula, Interview One)  

 

6:4:4:3 Health and medical issues common in people with Down’s  

Syndrome  

 

Some health problems are more common in people with Down’s syndrome and this was 

reflected in the health and healthcare experiences of participants with the condition, 

including at the AHC. 

Two participants had Down’s syndrome and one participant was the mother of a young, 

male adult with Down’s syndrome, who was present at two out of the three interviews.  All 

three adults with Down’s syndrome reported having health and medical issues that were 

common in people with Down’s syndrome.  For instance, thyroid disease is more common 

in people with Down’s syndrome and both Jenny and Tiffany described having the 

condition. All three participants were asked about hypothyroidism at their AHC.  Here, 

Mark, Tiffany’s father describes being asked about Tiffany’s thyroid.    

He did because she’s actually got a hyperactive thyroid.  She’s on thyroxine every 

morning…Mm is it hypo?...So, it’s underactive…Yeah because hypo’s underactive p 33  

(Mark, Interview One)  

It was later established with Mark that Tiffany had hypothyroidism.  Mark’s initial 

confusion over whether Tiffany had hypothyroidism or hyperthyroidism could have serious 

implications in an emergency medical situation if Mark were to get the diagnosis wrong 
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and the incorrect medication administered.  This highlights the importance of improving 

family caregiver knowledge and skills of the health conditions of people with learning 

disabilities.      

AHCs are one of only many health consultations that people with Down’s syndrome may 

experience and where there is an opportunity to monitor health.  Jenny described being 

born with a congenital heart defect, which is common in people with Down’s syndrome.  

According to Jenny, this has required ongoing specialist monitoring throughout her life:  

Because I’ve got a hole in my heart…I was born with so um that’s kind of why I have 

regular check-ups just to see what’s going on with that hole... p 2 (Jenny, Interview 

One) 

… 

They were brilliant cause they kind of did a little diagram of kind of my heart and stuff 

and all the different options p 9 (Jenny, Interview One) 

Paula reported that Gavin was under an optometrist who specialises in the eye care of 

people with Down’s syndrome:   

I take him to Cardiff, so yeah.  He actually sees a world authority on Down’s syndrome             

and vision. p 38 (Paula, Interview One) 

In the excerpts above, Paula describes the optometrist as being a ‘world authority’ on 

Down’s syndrome and vision.  Jenny describes the health team who monitor her heart as 

‘brilliant’ and praises them for making information accessible to her.  This suggests that 

specialist care was perceived by these participants as being of high quality.   While 

specialist care is designed to focus on a specific system of the body or a specific disease or 

condition, the AHC can help to ensure that where there is more than one health need all of 
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the clinical problems affecting the patient are integrated and all medications reviewed 

(including over-the-counter medications) to prevent the unwanted consequences of 

polypharmacy. 

Dementia assessment is part of the syndrome-specific medical health check for people with 

Down’s syndrome (RCGP, 2020).  People with Down’s syndrome have an increased risk 

of dementia, with earlier onset than in the general population.  For instance, the prevalence 

is 10-22% for people in their 40s; 20- 25% in their 50s and 40-77% for those over 60 years 

(RCGP, 2020).  However, since the three participants who took part in this study were 

young adults the issue of dementia was not raised by the researcher during the interview.   

 

6:4:4:4 Theme Summary: 

People with learning disabilities are not a homogenous group; hence, participants had 

unique health experiences and challenges.  Participants’ views of their health and their 

health needs were complex and included psychosocial aspects of health (for example, 

bereavement), which may not always be identified in an AHC as it is primarily a medical 

tool.    
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6:4:5 Theme Five: Addressing health inequities  

 

Some participants’ interviews touched upon the health inequities experienced by people 

with a learning disability and the need to address these.  As discussed in the introductory 

chapters people with learning disabilities encounter many health inequities that are 

amenable to change (Bowness, 2014).  Some of these health inequities may be caused by 

health professionals such as assumptions and biases or poor awareness and training, while 

others may operate at an organisational level, such as rigid appointment systems and poor 

signage (Bowness, 2014).   

People with Down’s syndrome and/or their families referred to the continuing stigma 

around Down’s syndrome. Paula, the mother of Gavin who has Down’s syndrome, spoke 

of the stigma around Down’s syndrome, as well as the discrimination that continues to 

exist within the medical profession towards this group:   

I feel that the medical profession doesn’t just have an ignorance of Down’s syndrome, 

they actually have a fear and contempt of it and it starts from the very moment of 

conception. p 60 (Paula, Interview One) 

Elsewhere in her interview, Paula had spoken about non-invasive prenatal testing for 

Down’s syndrome and her fears that without the right information and support women 

would automatically opt for an abortion where Down’s syndrome was detected.  

A lack of awareness of learning disabilities can give rise to many stereotypes.  For 

example, the notion that all people with Down’s syndrome are overweight and that people 

with Down’s syndrome do not drink alcohol.  Paula found herself having to challenge 

these stereotypes at Gavin’s AHC:  
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He’s skinny, yeah, buts he’s muscly, but then she said um we have to keep an eye 

because people with Down’s syndrome gain a lot of weight; he’s likely to become obese 

as he, as he gets older and so but I think and obviously I don’t know but I think that fat 

kids become fat adults, I know that sometimes skinny kids become fat adults, I get that, 

but again I feel that we were falling into the trap that we just expected a person with 

Down’s syndrome to be grossly overweight. p 33 (Paula, Interview One) 

… 

No but I actually raised um alcohol.  I was the one that raised it. She did not ask me. I 

think she assumed that a person with Down’s wouldn’t be drinking p 34 (Paula, 

Interview One)  

Jenny spoke about her disbelief about the lack of information provided to women who 

have just been informed that they are expecting a child with Down’s syndrome:   

I still can’t believe that some midwives and stuff like that have literally given that news 

to the parents that their child’s got Down’s syndrome over the phone, by a text message, 

instead of just kind of saying if you’d just like to come in to the hospital and we can sit, 

you can sit down and we can talk, as to why someone would just phone I’m telling you’ 

p 47 (Jenny, Interview One) 

Although Jenny does not expand on the reasons for this practice, they may include stigma 

and discrimination and/or a lack of confidence on the part of healthcare staff about having 

difficult conversations.   

Paula referred to the poor healthcare experienced by some people with a learning disability 

which in her view can lead to avoidable deaths:  
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The most dangerous thing that can happen to a person with Down’s syndrome or with a 

learning disability is to go to hospital because they end up dead p 61 (Paula, Interview 

One) 

While poor secondary healthcare was a concern for Paula, the literature (Heslop et al., 

2013; LeDeR Programme, 2018) also highlights that poor care has led to some high-profile 

deaths among people with learning disabilities.     

Several participants referred to the need for learning disability training for healthcare 

professionals. 

Jenny spoke of the need to ensure that trainee doctors receive training to understand the 

needs of patients with both Down’s syndrome and learning disabilities:     

It’s like thinking about how like in the curriculums for people like medical students they 

literally get something like half an hour on disability within the whole like I guess 

career as a doctor, half an hour is barely enough time to find out everything about 

disability p 48 (Jenny, Interview One) 

Angela, who had a learning disability and Cerebral palsy , felt that the doctor who carried 

out her AHC needed learning disability training: 

They need learning p 33 (Angela, Interview One) 

Paula talked about the implications of not having healthcare staff that are trained to 

understand the needs of people with a learning disability within secondary healthcare:  

I said to this highly trained consultant, ‘I need to talk to you about your lack of 

provision for people with learning disabilities in your hospital and he said, ‘I accept 

what you’re saying.  We don’t have the knowledge.’ I said, ‘You need to understand I’m 

an ex-physiotherapist, I’ve worked in learning disabilities and I cannot leave my son 
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alone because I don’t trust you buggers to keep him safe’, so I explained to him what 

had happened and he said, ‘You’re quite right, we definitely need to do something about 

this; we’re just not trained, we don’t know what we’re doing’, so he acknowledged all 

of that p 66 (Paula, Interview One) 

 

6:4:5:1 Theme summary 

 

Participants referred to the health inequities experienced by people with a learning 

disability and the need to address these.  People with Down’s syndrome and/or their 

families specifically referred to the continuing stigma around Down’s syndrome 

 

6:4:6 The next chapter  

The next chapter will focus on the thematic analysis findings for the follow-up interviews.   
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Chapter seven: Thematic analysis findings for follow-up 

interviews two and three 

 

7:1 Introduction  

This chapter focuses on the thematic analysis undertaken for the second and third rounds of 

interviews.  This was followed by additional analysis, using Saldaña’s (2003) framework.  

A particular strength of this framework is that it enabled the researcher to look back 

through the analytical journey from interview three to interview one to see what has 

changed over time for participants.  In particular, it enabled the researcher to look at what 

had changed in terms of how health issues were followed up and addressed and how 

people were self-managing their health using a series of framing and descriptive questions.   

The second interview took place around six months after the first interview, while the third 

interview took place around five months after the second interview and eleven months 

after the first interview, just as participants should be preparing for their next AHC.    Both 

the second and third interview stages aimed to explore how any issues identified at the 

AHC had been followed up and addressed over time, as well as participants’ perceptions of 

this.  These interviews also aimed to explore what had changed since the first interview 

stage in terms of the self-management of health.   Since the main themes for interviews 

two and three were identical (apart from one) the findings have been amalgamated and will 

be presented as one follow-up analysis.   

The thematic analysis findings for time points two and three (the follow-up interviews) 

will now be presented by theme.    
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Preceding this are two tables: Table 5, pp 264-265, shows the main themes across each 

time point, while Table 6 pp 266-268, shows the themes and sub-themes for the follow-up 

interviews (with descriptors).    
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Table 5:  The main themes across each time point  

Time Point Themes (In order of presentation)  Descriptors  

Interview Stage 

One (no longer 

than 4-6 weeks 

after the health 

check)  

1. Going for a health check This theme is about participants’ experience of 

going for a health check.   

2. Issues identified and actions taken  This theme concerns any health issues 

identified at the AHC, as well as any actions 

taken.   

 

3. Supporting the self-management of 

health 

This theme is about the self-management of 

health; in particular, how participants self-

managed any health issues identified at the 

AHC, as well as what support participants 

received (or did not receive) with the self-

management of health.   

4. The personal context This theme captures the diversity of health 

experiences within the data sample. 

5. Addressing Health Inequities This theme captures participants’ perceptions 

regarding the health inequities experienced by 

people with a learning disability.   

Follow-up 

Interviews (with 

interview two 

taking place 

1. Follow-up  This theme concerns how issues identified at 

the health check had been followed up and 

addressed, and participants’ perceptions of 

this. 
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around six months 

after the first 

interview and 

interview three 

taking place 

around eleven 

months after the 

first interview) 

2. Supporting the self-management of 

health  

This theme is about the self-management of 

health; in particular, what may have changed 

in terms of self-management, as well as what 

support participants received (or did not 

receive) with the self-management of health. 

3. The need for reasonably adjusted 

health services  

 

This theme describes examples of where 

participants felt healthcare services had made 

reasonable adjustments, as well as where 

participants felt reasonable adjustments were 

needed in the time after the first interview. 

 

 

Interview Stage 

Three (eleven 

months after the 

first interview) 

4. Going for another health check This theme is about how participants were 

preparing for their next AHC, including their 

overall perspectives regarding their next 

check. 
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Table 6:  Table of Themes for Interview Stages Two and Three  

Interview No. Name of Theme (In 

order of presentation) 

Descriptor Sub-themes 

Interview 

stages two 

and three 

(1) Follow-up  This theme concerns 

whether issues 

identified at the AHC 

had been followed up 

and addressed, and 

participants’ 

perceptions of this.  

 

N/A 

Interview 

stages two 

and three  

(2) Supporting the self-

management of health  

This theme is about 

the self-management 

of health; in 

particular, what had 

changed in terms of 

the self-management 

of health, as well as 

what support 

participants received 

(or did not receive) 

with the self-

management of 

health. 

 

• Keeping healthy-what had changed in terms 

of the self-management of health, as well as 

what support participants received (or did not 

receive) with the self-management of health. 

  

• Supporting mental health-what had changed 

in terms of the self-management of mental 

health, as well as what support participants 

received (or did not receive) concerning their 

mental health. 
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• Care and support issues- care issues that 

appeared to have implications for health 

and/or the self-management of health 

 

Interview stages 

two and three  

(3) The need for reasonably 

adjusted health services  

 

This theme describes 

examples of where 

participants felt 

healthcare services 

had made reasonable 

adjustments, as well 

as where participants 

felt reasonable 

adjustments were 

needed in the time 

after the first 

interview. 

 

N/A 

Interview stage 

three  

(4) Going for another health 

check 

This theme is about 

preparation for the 

next health check (for 

example, whether 

participants had been 

invited to their next 

check and, if so, how 

were they invited 

/usually invited; 

participants’ overall 
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perspectives regarding 

their next check and 

what they wished to 

discuss with the GP at 

their next AHC 

consultation)  
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7:2 Theme One:  Follow-up  

It seemed that some participants’ issues identified at the AHC had been followed up and 

appropriately addressed in the time between interviews one and three.   For example, at the 

AHC, it was thought that Mike might have a Vit B 12 deficiency.  Mike reported that a 

blood test was carried out.  At the second interview, Mike revealed that test results showed 

that everything was okay with his Vit B levels, although his Vit B 12 levels would need to 

continue to be monitored.  Mike seemed pleased about this:   

Interviewer: Right next thing I want to ask about is how did your blood test go in 

January for your vitamin B 12?  So, here’s the blood test look [Shows picture] If I write 

down the vitamin B 12.  There you go. 

Mike:  I don’t have to have that…So everything’s back on track p 16 

 (Mike, Interview Two) 

At her AHC, it was suspected that Angela had a urine infection due to blood being found in 

her urine.  Angela reported that the appropriate action identified was to refer her to the 

hospital for tests, which came back inconclusive.  At interview two, Angela described how 

at a recent review of her medication she was told to stop taking her antibiotics, which 

seemed to have resolved the issue:   

I haven’t had one for ages…They took me off my antibiotic [Inaudible].  I used to take 

antibiotic…one in the night, but they took me off them… I went for a tablet review pp 9-

10 (Angela, Interview Two)  

At Sandy’s AHC, it was suspected that Sandy might have gout and Sandy reported that 

blood tests following on from the AHC consultation confirmed this.  At the second 
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interview, Sandy said that her gout was being monitored via regular blood tests taken at the 

surgery:   

Sandy:  Oh, I they, they do blood tests quite regular up there 

Interviewer:  Okay, so it’s being monitored? 

Sandy: Yeah, they do it quite regularly pp 4-5  

(Sandy, Interview Two) 

John’s AHC consultation led to a diagnosis of hypertension.   John reported that since that 

time his blood pressure had been monitored by the surgery.  John relayed how he went 

back to see the practice nurse in February and was due to go back in September: 

John:  It’s still high…They’re going to see me, see me in September p 5 (John, Interview 

Two)  

John hoped that by the time he saw the practice nurse in September, his blood pressure 

would have reduced:  

Interviewer: So, when you see the nurse in um September [John: Yeah] um what are 

you hoping for? 

John: The blood pressure dropped, dropped quite low, lower. p 12 

(John, Interview Two)  

Some participants with certain health conditions were asked to make lifestyle changes as 

an outcome of their AHC.  Participants reported being given written dietary information at 

the AHC.  From participants’ reports, it did not appear as if there was any follow-up by the 

GP to see how the patient was managing these changes, and no participants referred to this 

having been discussed in appointments with the practice nurse.   
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For a few participants planned actions had been taken by interview two; however, they did 

not appear to have achieved the desired results.   

Paula said that the eczema medicinal products prescribed at the AHC to help Gavin with 

his eczema did not address the problem.  She said that Gavin had eczema on his scalp and 

back.  Paula said that it was not easy tackling Gavin’s eczema due to difficulties with 

getting her son to wash.  She reported that she did not have the energy to pick a battle over 

the issue and that Gavin had not been back to see the doctor:   

He’s got, he’s got it on his scalp and on his back as well…But even now he probably 

only has a shower a couple of times a week, whereas really he should be having a 

shower every day and washing his hair, if he did that it would probably make a big 

impact on his skin, but you choose your battles don’t you?…I haven’t got the energy 

you know and also I don’t want that damage to our relationship...yeah, so we just, we 

just live with it, don’t we, with your skin problems, we just, it’s kind of normal for Gavin 

pp 11-12  (Paula, Interview Two)  

Paula said that she had sought the advice of an online Down’s syndrome parenting group 

concerning how best to treat her son’s eczema:   

And on our Down Syndrome group all the mums are saying um that they’ve got the 

same problem.  It’s a problem with people with Down’s syndrome, this head thing p 12  

(Paula, Interview Two)  

By interview three, a change in showering habits appeared to have improved Gavin’s 

eczema. 

Despite the ongoing problems with his ears, Eddie appeared disinclined to go back to the 

doctor.  The reasons for Eddie’s reluctance to go back to the GP were unclear.  By 
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interview three, Eddie was continuing to suffer from tinnitus.  Eddie seemed to think that 

he might have a brain tumour due to something that he had read on the internet:  

Well I did look on the internet and it said er it might be a cause of a brain tumour p 20  

(Eddie, Interview Three) 

In some instances, participants experienced delays in getting planned actions carried out.  

For instance, Mike and Tiffany reported that an appointment for the cleft lip and palate was 

cancelled between interviews one and two.  Mike said that they had been waiting two 

months for another appointment.  By the time of the third interview, Tiffany had been seen 

at the cleft lip and palate clinic and since been discharged.  However, Mark had to 

continually chase up the hospital appointment before a new appointment was made:     

 I phoned them up a few times didn’t I?  [Tiffany: Yeah] and I said that I, Mar, yeah 

your appointment was in March and I was kind of saying and I kept on and on and I 

must have phoned them three or four times and we got another appointment and we 

went there a few months back weren’t it?  And er they checked her over…um 

everything’s doing as it should um and basically they’re signing her off pp 7-8 (Mark, 

Interview Three)  

By the time of the third interview, it had been eight months since a referral had been made 

for Glyn to have a blood test.  Peter, Glyn’s support worker, said that plans had been for a 

community nurse to carry out desensitisation work with Glyn.  However, the 

desensitisation work had to be abandoned as the nurse had broken her foot.  This meant 

that it was likely that Glyn would need to be restrained for the blood test. Wherever 

possible restraint should be avoided as it carries risk and can be particularly distressing to 

the person with a learning disability (Welsh Government, 2020):   
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She’s done bits, but she’s going to try more after.  She just wants to get these bloods 

done now because of the delay on them now has been so long p 1 (Peter, support 

worker to Glyn, Interview Three) 

… 

So now he’s having um venepuncture done at home and venepuncture involves restraint   

p 1 (Peter, support worker to Glyn, Interview Three) 

According to Peter a key issue with the delay in taking Glyn’s bloods was the fact that the 

referral bounced back and forth between the surgery and the community nurse after initial 

attempts to take blood were unsuccessful.  Peter thought the blood test would have been 

carried out quicker if the doctor had referred Glyn directly to the learning disabilities team:  

You just bounce back and forth every time you sort of getting somewhere, then the 

doctor refers it back to the community nurse and then the nurse comes out, it doesn’t 

work and then it bounces back to the surgery…It’s almost like it needs to be decided by 

one person who is doing it, I think that needs to be the learning disabilities team, I think 

it needs to be out of the hands of the doctor, I think the doctor needs to send the referral 

to them but they’re referring it back to the community nurse p 3  (Peter, support worker 

to Glyn, Interview Three) 

According to Peter, Glyn could not be weighed at his AHC because the scales were 

inappropriate.  Peter followed this up himself and at interview two remarked that a nurse 

from the multi-disciplinary community support team was now looking into getting Glyn 

weighed.  By interview three, Glyn had not yet been weighed and Peter reported that he 

was going to follow up on the issue again after Glyn’s bloods had been taken:   
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I think she’s still looking into it um but again I think she brought up places, day centre 

which we can take him down which we used to before which used to set him off um…I 

think we’ll start intro, we’ll speak to her more about that after we get the bloods done I 

think. pp 7-8 (Peter, support worker to Glyn, Interview Three)  

A small number of issues from the AHC seemed to go unaddressed. 

During the first interview, James said that he had been asked to go to another surgery for 

his annual flu vaccination.  However, the surgery was some distance away from where 

James lived and James did not have the support in place to ensure that he could safely get 

there.  By interview two it looked as if this issue had not been followed up by James’ 

surgery: 

Interviewer:  So that was left then wasn’t it?  

James:  Yeah p18 

(James, Interview Two) 

At Glyn’s AHC, Peter relayed how Glyn had refused the flu vaccination.  In interview two, 

Peter relayed how no further attempts had been made to administer the flu vaccine nor had 

any health professionals discussed any reasonable adjustments that could be made to help 

Glyn with this:   

No, it’s tended to be just spoken about on the day when we take Glyn to the doctor, says, 

‘How about a flu’, you know what I mean, it’s almost just offered there and then…I 

think we spoke to the doctor about um children don’t have the injection they have the 

um…the nasal and they said it wouldn’t really be that much effective p 11 (Peter, 

support worker to Glyn, Interview Two)  
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Concerning test results following the AHC, one participant reported that they did not 

receive their results, despite being told by the doctor that they would be informed via the 

telephone.  This participant said that they wanted to know the results of their blood test 

irrespective of whether follow-up action was required.  The participant reported that not 

receiving results provoked anxiety:   

It certainly makes me feel anxious um because um it’s like they’re withholding 

information from me if I’m you know to say whether I’m you know whether I’m okay or 

not p 7 (Stephen, Interview Two)  

Other participants reported that they did receive test results in the period between 

interviews one and two:   

I did yeah, yeah, we went down, we did do it, yeah I’m just going back because it was a 

while ago now, yeah we did it, it was all fine pp 9-10 (Paula, Interview Two)   

 

7:2:1 Theme summary:   

 

By interview two it seemed that some of the issues identified at the health check had been 

appropriately followed up and/or addressed, especially around the monitoring of health 

conditions.  In some instances, it appeared that planned actions had been taken, but had not 

achieved the desired results, while for some other participants there had been a delay in 

getting planned actions carried out.  A lack of reasonable adjustments also seemed to be a 

key factor in some planned actions not being carried out.   

By interview three, for participants where planned actions had been taken, but had not 

achieved the desired results for some participants there appeared to be a reluctance to go 
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back to the GP to seek further advice.  Where there had been a delay in getting planned 

actions carried out, one hospital appointment had taken place, while another participant 

was continuing to wait for a blood test.  In the latter instance, a lack of reasonable 

adjustments seemed to be the initial reason for the referral bouncing back to the GP.   
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7:3 Theme Two:  Supporting the self-management of  

         health  

 

This theme looks at what may have changed for participants in the self-management of 

health since the first interview, as well as what support participants may or may not have 

received with the self-management of health. 

7:3:1 Keeping healthy  

Many participants referred to long-term physical health issues that required ongoing 

management, controlled with the use of medication, changes to lifestyle and/or other 

therapies.   

In the time after the AHC, the majority of participants’ long-term health conditions 

appeared to be regularly monitored within primary care, including those conditions which 

had been identified at the AHC.  For example, John’s hypertension was picked up at the 

AHC.  By interview three, John had seen the practice nurse twice and was due to have 

another appointment:   

She said, she said come back in a couple of months’ time again to do the bloods again p 

10 (John, Interview Three)  

Blood tests requested at Sandy’s AHC confirmed that she had gout.  Sandy said that her 

gout was being regularly monitored within primary care.  Many of Mike’s long-term health 

conditions seemed to be well managed and fairly stable:   

Mike:  That’s alright (indicating diabetes) and that’s okay (indicating cholesterol) p          

22 (Mike, Interview Three) 
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At interview three, Angela reported that her blood pressure continued to be regularly 

monitored:   

Interviewer:  Is your blood pressure still being monitored? 

Angela:  Yeah, every six months p 6 (Angela, Interview Three)  

Some participants developed new health issues in the time between interviews. For 

example, at interview two, Jenny was admitted to the hospital with a kidney infection, 

while Sandy described having been poorly with a virus and having developed a problem 

with a clicking jaw.  At interview two, Mike said that he had been coughing up blood and 

had been referred to the hospital for a scan.  At interview three, Mike’s sister, Sandy, 

seemed unsure as to the results of Mike’s scan concerning his lungs:   

Sandy (Mike’s sister): I think they came back okay p 9 (Sandy, Interview Three) 

Sandy’s uncertainty around the scan results seemed to come from difficulties with 

differentiating different sets of test results.  This suggests that there may be an issue around 

how test results are communicated to people with learning disabilities, which potentially 

could have implications for patient safety.   

To self-manage one’s health, the person with the learning disability has to be supported to 

understand how their diagnoses will impact them, the treatment options available and what 

this will entail (Friedman et al., 2018).  For example, at interview three, Eddie reported that 

he had been diagnosed with a hernia, which required surgery to repair.  Eddie said he did 

not feel as if the GP explained to him what was going to happen at the hospital.  This left 

Eddie feeling scared and anxious about his hernia operation:   

Interviewer:  Alright, did the doctor explain to you what was going to happen when you 

go for your operation? 
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Eddie:  No, not really… 

Interviewer: So how are you feeling about the operation? 

Eddie:  Scared pp2-3  

Stephen reported that he had been diagnosed with hypertension between interviews two 

and three.  Here, Stephen describes the initial impact of the diagnosis and how frightened 

he felt, as well as the realisation that he needed to lose weight if he wanted to reduce his 

blood pressure:   

Um with the first doctor I was scared because it um because he did, but like I said he 

said, ‘Okay your weight’s gone up, your blood pressure is high…So there it was like, 

‘Oh okay, I seriously need to do this, either I lose weight or go on medication for the 

rest of my life’, which I don’t want pp 4-5 (Stephen, Interview Three)  

For some participants, these new health issues may have had implications for the next 

AHC, for example, if they required ongoing monitoring and/or further treatment.   

There were a few participants who had had an ongoing health issue (reported as having not 

been detected and/or enquired about at the AHC), which was addressed in the time 

between the two interviews.  For example, it appears that James who had an ongoing issue 

with his vision went back to the hospital and was given new glasses in the time between 

interviews one and two.  It seems that James was then referred back to the optician. 

The extent to which participants participated in the self-management of health conditions 

seemed to vary, with many participants appearing to need at least some level of support or 

assistance to help them self-manage certain aspects of their health.   This support appeared 

to have mainly come from family members, peers or support staff.  For example, Mike 
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described his sister Sandy supporting him at medical appointments, as well as helping him 

to monitor his weight. 

Mike saw an improvement in his diabetes between interviews one and two, meaning that 

he no longer needed his sister’s assistance with the diabetes home pinprick test as his 

diabetes did not require such regular monitoring:   

Interviewer: So how often do you get your diabetes checked then? 

Mike: Er once every six months…Sandy used to take it but then [Inaudible] and put it 

on a strip in’t it?... That’s finished with now pp 25-26 (Mike, Interview Two) 

This example illustrates how the extent to which an individual is supported to participate in 

some aspects of self-management is likely to fluctuate over time: support may increase but, 

it may also decrease as a person’s circumstances and needs change.  Another example of 

this is provided by Sandy.  At interview two, Sandy, who had multiple health conditions, 

perceived her gout as remaining fairly stable.  Sandy appeared to be self-managing her 

gout relatively independently.  For example, she reported that she had reduced the amount 

of chicken and turkey that she ate so that it did not flare up her gout, but was still sufficient 

to keep her vitamin B12 levels in check:   

That [the gout] hasn’t been too bad. I been getting like itching but it hasn’t like swollen 

up or anything…Yeah, because whereas I used to eat a lot of chicken and because I 

don’t really eat that red meat that much, it’s mostly chicken I do eat or turkey but then it 

makes it harder because I’m not allowed chicken on gout… I’m alright with it, I still eat 

chicken like but not as much as I normally do pp 4- 5 (Sandy, Interview Two)  

However, Sandy reported developing new chronic pain symptoms:   
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Even my hand, even that side there now I gone numb, it’s to do with, it’s all to do with 

my nervous system…cause the disk is touching the nervous system that goes around 

your body that’s why I’m getting all these numb, numbness and all that but I’ll tell her 

about it because this is the hand I’m having the most problem with because I use it for 

writing and I can only write so much now p 12 (Sandy, Interview Two)   

Sandy seemed to be struggling to self-manage her chronic pain symptoms and at interview 

two indicated that her medication to help with the pain of her spinal condition no longer 

seemed to be working:  

My medications not touching it p 8 (Sandy, Interview Two)  

By interview three, Sandy reported that her spinal condition had worsened, as confirmed 

by a recent x-ray.  She described feeling fatigued, whether as a result of needing another 

vitamin B 12 injection, the pain that she was experiencing and/or due to the side effects of 

the medication she was taking.  As a result, she was aware of her body’s limitations (‘you 

don’t want to do anything’, ‘you got no energy’) and of her increasingly impaired 

embodiment.  Sandy appeared to be struggling to provide Mike with the usual amount of 

support due to her failing health: 

Er I did weigh you…but I haven’t done it for ages because there was so much going on 

(Sandy, Interview Three) 

For people like Mike and Sandy multi-morbidity can make the management of health 

complex and challenging, so a doctor who understands their complex set of circumstances 

and their healthcare history is vital.   
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A few participants’ responses to self-management were not immediate and changed over 

time.  John was diagnosed with hypertension at his AHC.  John reported that he was 

advised to make changes to his lifestyle to help reduce his blood pressure.   Despite 

initially questioning how easy it would be to make changes to his lifestyle to help lower his 

blood pressure, six months on, John seemed determined to lose the weight and was taking 

responsibility for the food that he ate:   

I’ve cut down on my fat foods; I eat more healthy foods like this [points to fruit and veg, 

etc. in picture]…Apple, broccoli, banana…and orange drinks…cut out a bit of meat…  

p 7 (John, Interview Two) 

Mike was advised to make changes to his lifestyle at the AHC to help keep his diabetes 

and cholesterol under control.  Like John, Mike had also thought that it would be difficult 

to adopt a healthier lifestyle.  However, six months after the first interview, Mike said that 

he was eating better.  Mike seemed positive about maintaining the changes he had made:   

I feel okay with my diet, as long as I stuck to my diet I’m okay, as long as I’m getting my 

five a day fruit I’m okay p 15 (Mike, Interview Two)  

By the third interview, John was continuing to maintain the changes.  However, Mike 

seemed to be struggling to maintain them.  Mike shared that he was finding it difficult to 

manage his diet to help keep his health conditions under control:   

I don’t follow the diet sheet…I don’t have enough food p 13 (Mike, Interview Three)  

Sandy said that Mike had not been referred to a dietician to support him with managing his 

diet.  Sandy, on the other hand, had recently been referred to a dietician to help with hers:   

Not to my knowledge.  At the moment I’m on this eight-week course and that’s with a 

dietician p 17 (Sandy, Interview Three) 
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Sandy reported that her brother, Mike, was rapidly losing weight because he was not eating 

properly:   

Because what they told me was um because the doctor and the nurses worried because 

he was losing weight too quickly for the time and they said for him to because he’s a 

diabetic he hasn’t got enough sugar going through his body for the day which he’s 

supposed to have breakfast, snack, dinner, snack, tea, snack and then supper…and he 

don’t do it p 14 (Sandy, Interview Three)  

This was a change from interview two where Mike appeared to be managing much better.  

It was not exactly clear from Mike’s interview what the cause(s) of this change might be or 

what was being done to address the issue.   

Participants’ accounts also revealed that GPs may not have been aware of some of the 

barriers that people with learning disabilities face in understanding and following advice 

given at the AHC.  For instance, both Mike and John reported that the dietary information 

that was given to them by the doctor at the AHC was inaccessible, meaning that they 

required support from a family member to help them to read and understand the 

information provided.  Here, John describes how his elderly father had to help him with the 

diet sheet/booklet:   

Interviewer:  Um the doctor gave you a diet sheet…tell me if I’m wrong um I remember 

you saying something like that um you needed your father to help you with it a bit 

John:  He did.  He still does. p 8 (John, Interview Two)  

Both John and Mike expressed a need for clearer communication and/or accessible 

information to help them to manage their health condition/s.   
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Here, John describes how he struggled to understand some of the more specialist 

terminology used by the practice nurse to check his blood pressure.  John reported that he 

would not have felt comfortable or had the confidence to tell the nurse that he was 

struggling to understand what was being said: 

Some of it bit too bigger words, don’t understand…jargon they call it p 11 (John, 

Interview Three)   

 

… 

Interviewer:  Do you feel comfortable enough John to say to the nurse that you don’t 

understand? 

John:  I don’t, no.  I should do should I? 

Interviewer:  Would you feel comfortable doing that John that’s the question? 

John:  I’d need more confidence for that, need more confidence pp 11-12  

(John, Interview Three)  

At interview three, both John and Mike were asked if any health professional had ever 

enquired as to whether they could read and/or understand the information given to them.   

John answered ‘yes’ at first, but then paused, as if he were giving the question more 

serious thought.  He then answered ‘no’, before going on to reaffirm this:   

Interviewer: Has the nurse asked you if you can read and understand that diet sheet? 

John:  She does yes (..) no she did not  

Interviewer: Okay 

John:  No she did not [said affirmatively] pp 14-15 (John, Interview Three) 
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Mike reported that no one had asked whether he could read and/or understand the 

information that had been given to him:  

Interviewer:  Okay, Mike, has anyone, like the doctor or the nurse asked you if you can 

read that diet sheet? 

Mike:  No [Said affirmatively] 

Interviewer: Okay, has the doctor or the nurse asked you if you understand that diet 

sheet? 

Mike:  No [Said affirmatively] p 13 (Mike, Interview Three) 

No information appeared to have been provided in Easy Read format:   

Interviewer:  Have you ever been John given any kind of easy read literature on blood 

pressure? 

John:  I haven’t p 15 (John, Interview Three)  

Doctors may also need to be aware that barriers to accessing leisure opportunities can also 

be an issue for the self-management of health.  John, who has autism, was told that he 

needed to lose weight at his AHC and it was recommended that he partake in exercise.  

John reported wanting to go swimming to help lower his blood pressure, but found the 

swimming pool too busy and noisy: 

There was a lot of people.  I did not like it; I was scared.   p 22 (John, Interview Two) 

John did not appear to have considered whether it might be possible to visit the pool at 

quieter periods.   
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At interview three John reported that he was going swimming every day after acting on the 

interviewer’s suggestion to speak to the receptionist about visiting the pool during quieter 

periods:   

 I was a bit scared at first…but I can do it now.  Every morning…about 7 o’clock in the 

morning when it’s quiet p 21 (John, Interview Three)  

Whilst participants may have needed support to participate in aspects of self-management, 

they were also actively involved in their healthcare.   At interview three John was still 

adhering to his healthy diet to help keep his blood pressure under control: 

I’ve lost more weight…I’m keeping to my diet pp 8-14 (John, Interview Three) 

Stephen, who was diagnosed with hypertension between interviews two and three, was 

advised to make lifestyle changes to help lower his blood pressure.   According to Stephen, 

he was supported by his staff in making these changes and eight weeks after the initial 

diagnosis had lost over two stones in weight, helping to return his blood pressure to 

normal.  Stephen reported that his support staff reminded him to weigh himself and to 

check his blood pressure, as well as assisted him with the reading and recording of his 

blood pressure, and with making changes to his diet:   

Um the support I have…they’ve been supporting me for a couple of weeks, um so it’s 

like okay, ‘Have you weighed yourself? Have you checked your blood?’ Because they 

act like a second opinion.  When I do my um blood pressure they kind of like sit there 

with me, do the first reading, you know, I relax, do the first reading, wait ten minutes, 

do the second reading, um so they, and…the same with when I weigh myself um they act 

like the second opinion just to say, ’Okay this reads out as’, whatever my blood 

pressure is, whatever how many beats per minute my heart rate is, whatever my weight 

is, so then they act as the second opinion and they help me write out the forms sort of 
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stuff um and then when it comes to food portion obviously they help portion control pp 

8-9  (Stephen, Interview Three) 

Like John, Stephen also described taking responsibility for his health.  Here, Stephen talks 

about how tackling bad food habits was difficult at first, but after avoiding cues/triggers for 

these bad habits he was gradually able to replace them with healthier ones:   

I was still going to coffee shops and little cafes and whatever, um I still have my tea, 

coffee, um fruit juice whatever, like freshly squeezed fruit juice but when they ask, ‘Oh 

would you like er biscuit would you like this, that, the other’ I just blankly refuse um 

which, which I think for the first couple of weeks it was difficult, but then I think after 

the third week it became easier so certainly after the third week it became easier so I 

don’t automatically grab the cakes or biscuits or whatever or the chocolate, nowadays 

it’s automatic for me to just walk past them, rather than actually picking them up and I 

have no cravings for, I have no cravings for sweet stuff now which is like weird for me 

pp 7-8   (Stephen, Interview Three)  

As well as those participants who had been advised to make changes to their lifestyle to 

help control disease, many other participants appeared to recognise the importance of 

eating healthily and engaging in exercise to help prevent health problems from developing 

in the future.  At interview one, while many were not leading a healthy lifestyle, many 

were motivated to want to make changes but seemed unsure as to how to go about doing it.  

By the second interview, participants were being supported to make lifestyle changes.  

This support tended not to come from the GP and/or from other services, but from family 

members or paid support.  However, at interview three it was clear from a few participants’ 

accounts that support was not only needed to make changes, but also to sustain them.   
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James had raised the issue of his poor diet at his AHC; however, it did not appear as if any 

advice was given to James about how he could address this.  By the second interview, 

however, James reported having lost fifteen pounds in three months through a weight 

management programme designed by his support staff.   It is important to note that while 

James was supported by his staff to lose weight, research has shown that inadequate 

support by both family and paid carers is a major barrier to healthy living for people with 

learning disabilities (Public Health England, 2016).  So, GPs need to be mindful that the 

person with the learning disability may not have the necessary support available to them to 

be able to eat more healthily and/or to take more exercise.    

Ways in which James was being supported to lead a healthier lifestyle included: (1) being 

set realistic, achievable goals to help lose weight, (2) being assisted with shopping, 

preparing and cooking meals and (3) improved health literacy so that he could better 

understand and use the information to make informed decisions about his health.  Here, 

James describes being taught how to read food labels: 

Yeah, but what I’ve done and they showed me, there’s one pop, it says um, there’s some 

pop that’s got sugar in, there’s one it says no, it says [Heather (supported living services 

manager): no added sugar] with calories [Heather (supported living services manager):  

Yeah] and it tells you there’s no sugar in one p 18 (James, Interview Two)  

When James was supported to self-manage his diet, this enhanced his self-esteem and self-

confidence, positively changing his attitude towards himself and the situation, so that he was 

better able to take control of his life and become more effective.  Here, James describes 

feeling positive as a result of taking better care of what he eats:  

Oh, I feel fantastic, it’s emotionally… X [James’ sister] so proud of me she said um 

yeah ‘Keep on doing it and don’t go on the crap’ pp 13-14 (James, Interview Two)  
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By interview three James reported having to recommit to becoming healthier after falling 

back into old habits: 

Interviewer:  So, you lost thirteen pounds. That’s incredible 

James:  Yeah, then, then I weighed myself on a few other days and then it went then 

from good to worse   p 21 (James, Interview Three)  

Making lifestyle change and building new habits can be difficult for anyone, but can be 

especially challenging for people with learning disabilities who may need additional 

support with not only understanding health information, but knowing how to act upon it.  

James told of how his support team helped him to get back on track:   

And this one day we’ve got a soup er [Heather: We’ve got a soup maker now] Yeah 

[Heather (supported living services manager): To make healthy soups] and what we do 

we took the chicken out and then we put and then we put them on a plate, put them in a 

microwave oven, then we chopped them up, put them in a saucepan and then we had 

these new potatoes and then we done exactly the same…and then we put it in a, in a 

soup maker and then we had chicken and potato soup…p 4  (James, Interview Three)   

At Stephen’s AHC, the doctor did not suggest any ways in which Stephen could lose some 

of the weight that he had gained.  In the time between the first and second interviews, as 

well as walking regularly, Stephen also decided to give up alcohol and said that he felt 

much better for doing this.  However, during interviews two and three, Stephen explained 

how he began drinking alcohol again whilst socialising with friends and putting on weight.  

This may have been a factor in Stephen being diagnosed with hypertension after suffering 

from dizzy spells.    

In the first interview, Kelly said that her diet was poor and that she did not exercise.  How 

to eat more healthily and exercise did not appear to have been discussed at Kelly’s AHC, 
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although Kelly seemed motivated to want to do something about it.  In the second 

interview, Kelly described how she had been walking independently to try and lose weight 

and increase her activity levels.  Kelly told of how she continued to engage in physical 

activity at interview three:  

Yeah, I still try and do walking p 8 (Kelly, Interview Three)  

In interview three, Kelly explained how her aunt had been actively supporting her to 

engage in physical activity.  For example, asking Kelly to run errands, so that she had to 

walk:   

She has me walking places, I’ve noticed now, ‘Go and get this, Go and get that, 

walking’s good for you, go and the get the, go and get this, go and get that’ [Both 

laugh], I’m like, ‘Yeah, alright’ p 10 (Kelly, Interview Three)  

In interview two Kelly described how it was difficult to eat healthily at home.  A key issue 

for Kelly seemed to be a lack of choice and control over the food that she ate.  Her food 

tended to be prepared and cooked for her by other family members, suggesting that a 

potential barrier to weight management for people with learning disabilities may be 

supporters’ lack of knowledge about buying, cooking and eating healthy food:     

With food see I don’t prepare my own food either.   Mammy does it or my auntie makes 

food or we order food, so it’s awkward p 10 (Kelly, Interview Two) 

By the third interview, the situation seemed to have changed, with Kelly reporting that her 

aunt had been providing her with healthier options, such as salads.  Furthermore, Kelly’s 

aunt had been teaching Kelly how to prepare and cook healthy meals:   

And yesterday I did peel my own potatoes… And it was pretty easy, it was only a couple, 

but it was really, really easy pp 14-15 (Kelly, interview three)  
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It was not clear from Kelly’s interview how exactly this change had come about.   

At interview three, both Kelly and Jenny were continuing to increase their fluid intake to 

avoid dehydration.  There appeared to be different factors at play in terms of what was 

motivating Jenny and Kelly to keep better hydrated.  For Jenny, being hospitalised with a 

kidney infection between interviews one and two seemed to reinforce the importance of 

keeping hydrated: 

I think it’s interesting now because I’m a lot more aware of drinking a lot more fluid, 

which I think it’s a good thing because I think it was that spell I had in the hospital that 

kind of really woke me up to it p 2 (Jenny, Interview Three) 

For Kelly having positive role models in her aunt and uncle seemed to be a key motivating 

factor:   

Interviewer: So how does that help you if your auntie and uncle are drinking the water? 

Kelly:  A lot to be honest because I don’t think that I’m the only people, person that 

drinks it p 7 (Kelly, Interview Three) 

Eddie’s overall health appeared to deteriorate in the time between interviews one and two.  

Eddie was not only without asthma inhalers, but he also appeared to be drinking more 

alcohol:  

More.  Well, I don’t know…Well, I don’t get sick after er drinking so p 15 (Eddie, 

Interview Two) 

It did not appear as if Eddie understood the risks of continuing with such an unhealthy 

lifestyle.  For example, Eddie seemed to think that ‘being healthy’ meant that he would 

have to do something extreme.  He did not seem to understand that even small changes can 

bring benefits to health: 
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I don’t want to be one of these people who is er health freak… skinny and goes to the 

gym every day p 16 (Eddie, Interview Two) 

It was unclear whether Eddie had been given the information to make an informed decision 

about his lifestyle choices. 

A small number of participants appeared to continue to experience health problems across 

interviews two and three, probably because they had not yet received appropriate medical 

attention, treatment or were not being supported to help manage the issue effectively.  

Eddie’s asthma did not appear to have been checked at the AHC and he felt that he had not 

been supported to self-manage his health condition.  At the time, Eddie had asthma 

inhalers but acknowledged that he did not always use them properly.  He reported that he 

had never seen an asthma nurse and had never had his asthma medication reviewed.  By 

the second interview, it seemed that Eddie had been without his inhalers for at least two 

months:  

Well, I haven’t got any at the moment… Well, we were supposed to order them last 

week but it was so hectic I forgot p 12 (Eddie, Interview Two)  

… 

Interviewer: So how long have you been without your inhalers now?   

Eddie:  Since last year p 13 (Eddie, Interview Two)  

By the time of the third interview, there were signs that Eddie was continuing to struggle to 

self-manage his asthma.  For example, whilst Eddie now had asthma inhalers (at interview 

two Eddie was without inhalers) he said that no one had shown him how to properly use 

them.  Eddie also said that he was not using his preventer inhaler every day as prescribed:   

Interviewer: Has anyone ever shown you how to use your inhalers properly? 
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Eddie: No p 8 (Eddie, Interview Three) 

… 

Eddie:  Well, it, um Ventolin when you have a pull [sounds like ‘pull’]’…and you’re 

supposed to use Becotide every day 

Interviewer:  Do you use your Becotide every day? 

Eddie: No p 8 (Eddie, Interview Three) 

Angela, who had Cerebral palsy, reported a worsening of her arthritis in the months 

following the AHC:    

I got arthritis in my hip now p 1 (Angela, Interview Two) 

From what was reported, Angela did not appear to have been well supported in making 

decisions about treatment for her arthritis.  In the time between interviews one and two, 

Angela described having been offered a knee replacement; however, Angela went on to say 

that she had declined the surgery because she was worried about who would look after her 

after she had been discharged from the hospital.  Angela had assumed that her elderly 

mother would have to look after her and had not realised that social services and/or the 

primary care team could provide care and support.  From what was said during the 

interview, it did not appear as if Angela’s questions or concerns were addressed regarding 

what would happen post-surgery.   

Interviewer:  So, why’ve you said ‘No’ then Angela? 

Angela: I’m a bit worried because my mother is old and she can’t look after me p 5  

(Angela, Interview Two) 
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At interview three, Angela appeared no nearer to getting a knee replacement.   Angela said 

that she had been unable to discuss her post-discharge care with health professionals 

because her mother was always present.  It did not appear as if any health professional had 

discussed this with Angela:   

No, no because mum is always with me. Mum is always with me   p 3 (Angela, Interview 

Three) 

… 

Interviewer: Have the doctors or the nurses asked you if you need any support after the 

operation? 

Angela:  No p 3 (Angela, Interview Three) 

In the excerpt below, Angela discusses the possibility of having social services and/or the 

community nursing team support her with her recovery after discharge from the hospital.  

Angela appeared concerned about someone turning up early in the morning to offer 

support before she was ready to receive them:  

Angela: They come too early.  They come about half-past 7 in the morning p 4 (Angela, 

Interview Three)  

At the second interview, Tiffany said that she was continuing to experience pain in her hips 

and thighs.  Tiffany’s father, Mark, explained that they did see the doctor about the pain in 

Tiffany’ legs/thighs not long before her AHC; however, the doctor did not seem too 

concerned and no further investigations took place.  The issue did not appear to have been 

discussed at the AHC.  Mark seemed reticent to take Tiffany back to see the doctor as the 

doctor had said that everything was okay:   

Interviewer:  So, do you think if it continues you might go back? 
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Mark:  Not long before…um but they did not seem, they checked and everything and um 

yeah, they did they did check it but they just did not, they said, ‘Oh can’t see anything 

or’ …so not an awful lot was done, but p 8 (Mark, Interview Two)  

Mike and Tiffany thought that the issue may have something to do with Tiffany’s 

increasing weight and/or lack of exercise and sought to address this problem themselves.  

However, it was not clear exactly what they intended to do to bring about this change:   

 I honestly think it’s something to do with lack of exercise because you know she doesn’t 

seem to do a great deal, yes I suppose we are putting a little bit of weight on and I think 

that’s a con, contributing factor to it um and we have said that we’re going to like cut 

down on a lot of stuff aren’t we? pp 4-5 (Mark, Interview Two) 

At interview three, Tiffany said that she was still suffering from intermittent pain in her 

hips and thighs.  Mark expressed his concerns regarding Tiffany’s increasing weight 

(which may have been putting additional stress on the hips and thighs), but seemed unsure 

as to how best support his daughter to make positive lifestyle changes.  Mark also reported 

that finding the time to plan and deliver these changes was proving difficult:     

Trying to um it’s just like because we’re always busy, we’re always doing something 

and it’s like, you know, making time um to sort of do anything, that’s the biggest part 

um but we are sort of trying and we have you know we both need to lose weight though 

don’t we? p 5 (Mark, Interview Three) 

Mark indicated that the family could benefit from some support from a health professional 

to help Tiffany lose weight: 

Interviewer: Just out of interest is that something that you would like to talk to a doctor 

or a nurse about, like at a health check? 
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Mark:  Quite possibly actually to like get some ideas and that on how to do things 

would be because we both want it, don’t we? p 6 (Mark, Interview Three)  

Several participants presented with common clinical conditions/minor ailments, such as a 

fungal toe infection, constipation and eczema.    

The abdominal check at the AHC can reveal evidence of constipation.  People with 

learning disabilities are susceptible to constipation because of medication, reduced activity 

or insufficient quantities of fibre and water in meals (Coleman and Spurling, 2010).  They 

may find it difficult to communicate the symptoms of constipation to doctors and carers 

and if left untreated constipation can lead to unnecessary health problems and even death 

(Coleman and Spurling, 2010).  The AHC provides an opportunity to educate family 

members and paid support staff about the importance of preventing and managing 

constipation in people with learning disabilities.   Glyn who had a severe to profound 

learning disability was reported as needing a lot of support to help monitor and manage his 

constipation and at interview two Peter described the implications for Glyn’s health of not 

doing this:    

I think apparently back, before again I worked with Glyn, he was impacted and he had 

not been to the toilet for quite some time…so it was quite serious, and that’s why 

they’ve got a protocol in place now p13 (Peter, support worker to Glyn, Interview Two)  

Two participants with a severe to profound learning disability had skin conditions.  These 

participants appeared to continue to need support to help manage their symptoms.   At 

interview three Gavin’s mother reported how a change in Gavin’s showering routine 

appeared to be helping his eczema: 

I’ve asked him, the people at X, where, you know, the college where he’s at to get it in 

to a routine that his alarm is set for 7.30 and just get him to say ah just go to the toilet, 
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get in the shower because if you just prompt him he’ll do it [Interviewer: Okay] and 

then that’s had a really positive impact on his scalp and on his skin   p 5 (Paula, 

Interview Three)  

At interview three, Peter explained how Glyn’s dermatitis was now being helped by having 

staff consistently use the same sensitive skin products: 

We’ve sort of gone for um using more sensitive shampoos and the baby shampoos and 

all that sort of thing which seem to be calming down his skin a lot more pp 8-9 (Peter, 

support worker to Glyn, Interview Three)  

Here, Peter describes how Glyn was able to apply aqueous cream to his skin and could rub 

it in a little.  This demonstrates that people with severe to profound learning disability may 

be able to participate in some aspects of self-management:  

Um just applying his cream after showering and shaving with Glyn normally and Glyn 

can do that and Glyn will rub a bit and then you tend to finish off for him p 15 (Peter, 

(support worker, Interview Two)  

At the second interview, it seemed that a small number of participants were not being 

supported to self-manage common clinical conditions/minor ailments.   This lack of 

support appeared to impact negatively on participants’ health.  For example, Kelly 

continued to suffer from heavy periods.  However, by the time of the third interview Kelly 

had been back to see the doctor and had been prescribed a new medication to help treat the 

problem: 

Kelly: Still pretty heavy, but I’ve had tablets for that…I stopped them but now I started 

back new ones… I think I went last week to see the doctor  
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Interviewer:  So, was that your decision to go back? 

Kelly:  Well, mine and mammy’s really pp 2-3 (Kelly, Interview Three)  

At the second interview, Eddie reported that he may have been able to have taken the ear 

drops prescribed by the doctor at his AHC had he been shown how to apply them properly.  

As Eddie was experiencing difficulty with taking the drops, he stopped using them: 

Well, I did not use the um, I did have the ear drops, but no one showed me to use them 

properly so, just… Because it was running down my ear and p 22 (Eddie, Interview 

Two) 

 At the third interview, Eddie stated that he was continuing to have problems with tinnitus: 

Well sometimes.  I get a, feels like if a tap is dripping p 10 (Eddie, Interview Three)  

Eddie seemed disinclined to go back to the GP to discuss the problems that he was having 

with the ear drops.  It was unclear why Eddie was reluctant to go back and see the GP, 

especially since the GP had advised Eddie to go back if he continued to experience 

problems with his hearing.   

  7:3:2 Supporting mental health  

 

Not all participants were asked about mental health at the AHC, despite people with 

learning disabilities having a greater tendency to develop mental health problems 

compared with the general population (Foundation for People with Learning Disabilities, 

2019).  Many participants described ongoing issues with their mental health in the months 

following the AHC, the main difficulties being anxiety and sleep problems.  For some 

participants, ongoing mental health issues greatly impacted their lives.  For this reason, 



 

299 
 

PUBLIC / CYHOEDDUS 

mental health has been not integrated into the ‘Keeping Healthy’ theme, but treated as a 

separate theme.   

Both Kelly and James reported experiencing poor sleep and anxiety.   

Kelly stated that she took medication to help with anxiety and sleeplessness.  However, 

whilst Kelly’s medication appeared to alleviate her anxiety, it seemed less effective at 

treating her poor sleep:   

Interviewer: When we last spoke you told me that you took tablets to help you with your 

sleep [Kelly: Yes] How is your sleep? 

Kelly:  Still not very good p 13 (Kelly, Interview Two)  

It was not clear what was being done to address Kelly’s ongoing issues with poor sleep. 

James’ mental health seemed to fluctuate between interviews.  James’ mental health 

rapidly deteriorated during interviews one and two (poor sleep appeared to have been a 

contributing factor):   

      I was struggling really badly p 6 (James, Interview Two) 

James reported how his support staff helped him to get a doctor’s appointment.  Here 

James describes how the doctor reviewed and changed his medication:     

And they prescribed me for a new tablet, just for one, I take two old ones in the         

morning and night and just take one new one, the one 30 mg p 3 (James, Interview 

Two)  

At interview three, James reported that he had been sleeping better; however, he had also 

been feeling more restless: 
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Interviewer:  If you look at the last sort of two or three months, James, do you think 

your sleeping has been better or worse or the same? 

James:  I think it’s got better p 3 

… 

James: I can’t stop walking back and forth p 9 (James, Interview Three)  

Mike reported continuing to suffer from stress as a result of being bullied:   

Mike: Terrible, isn’t it? 

Interviewer:  Ah, okay.  Can you tell me more? 

Mike:  Coughing and spewing ain’t I…Coughing and spewing and everything 

Sandy (Mike’s sister):  Stress 

Interviewer:  Okay, so it’s still connected to the bullying 

Mike:  Yeah pp 1-2 (Mike, Interview Three) 

According to Mike, his anxiety had not abated in the time between interviews and 

according to his sister he was irritable. 

I get anxious and I’m still nervous p 8 (Mike, Interview Two)  

… 

Sandy (Mike’s sister): Yes, he’s losing his rag a lot now p 4 (Sandy, Interview Three)  

Mike said he had spoken to his doctor about his anxiety since the AHC but had not been 

offered any treatment and/or support.  Mike was unhappy about this:  

I feel mad…I would like to have more support p 9 (Mike, Interview Two)  
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The majority of participants’ mental health issues were treated with medication.  This was 

usually via the doctor, although two participants (James and Glyn) had medication 

prescribed via a psychiatrist.  The medical model approach sees mental health issues as 

physical diseases that can be treated via medication (Kinderman, 2014).  However, a 

critical realist interactionist approach would argue that there is a complex interplay of 

various causal mechanisms influencing mental ill-health and therefore it provides a better 

framework for understanding mental ill-health than explanations that focus primarily on a 

single cause, whether that be biological, psychological or environmental (Mooney, 2015).     

A critical realist approach would therefore suggest that there are many ways in which 

mental health can be improved, from taking medication to coaching or therapy, engaging 

in a meaningful activity such as art, drama or gardening or partaking in exercise and eating 

a healthy diet.  However, at interview three, James continued to be the only participant for 

whom mental health was being supported in ways other than just taking prescribed 

medication.   For example, James was being encouraged by his support staff to find a 

meaningful activity that would help to keep his mind occupied to help with the anxiety:   

So that’s what we’ve been trying to do, take your mind of other things that worry us… 

and replace that with things that are positive p 6 (Heather, supported living services 

manager, Interview Three)  

Mindfulness was also being considered as a means of helping James with his anxiety: 

They’ve actually contacted X and X and they do mindfulness, it’s free, it’s free, it’s 

called X and we’ve got some leaflets for James and we’re thinking may be able to 

support James with going to classes, um and getting help with anxiety, so we’re trying 

to go down that route p 9 (Heather, supported living services manager, Interview 

Three)   
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Like James, Glyn’s mental health also seemed to fluctuate between interviews.  By the 

time of the second interview, Peter reported that Glyn was struggling to cope with several 

new members of staff, culminating in behaviours that challenge.  PRN medication was 

being considered as part of a strategy to alleviate Glyn’s high anxiety on days when he was 

struggling to manage:   

For Glyn, it may benefit his day um having with a slight bit more medication where he 

can do then another activity rather than being in a mood all day and spitting at 

someone and throwing things um and then over time if he’s not displaying these 

behaviours it may decrease these behaviours we can take away the PRN medication p 

19 (Peter, support worker to Glyn, Interview Two)  

Glyn’s mood had been good in the time between interviews two and three with no change 

to his medication.  According to Peter, having the same, consistent staff team had helped: 

Pretty good, yeah, he’s been pretty good lately.  He had a meds review and there was 

no change um the team is fixed, there’s been no new people coming in this year so 

we’ve had the same staff team for a whole year now with Glyn which is really good so 

relationships have been really good amongst the staff, his activities have been good p 4  

(Peter, support worker to Glyn, Interview Three)  

However, Peter reported that Glyn’s elderly mother had become very unwell in the time 

between interviews, meaning that she had not been able to visit Glyn.  Peter described how 

Glyn had been missing his mother:  

The only downside the last few months is his mum’s gone ill and he hasn’t seen his 

mum, which does upset him…but and he’s asking a lot about mum… We just try and 

take his mind off it really…  p 4 (Peter, support worker to Glyn, Interview Three)  
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John went on to report an improvement in his mental health after receiving support from 

the GP.  John felt uncomfortable talking to the doctor about his mental health at his AHC.  

At the second interview, John said that he was continuing to suffer from anxiety and 

sleeplessness after the loss of his mother: 

I don’t have very good sleep like I said before…I’m still not sleeping very 

well…because of the weather and all that… It’s every, it’s because of my blood 

pressure, I can’t relax and [Inaudible] as well I whittle… And my mum, lost my mum as 

well pp 13-14 (John, Interview Two) 

However, in the time between interviews two and three, John had been back to the surgery 

to see two different doctors about his inability to sleep.  The second doctor prescribed 

some medication. Here, John explains how the medication had been helping:   

Been good, make me more relaxed pp 4-5 (John, Interview Three)  

John said that he found the first doctor that he spoke to about his sleep difficulties 

unhelpful, whereas he felt that that the second doctor had more time for him and a better 

understanding of the needs of people with a learning disability.  He also said that the 

second GP did not treat him like ‘a baby’, suggesting that John felt that the first doctor 

treated him with disrespect: 

He had more time to help, he had more time for disabled people…the first one had no 

time for me, the first one…He said he’d make me more relaxed…and talked to me as 

well like a like a disabled person not like a baby p 4 (John, Interview Three)   

The manner of interaction of GP was important for participants and a perceived poor 

attitude could be a reason why some people with learning disabilities decide not to revisit 

the doctor, which could have implications for their health, whether that be a physical or 

mental health condition.   In this instance, John decided to go back to the surgery and 
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happened to see a different doctor, who he felt was more helpful.  It was not known what 

prompted John to go back after his negative encounter with the first GP.  

Sandy’s mental health appeared to remain stable in the months after the AHC, so long as 

she continued to take her medication:   

My mood is fine…Still get stressed like but…because I used to take one, one wasn’t 

doing it so they upped it to two and my mum was the same pp 8-9 (Sandy, Interview 

Three)  

 

7:3:3 Care and support issues  

 

Being able to self-manage one’s health effectively also depends on the person’s care and 

support needs being met.  Although health checks primarily aim to identify and treat unmet 

health needs in people with learning disabilities, the ‘Support Information’ section of the 

AHC also presents an opportunity to check whether there may be any carer/support issues 

present, which might require a referral and/or signposting to other services (RCGP, 2020).   

Despite being a carer to her brother, Mike, Sandy had several health conditions and during 

interview one revealed that she had a community nurse come to the home every day to 

assist with her care needs, such as bathing.  At interview two, Sandy reported that she was 

continuing to receive support from the community nurse:    

Interviewer:  Okay, what about you because you were seeing a community nurse? Are 

you still seeing a community nurse? 

Sandy:  Yeah, I get them every day p 16 
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(Sandy, Interview Two)  

At interview two, Mike revealed that he was finding it difficult to access support from 

social services, which was placing higher caring demands upon his sister.  Here, Sandy 

describes how she was finding it increasingly more difficult to support her brother due to 

her deteriorating health:   

Well, he did, he was having people go in, person going back and forth to the 

appointments with him, but it’s a nightmare man.  I’m trying to put things in place 

because there’s going to be a time when I’m not going to be able to go with him 

because it’s not working out that way p 16 (Sandy, Interview Two)  

Mike said that he was worried about the increasing demands that were being placed upon 

his sister:    

 I’m not happy with social services [Inaudible] because they’re supposed to help 

somebody with a learning disability and then they don’t and certainly I haven’t seen my 

support worker since God knows when.  I’m not happy with that and that’s about it.   p 

28 (Mike, Interview Two)   

Mike felt let down by social services and feared what would happen to him if he did not 

have his sister to provide support:   

They’re letting me down…If I did not have my sister God knows what would happen p 

30 (Mike, Interview Two)  

By interview three, Mike and Sandy appeared to both be struggling with their health and 

mental wellbeing.  Sandy and Mike were also waiting to be relocated due to Mike being 

bullied by a neighbour for having a learning disability.  Declining health and a lack of 
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support may likely have made it more difficult for Sandy and Mike to self-manage their 

health at this time.   

At the time of the second interview, Eddie had been living independently and seemed to be 

struggling to look after himself.   He appeared to be drinking heavily and spending a lot of 

time at the pub.  The researcher wondered if loneliness was contributing to Eddie’s 

alcoholism as he did not seem to know how to fill his weekends and evenings.  In the time 

between the second and third interviews, Eddie had moved into supported living 

accommodation.  This appeared to create opportunities for Eddie for the self-management 

of health.  For instance, Eddie reported starting a healthy eating class: 

Interviewer: So, you’ve been making things like fruit kebabs 

Eddie:  And um er fruit salad p 17  

(Eddie, Interview Three) 

Eddie also appeared to be engaging in social activities.  For instance, Eddie reported that 

he was now going tenpin bowling: 

Well, I’ve er been going er to tin pin bowling because I got um support now p 17 

(Eddie, Interview Three)  

James had 10 hours of support per week. During interview three, James said that he was 

using all his allocated support time for going out for coffee.  Heather, the supported living 

services manager, explained that they were trying to support him to use this time more 

effectively.  For example, for support with medical appointments:    

X’s spoken to you about making sure you use your support wisely [James: Yeah] and 

you don’t use it for going out for coffee and [James: No] food, you’ve got to use it for 

things that are really important to you [James: Yeah] that’s it for [James: Yeah], so 
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we’re trying to make sure that you’re healthy with that, which is your healthy eating 

and your medical appointments [J: Yeah] and keeping your house really nice [James: 

Yeah] and repairs and… p 6  (Heather, supported living services manager, Interview 

Three)  

  7:3:4 Theme summary 

From participants’ reports, it would appear that long-term health conditions continued to 

be monitored after the first interview.  However, participants’ accounts also suggested that 

some GPs might not be aware of the difficulties that patients with learning disabilities may 

face when trying to understand and/or follow the advice concerning managing health 

conditions.  Many participants seemed determined and were capable of participating in 

self-management so long as they had the right support and opportunities.  Self-

management support appeared to come mostly from family members, peers or paid carers, 

which varied in terms of the amount and the nature of the support provided.  The extent to 

which people were involved in their healthcare could change over time depending on 

factors such as changing health needs or the availability of opportunities for the self-

management of health.   

A small number of participants appeared to continue to experience health problems across 

interviews two and three.  This may have been because they had not yet received 

appropriate medical attention or treatment for their health issue or were not being 

supported to self-manage their health effectively.  Some participants reported having 

developed new health issues and/or health conditions in the time between the two AHCs, 

which appeared to be appropriately followed up and addressed.   

Participants who had been motivated to want to make lifestyle changes at interview one to 

prevent disease reported being supported with this at interview two.  This support tended 
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not to come from the GP and/or from other services, but from family members, peers or 

paid support.  However, it was clear from a few participants’ accounts at interview three 

that ongoing support was sometimes required to sustain this change.   From participants’ 

reports it also emerged that some family caregivers may need information and advice to 

support the person they care for to live healthily.   

Many participants described ongoing issues with their mental health in the months 

following the AHC, with the majority of participants’ mental health needs being treated 

with prescribed medication either by the GP or a psychiatrist.    A few participants referred 

to care and support issues, which may have had implications for the self-management of 

health.   
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        7:4 Theme Three:  The need for reasonably adjusted health      

        services 

The same participants at interview one who experienced problems accessing cancer 

screening, dental and eye services continued to do so at the follow-up interviews.  Other 

participants reported experiencing no difficulties accessing these services. 

                     7:4:1 Cancer screening  

At the second interview, Angela relayed that she had not had the opportunity to talk to the 

nurse/doctor at her surgery about her difficulties with trying to use the bowel cancer 

screening test kit.   

7:4:2 Dental services  

Some participants said that they had accessed dental services in the time between 

interviews, usually with the support of a family member or support worker.  For example, 

Paula reported that Gavin had visited the orthodontist in the time between interviews one 

and two to discuss having some teeth removed.  At the pre-assessment, Paula met with a 

learning disability champion.  In Wales, anyone who works at a hospital can train to 

become a learning disability champion.  A learning disability champion works with the 

staff on the hospital ward or in the department, as well as with the learning disability 

liaison team, to provide the care that the person with a learning disability needs (The Paul 

Ridd Foundation, 2020).  Here Paula describes how the learning disability champion asked 

her about how best to support Gavin with the dental procedure:  

We talked about when Gavin goes in for an operation, how would it work and would 

they be able to use Makaton because obviously he won’t really be able to understand 
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what’s going on, um we had a really good conversation about all of that and she was 

like yeah, you can call me any time and all the rest, it was really good p 7  (Paula, 

Interview Two) 

At interview two, Peter described how Glyn accessed a community dentist, who was 

specifically set up to meet Glyn’s needs:   

The dentist we go to is really good um it’s not a standard dentist…it’s for either 

children or people with learning difficulties or disabilities, it’s not a standard dentist, so 

the dentists are very good with him um and the room is quite set up, it’s very quiet, 

there isn’t very really anyone in the waiting rooms, when you have your appointment 

you’re pretty much straight in so it’s not hanging around and… it’s not a busy dentist 

waiting room…p 10  (Peter, support worker to Glyn, Interview Two)  

From what was reported the same participants at interview one continued to face barriers 

when trying to access dental care.      

At interview two, Eddie said that he needed dental treatment, but appeared to face several 

barriers to accessing this, including a lack of choice and control in his dental care; not 

hearing anything from the surgery about his next appointment and a lack of support to help 

him with his fear of needles:  Just don’t like needles, don’t like blood p 11 (Eddie, 

Interview Two).  At interview three, Eddie reported that he had a dentist appointment, 

which his advocate had helped to arrange.  The advocate had also agreed to support Eddie 

at his dental appointment:   

Interviewer: And she’s spoken to the dentist and you’re going on Friday [Eddie: Mm] Is 

X going with you? 

Eddie:  Yeah p 13 
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(Eddie, Interview Three) 

At the second interview, James appeared to be continuing to avoid going to the dentist.  

The reasons for this were not entirely clear.   Anxiety around past dental treatment may 

have been acting as a barrier:   

Well, I wish I had my teeth, if I had ate properly I wouldn’t have had my teeth out p 16  

(James, Interview Two)  

At interview three, James had not visited the dentist.  

By interview three both Kelly and Stephen were yet to visit the dentist:  

Interviewer: Dentist? 

Kelly: No pp 1-2 

(Kelly, Interview Three) 

… 

… I’m yet to book an appointment but I’ve had no issues with um, I’ve had no issues 

with teeth or anything like that p 15 (Stephen, Interview Three)  

 

               7:4:3 Eye services  

 

Several participants had visited the optician for routine appointments in the time between 

interviews one and three.  This was usually with the support of a family member or a 

support worker:   

Opticians you go regular um you went, when did you last go? You’ve just had new 

glasses anyway haven’t you? p 3 (Mark, Interview Three) 
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… 

Interviewer: I haven’t asked you have you been to the optician since we last met? 

James:  I have because this one of my eyes has had problems 

Interviewer:  So, at the optician [James: Yeah] do you go with support or on your own? 

James:  I what I done I leave the house and then the staff can meet me down there pp 

12-13 (Interview Three)   

The same participants who reported difficulties with accessing eye services at interview 

one appeared to continue to do so at the follow-up interviews.   

John said that he avoided visiting the optician because he feared it would be noisy and 

busy:  

I don’t like crowds though and that’s the trouble p 19 (John, Interview Two)  

… 

John:  I haven’t had my eyes test, I haven’t had them done p 29 (John, Interview Three) 

Stephen felt anxious about visiting the optician as he did not like people invading his 

personal space.  He also found the tools/equipment intimidating; he wasn’t sure whether 

the optician would get his prescription right and he was concerned about the optician using 

complex words which he might struggle to understand.  He felt that he would need support 

to visit the optician:    

I guess almost being um a bit anxious cause like I said it’s been years since I last had 

my eyes checked and you know and I’m not really keen on people um being that close to 

me.  I can understand they have to be that close, they have to, they use the little lens 

torch thingy to look in your eyes but it’s, I don’t know, it feels a bit intimidating because 
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of the machines they use and them having that boundary thing…Um I think if um I think 

I would need some form of support…I’m not sure what type of language they would use, 

because they might use, you know, okay, I can understand certain big words but if they 

said, ‘Oh you have whatever medical condition’…I guess um I would need support 

because of the language barrier because they’ll be using medical language pp 8-9  

(Stephen, Interview Two)  

 

7:4:4 Theme summary 

The same participants who continued to experience barriers to accessing cancer screening, 

dental and/or eye services at interview one continued to do so in the ensuing months.  

However, one participant was able to access dental services between interviews two and 

three once he had acquired some support.      
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7:5 Theme Four: Going for another health check  

This theme relates to the third interview when participants were preparing for their next 

AHC.  In particular, it is concerned with participants’ thoughts and feelings about having 

another health check, as well as how previous experiences of the AHC may have 

influenced these.   

Between interviews two and three, Mike and Angela relayed that they had been for another 

AHC. 

Mike said that his AHC was carried out by his regular doctor, the same doctor who carried 

out the previous health check.  Mike described feeling happy with his AHC consultation 

and reported that no new health problems were detected:  

Interviewer:  Were you happy with everything? 

Mike:  Yes, I was happy with everything, yeah 

Interviewer:  Was it with the doctor that you normally see? 

Mike: [Nodded] pp 17-18  

  (Mike, Interview Three) 

… 

Interviewer: Did the doctor find any problems with your health at the health check? 

Mike and Sandy (in unison):  No 

Interviewer: Do you feel that you were able to talk to the doctor about everything? 

Mike:  Yeah p 19  
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                     (Mike, Interview Three) 

Angela felt dissatisfied with her AHC.  Here, Angela describes how the doctor was focused 

on the computer screen, rather than on making eye contact and establishing rapport with 

her, which acted as a barrier to communication between them:   

It was a bit difficult because the doctor did not talk to me…Because he was looking at 

the computer, not at me pp 9-10 (Angela, Interview Three)  

This made it difficult for Angela to talk to the doctor about her difficulties with trying to 

access the bowel cancer screening test kit:   

I went to tell the doctor… but he did not want to know nothing… did not listen to me 

[Angela cries] pp 7-8 (Angela, Interview Three)  

Angela seemed confused as to whether or not everything was okay with her health.  Angela 

reported that she would have liked more feedback about her health:      

I haven’t had no reply…I haven’t had no reply… I did not have no feedback.  p 14  

(Angela, Interview Three) 

When asked how she felt about AHCs, Angela said:   

They don’t work; I [inaudible] they’re a waste of time.  p 16 (Angela, Interview Three)  

Angela was unsure as to whether she would go back for another health check. 

With the exception of Mike and Angela, who had had an AHC by the time of the third 

interview, only one other participant, Sandy, had received an invitation to their next AHC. 

Sandy was yet to attend her appointment.   Sandy was the only participant to have received 

a reminder about her next AHC consultation:    
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[Reading out the Text message] ‘We notice you haven’t attended for you annual check-

up.  Please phone the surgery and tell the receptionist you need a nurse appointment for 

an annual review’ p 12 (Sandy, Interview Three) 

Sending texts appeared to be one way in which practices were making reasonable 

adjustments to how appointments were offered. Sandy explained that she was usually 

invited to her AHC via text and that the surgery would use this method of communication 

to tell her when her health check was overdue.  According to Sandy, the surgery did this as 

they were aware that she was forgetful and may need reminding of her appointment:   

They said that I was overdue for a health check…They know I’m forgetful p 10 (Sandy, 

Interview Three)   

In the main, participants who were yet to have another AHC were happy to have another 

one.  Jenny said that she was happy to have another health check, although she had no 

issues to report and could not think of anything that she wished to discuss.  Jenny remarked 

that if she did develop any problems with her health before her next AHC, she would 

mention this to the doctor:   

I think if there was things that have come up and I haven’t been well I would obviously 

then say, but touch wood I’ve had no areas of concern p 13 (Jenny, Interview Three)  

James seemed happy to go for another health check and expressed the belief that AHCs 

were important to ensure that people with learning disabilities stay healthy:   

You’ve got to have a health check to make sure that you’re eating well, you’re drinking 

well p 17 (James, Interview Three) 



 

317 
 

PUBLIC / CYHOEDDUS 

However, James felt dissatisfied with new surgery regulations which meant that he now 

had to have support with him to have an AHC:   

 I used to go down there and I used to go on my own right when I did not have staff 

right, but oh no they changed the rules you have to have somebody with you and I think 

that’s unfair p 15 (James, Interview Three) 

Paula seemed happy for Gavin to have another health check.  She explained that AHCs 

would help Gavin to stay well by detecting any problems early and ensuring that he gets 

the right treatment and care.  Furthermore, they would help to build his confidence and 

familiarity with practice staff and going to the surgery:    

Yeah, I think, I think it’s a good thing, the main thing um well it’s two things, I think it’s 

really good for me to know that somebody with a medical qualification is kind of giving 

him the once over, just like a little MOT, to say, ‘Oh let’s have a look at you now’, just 

to make sure that he’s okay, obviously that’s really important, the second advantage is 

that I think the more that Gavin engages in a positive way with the medical profession I 

think that’s a good thing because in the future if he’s not well I don’t want it to be like a 

big scary thing, I want it to be that it’s in his experience and that he’s not alarmed by it 

and so for those two reasons I think it’s a good thing   p 9  (Paula, Interview Three) 

Some participants who had been dissatisfied with the previous AHC or with aspects of it 

expressed a preference for their next AHC to be better and/or carried out by a different 

doctor.   John felt disappointed that not all checks had been carried out at his AHC.  

However, he felt that it was important to have an AHC to help him to stay well.  He felt 

that having his father present at the consultation to support him with his communication 

and understanding could help to improve his experience of the AHC:   
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John:  I’d go for another health check yes.  I’d like to do it to see how it’s getting on.   

Interviewer:  So, you want to know how your health’s doing? 

John: Yes p 24 

(John, Interview Three) 

… 

Interviewer:  Yeah, so, how do you feel about going for another health check? 

John:  A bit nervous 

Interviewer:  Is it alright to tell me a bit more about that? 

John:  Because, because I don’t know what they’re going to say to me the second time 

this year.  They did not do the whole, they did not have the whole process they did last 

time p 23 

(John, Interview Three) 

… 

Interviewer: So, what kind of support would you like from your dad, from your father? 

John: Want more, write things down for me to understand because they have jargon 

which I don’t understand.   p 25 

(John, Interview Three) 

John reported that he would like to talk to the doctor about whether he was managing to 

lower his blood pressure at his next health check:   

 About the blood tests, how the blood’s getting on and my diet…blood pressure pp 27-

18 (John, Interview Three)  
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Stephen thought it was good that people with a learning disability were entitled to an AHC.  

However, Stephen was dissatisfied with the length of his previous AHC consultation and 

remarked that even animals who visited the veterinary surgery got a more thorough 

examination than people with a learning disability:   

It’s um good that they’re doing this health check everyone’s entitled to it p 17  

(Stephen, Interview Three) 

… 

X… she has a dog who goes for a health check, you know your health check, and the 

dog has a better health check than what we as people with learning disabilities have 

because the dog has, goes in for like twenty minutes, half hour health check, has 

everything done, whereas we with people with learning disabilities it’s like, you know, 

you have to prompt the doctor to check for your blood pressure, heart, weight, all that 

sort of stuff, so it’s like okay (.) ouch! pp 23-24  (Stephen, Interview Three) 

Even though people with learning disabilities are more likely to experience poorer health 

outcomes than the general population research evidence suggests that they find it more 

difficult to access some of the evidence-based checks, screening and treatments they need 

(Department of Health, Social Services and Public Safety, 2012).  For Stephen, the contrast 

between the thoroughness of the veterinary check and his rushed health check consultation 

led him to question his moral worth and whether the health of people with learning 

disabilities do not matter as much as that of people without a learning disability.  Feeling 

as if your concerns are not taken seriously could have serious consequences for people 

with learning disabilities who may decide not to seek help in the future.   
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Stephen also thought that the AHC consultation could be a bit of a daunting experience for 

people with autism, especially the physical examination as they may struggle with health 

professionals invading their personal space and/or having their bodies probed/touched:   

I think again it is nerve-wracking a little bit because obviously they’re, they’re invading 

my space as it were because obviously they check your height, weight, blood pressure, 

your breathing, all that sort of stuff um and me being me, being autistic it’s just that you 

know them touching pp 16-17 (Stephen, Interview Three) 

Eddie said that he would be happy to go for another AHC so long as it was an 

improvement on the previous one:   

Interviewer: Okay, so you’d like to go for another health check.  How would you like 

that health check to go if you did go for another health check?   How would you like it 

to be? 

Eddie:  I don’t understand 

Interviewer: If you went for a health check, if you think about the health check you had 

before- 

Eddie:  A lot better p 19 

(Eddie, Interview Three) 

Eddie said that he would welcome the opportunity to talk to the doctor about his anxiety 

around needles at his next health check:   

Eddie:  Um not having any injections 

Interviewer:  Alright, so you would talk to them about, is that your fear of needles? 

Eddie:  Mm.  Needles, blood tests p 22   
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(Eddie, Interview Three) 

While Tiffany reported that she would be happy to go for another AHC, her father Mark 

said that he would only support Tiffany with having another AHC so long as it was carried 

out by a different doctor:   

Interviewer: So, Tiffany, how do you feel about going for another health check? 

Tiffany:  Yeah 

Mark:  Yeah what? 

Tiffany:  I’d say yes p 16 

(Tiffany, Interview Three) 

…. 

Um…with the same doctor er no because in all honesty I thought he was a um, I won’t 

say it, but I don’t think he was that good um if it was with another doctor um and they 

actually done a health check then yeah probably…um but just to be told that you’ve got 

to go down the shop on your own and all that, probably wasn’t the best thing p 17  

(Mark, Interview Three)  

Mark and Paula both reported that they would welcome the opportunity to discuss how 

best to support their children with their health now that they were adults:   

Mark said that he would like to talk to a doctor about how best to support his daughter with 

her health as a young adult:    

I think only just to sort of find out um I don’t know, the way, the way to go forward sort 

of like you know what things Tiffany at her age would need um I suppose what to expect 
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or any help that you know would sort of benefit her because I think like most things we 

sort of deal with um because she’s not normally ill p 19 (Mark, Interview Three) 

Paula told of how she would like to ask the doctor about the onset of early dementia in 

people with Down’s syndrome so that she could protect Gavin from developing the disease 

in the future:     

I’m having to face that you know it’s coming down the line and there is at the moment 

at least um quite a high prevalence of early onset dementia in people with Down’s 

syndrome so it for me I mean I’m giving, trying to give him a healthy diet, things like 

that but it would actually be really helpful to have a doctor saying, ‘Well these are the 

things that we have learned about dementia, you know, you could be giving him omega 

three or you could be doing certain brain training or doing’, I would be really, it would 

be really nice to know what things, positive things we could do to support Gavin  pp 10-

11  (Paula, Interview Three)  

Critical realism takes a life-course view of disability, highlighting the way that disability 

manifests over time (Shakespeare, 2014).  Children with learning disabilities grow up to be 

adults with learning disabilities.  One aspect of this journey to adulthood is 

the transition from children’s services to adults’ services.  This can often be very 

challenging for young people with a learning disability and their families because at a time 

when the young person is having to navigate wider changes in their life, such as leaving 

school and undergoing puberty, there is also a change in services and professionals.  For 

example, a change from paediatric to adult services.  Paula and Mark seemed anxious 

about how best to support their son/daughter to live a long, healthy life as adults with a 

learning disability.  



 

323 
 

PUBLIC / CYHOEDDUS 

When participants were asked how they were usually invited to their health check, most 

said by letter.  Only one participant interviewed said that their practice usually provided a 

letter in an Easy Read format.  This participant was Mike, who at interview three had just 

been for another health check:   

Interviewer: How were you invited for your health check?   

Mike: By letter 

Interviewer:  Can you read that letter Mike? 

Mike:  Yeah.  I can read the letter 

Interviewer:  Is it in Easy Read ? 

Mike:  Easy Read , yeah p 19  

(Mike, Interview Three)  

Some participants reported that they were able to read and make sense of invitation letters 

not produced in Easy Read format:   

By a letter.  I could read it, but it wasn’t in Easy Read p 9  (Angela, Interview Three) 

…   

I’ve completely, fully understood the letters, not always the Mencap kind of Easy Read 

um when it’s come from like our local doctor’s surgery but it’s done in a way that it’s 

kind of directed to me pp 7-8 (Jenny, Interview Three)  

However, one participant struggled to read and make sense of his letters and required his 

support workers to explain what they said.  

Interviewer:  Okay.  James, when you get your letter [James:  Yes] do you read it?   
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James:  I do, but sometimes if the words are difficult, I try and I’ll read it but the words 

are not so easy to, some of them could be easy, some of them are not   

Interviewer:  Does it ever come with pictures in it? 

James: No, just words and er so I keep it for the staff to have a look at pp 15-16 

(James, Interview Three)  

The participant reported that he sometimes put his letter in a drawer for safekeeping:  

If I’m not too sure I’ll keep it there, put it in a drawer or keep it for the staff p 15 

(James, Interview Three) 

At the interview, Heather, the supported living services manager, pointed out that AHCs 

had been missed because James had forgotten about the letter.   

Some participants were invited to their AHC via other means, such as having a note 

attached to their prescription or via the telephone:   

So, when we er send the prescription in they tend to put a note on the prescription 

saying that before you have another prescription we would like to see you for your AHC 

or they’ll phone him, but we’ve got it on our calendar as well p 10 (Peter, support 

worker to Glyn, Interview Three) 

One participant described not being notified of his AHC and having to remember to 

contact the surgery himself to book an appointment:   

They don’t send out the AHC appointment letters for people with a learning disability, 

they have, you have to book them p 17 (Stephen, Interview Three) 
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Most participants said they were willing to chase up delayed appointments either 

themselves or through a family member:   

Interviewer:  Has the surgery been in touch with you about going for another health 

check? 

Kelly: No p 17  

Interviewer:  Do you think you might get in touch with them or your mammy? 

Kelly:  Mammy probably will pp 16-18   

(Kelly, Interview Three) 

… 

Jenny:  It is coming up to a year now so um maybe it’s worth me just checking at home 

[I: Okay] if things have come through or if not p 7 (Jenny, Interview Three)  

Glyn’s next AHC had been scheduled into the calendar, which was due in November.  

Peter, his support worker, remarked that if they had not heard from the surgery by 

November, he would give the surgery a call to book an appointment:   

We haven’t had yet, but we can see he’s on our calendar at November, so if we don’t 

hear anything in the next into November we just book the appointment   p 9 (Peter, 

support worker to Glyn, Interview Three) 

Peter, who supported Glyn, reported that he had several items that he wished to discuss 

with the doctor and/or nurse at the next AHC, including a request for AHCs to be carried 

out as home visits:   
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The big one could be the doctor to come out to see Glyn, we could have home visits, 

they used to before and then we moved up to X and then he went to X, we had to go and 

visit then.  p 11 (Peter, support worker to Glyn, Interview Three) 

Mark was the only person who said that he would be unlikely to contact the surgery to 

chase up a delayed appointment.  Mark clarified this by stating that he did not think that 

AHCs were that useful and, in his view, his daughter had managed so far without them:   

Probably not because it’s just like from the, from the last appointment I thought it was 

quite pathetic, it was like, you know…It achieved absolutely nothing um and you know 

we were sort of like coped the last three years without it…so, I probably wouldn’t 

because, yeah, I suppose once bitten twice shy sort of thing pp 17- 18 (Mark, Interview 

Three)  

A few participants were experiencing difficulties with accessing their next health check.  

For instance, Eddie reported that he would like to go for another AHC; however, it 

appeared as if his surgery were not signed up to the DES.  Eddie felt that his surgery was 

being unhelpful as they had not signposted him elsewhere:   

Eddie: Well, I want to but er they’re sitting on their hands.  They don’t do um in er X…p 

18 (Eddie, Interview Three) 

… 

Interviewer: So, you feel like they’re just not doing anything? [Eddie:  No] And have 

they signposted you to anywhere else that you could go for another health check? 

Eddie: No p 20 (Eddie, Interview Three) 

Paula reported that Gavin was due an AHC before starting residential college, so she 

contacted the surgery to book him in for one.  Paula went on to explain that when she 
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contacted the surgery, the reception staff did not seem to know what she was talking about, 

despite all her previous efforts to inform the practice about AHCs and Gavin’s entitlement 

to one.  Paula felt that the surgery had not learnt anything from past experience.   

Furthermore, Paula remarked that the surgery told her that they would call her back, but 

the GP practice did not:    

No clue what I was talking about.  It was a real Groundhog Day moment.   I thought, oh 

come on.  So, this is even worse now, not only did you not know and you were crap 

when we came and I just reassured myself, well I’ve done a bit of good here because 

I’ve taught them something, I haven’t taught them anything because they were like, ‘Oh 

we don’t know about this, oh we’ll have, we’ll have to speak to somebody, we’ll have to 

ring you back.’  They haven’t rung me back and um I’ve put a little note in the diary 

because I thought I really want to make sure that we get this done and I want to say can 

you also check all these other things from your list p 7 (Paula, Interview Three)  

  7:5:1 Theme summary 

By interview three, two participants said they had been for another health check, while one 

participant reported having been invited to one.  The majority of participants reported that 

they felt happy about going for another health check; however, those participants who had 

been dissatisfied with their health check or aspects of it, wanted a different doctor at the 

next health check and/or improvements to be made.  Most participants said that they were 

usually invited to their health check by letter.  However, only one participant said that they 

received an appointment letter produced in Easy Read format.  Not all participants were 

able to read and make sense of invitation letters not produced in Easy Read format.    Most 

participants said they were willing to chase up delayed appointments either themselves or 

through a family member.  One father reported that he would not be willing to chase up an 
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appointment on behalf of his daughter as he felt that the AHC was not that useful.  A few 

participants reported experiencing difficulties accessing their next health check.  Some 

participants with learning disabilities said that they had health issues that they wished to 

raise with their GP at their next health check.  Families and paid carers also seemed to have 

concerns that they wished to discuss at the next health check on behalf of those they 

supported.   
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7:6 Second analysis-An analysis of change through time  

After the thematic analysis was completed for each point in time, a second analysis was 

conducted.  This second analysis used Saldaña’s (2003) framing and descriptive questions 

to analyse changes for participants through time.  A particular focus for this analysis was 

any change in the way that issues had been followed up and addressed, as well as any change 

in the way that participants self-managed their health, and were supported in this, throughout 

the study:  

Framing questions 

1. What is different from one pond (theme) or pool (time point) of data through the next?  

2. When do changes occur through time? 

3. What contextual and intervening conditions appear to influence and affect participant 

changes through time? 

4. What are the dynamics of participant changes through time?  

5. What preliminary assertions (propositions, findings, results, conclusions, interpretations, 

and theories) about participant changes can be made as data analysis progresses?                                                                         

 Descriptive questions  

6. What increases or emerges through time?  

7. What is cumulative through time? 

8. What decreases or ceases through time? 

9. What remains constant or consistent through time? 

10. What is idiosyncratic through time? 

11. What is missing through time?  

pp 67-99 
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In addressing Saldaña’s (2003) framing questions, answers to the questions have been 

incorporated into the one response.  This is because questions were interlinked and it, 

therefore, seemed to make sense to produce an integrated discussion.  Since the descriptive 

questions were more discrete, these have been answered separately.   

 7:6:1:  Framing questions response  

As the data analysis progressed differences emerged over time and between participants in 

how issues identified at the health check were followed up and addressed, suggesting that 

not all issues identified at the health check may have been dealt with in a timely and/or 

appropriate fashion.   At time point one, many participants reported having had issues 

identified as a result of their AHC.  However, for some participants this was not the case.  

By time point two, while some participants’ issues identified at the AHC had been 

appropriately followed up and addressed, for other participants, there had been a delay in 

getting planned actions carried out, with family and support staff reporting having to chase 

referrals themselves.   In some instances, a lack of reasonable adjustments appeared to 

result in a planned action being delayed or simply not carried out, the result being that by 

time point three a few issues remained unaddressed.  At time point two, for some 

participants planned actions had been taken but had not necessarily achieved the desired 

result.  For these participants, there appeared to be a reluctance to go back to the GP, which 

meant that the issue did not get addressed.    

Another key observation as the data analysis progressed was that there were few 

participants whose health remained fairly stable throughout the year.  For many 

participants, health status was changeable and followed a unique trajectory in terms of the 

course that their health took and the extent to which their health was affected.  The nature 
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of a person’s health condition and how it progressed appeared to impact upon a person’s 

ability to self-manage their health.   

Some participants seemed less likely to be supported to self-manage their health, such as 

those who lived relatively independently.   While contextual conditions such as place of 

residence tended to remain constant throughout the timescale of the analysis, Gavin and 

Eddie’s living circumstances changed between interviews two and three.  Eddie moved 

from an independent flat into supported living accommodation, which appeared to have a 

beneficial effect on his health.  For example, Eddie reported attending healthy eating 

classes, making friends and going on social outings with support.    Gavin moved out of the 

family home and into a residential college.  This may have had implications for the self-

management of health in that moving into managed care can mean responsibility for the 

person’s health coming within the remit of both families and paid carers. 

Differences in the level and kind of support provided by others, especially family 

members, appeared to affect how self-involved the person was in his or her healthcare.  

Some family members seemed to play a more active role in supporting the person than 

others and sometimes the level of support provided appeared to change as the analysis 

progressed.  For instance, Sandy struggled to support her brother as her health deteriorated, 

while Kelly’s aunt seemed to take on a more active role in assisting Kelly to eat more 

healthily and to exercise as time moved on.   

Another factor was personal attitudes and motivation. There was a noticeable change in the 

attitude of many participants with learning disabilities towards making positive lifestyle 

changes between interviews one and two.  Some participants seemed to doubt their ability 

at first, but once they had started to embark upon making the changes, appeared to take 

more control of their lives and become more effective.  A few participants fell into old 
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habits between interviews two and three.  All apart from Mike seemed to be provided with 

the necessary support to help get them back on track.   

Critical realism sees health as a process, affected by interactions between individuals and 

their contexts (Alderson, 2021).  Other intervening factors included the person’s 

circumstances; access to benefits and services and experiencing negative assumptions, 

stereotypes and discrimination.  All these factors appeared to interact with one another 

over time, having implications for the self-management of health.  It would appear then 

that a complex range of factors was implicated in people’s health and their ability to self-

manage their health.   

7:6:2 Descriptive questions responses  

6. What increases or emerges through time?  

For some participants, over the course of a year, there appeared to be a decline in health.  For 

example, by interview three Angela reported that arthritis had spread to her hips.  Sandy 

explained how a recent x-ray of her spine showed that there was ongoing deterioration.  Both 

participants expressed the view that their health conditions were worsening.   

7. What is cumulative through time?   

Both Angela and Sandy reported cumulative pain and/or fatigue throughout the analysis, 

which appeared to affect their ability to perform activities of daily living, as well as self-

manage their health.    

8.  What kinds of surges or epiphanies occur through time? 

The scope of self-management depends upon the extent to which the person would like to 

self-manage their health.  While some participants initially doubted their ability to make 
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positive lifestyle changes, throughout the interview process and with the right support they 

appeared to be surprised by their capability, which only seemed to enhance their self-

esteem and self-confidence, helping them to take control of their lives and become 

healthier.   

9. What decreases or ceases through time? 

The number of health issues that needed to be followed up and addressed appeared to 

decrease as time went on.  This may have been because of the time that it took some tests 

and investigations to be carried out.  However, by interview three some issues remained 

unaddressed either because no action had been taken, there had been a delay in carrying 

actions out or because planned actions had not achieved the desired result.   

10. What remains constant or consistent through time? 

Certain given contextual conditions tended to remain constant, such as the person’s living 

conditions or personal circumstances.  Mike, for instance, lived in an adapted flat with his 

sister, Sandy.  Throughout the data analysis, Mike described being bullied by a neighbour 

for having a learning disability.  For a few participants, non-changes seemed to be indicative 

of positive stability either in health status and/or in the self-management of health.  For 

example, once John had started to make positive changes to his lifestyle, this appeared to 

continue.  For a few other participants, non-changes hinted at stagnancy, which appeared to 

have negative health implications.  For instance, throughout the analysis Mike seemed 

unsure as to how best to support Tiffany to lose weight, meaning that in the end, no action 

appeared to have been taken.    

11. What is idiosyncratic through time? 

No person’s health trajectory was alike.  For example, sometimes a person would seem in 

good health, but report a deterioration in health at the next interview.  On other occasions, a 
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person might describe how there had been a health improvement.  Sometimes a participant 

appeared to experience a recovery in one aspect of their health and a decline in another.  

Some participants also developed new health issues across the period of the study, which 

differed in terms of their nature and severity.  For instance, both Stephen and Jenny reported 

having been unwell in the time between interviews.  Stephen explained how he was 

diagnosed with hypertension, while Jenny described how she had developed a kidney 

infection, which resulted in her having to go into hospital.   There were also distinct changes 

in mental health.  For instance, between interviews one and two, James’ mental health 

seemed to have rapidly deteriorated, while John’s mental health appeared to have improved 

between interviews two and three.   

12. What is missing through time?  

A few participants were reluctant to go back to see the GP if planned actions carried out at 

the AHC had not had the desired results.  For example, Paula decided not to take Gavin back 

to the GP when the eczema medication was found to be ineffective, preferring to seek advice 

from an online Down’s syndrome forum.  Eddie chose not to go back to the GP about 

struggling to apply the ear drops to his ears.  For other participants, there seemed to be a 

disinclination to go back to see the GP if they thought that medications, treatments or 

interventions prescribed at routine consultations were not working.  For instance, Tiffany 

had not been back to see the GP about the ongoing issues with her hips.  On reflection, it 

would have been useful to have further explored the reasons underlying participants’ 

hesitation to go back to the GP. 

The focus of the next chapter will be on describing and exploring the relevance, meaning 

and significance of these findings concerning the established research questions and 

literature review.    
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Chapter eight:  Discussion 

 

8:1 Introduction  

This discussion explores the relevance, significance and meaning of the study’s key 

thematic findings.  This study sought to address a gap in the research literature by looking, 

from the perspective of participants, at how the issues identified within AHCs are followed 

up and addressed over time.  It also addressed how individuals with learning disabilities 

self-manage conditions identified at the AHC and what support they receive (or do not 

receive) to support the self-management of health.  To the researcher’s knowledge, this is 

the first study to specifically look at experiences of follow-up and self-management of 

health issues following on from the AHC consultation.   

The study also aimed to explore the experiences of AHCs for people with a learning 

disability.  This is an under-researched area (Chapman, et al., 2018; Robertson et al., 

2014).  The thematic findings of this study build on previous qualitative research findings 

that look at the experiences of health checks for people with learning disabilities 

(Robertson et al., 2014).  However, unlike these previous studies that suggested that there 

were few issues regarding how the health check was carried out (Robertson et al., 2014), 

participants in this study suggested that there were some fundamental issues with how the 

AHC was conducted.  This discrepancy may be due to differences in time frame sampling, 

research design or the type of data collected between studies.  For example, Perry et al. 

(2014) conducted focus group meetings with people with learning disabilities across Wales 

where the discussion topics were ‘Before the health check’, ‘During the health check’ and 

‘What would make things better?’  The role of the researcher was not to participate in the 

discussion, but to record people’s views on flip charts.  This is unique to this study, where 
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the health check consultation was the primary focus of interview one, with the checklist 

specifically designed to examine what aspects of health had or had not been checked.  This 

may have led to more issues being found.  Differences in findings may also reflect a 

decline in the quality of Welsh AHCs over recent years.  What seems clear is AHCs should 

be an ongoing focus in future research.   

 

This discussion in this chapter is structured in five parts.  The first part focuses on the 

theme ‘Going for a Health Check’ which captures participants’ reports of their AHC 

experience.  The second part of the discussion focuses on what participants said about how 

issues were followed up and addressed (‘Issues identified and actions taken’ (interview 

stage one) and ‘Follow-Up’ (interview stages two and three), while the third focuses on 

participants’ reports regarding the theme ‘Supporting the self-management of health’ 

(interview stages one, two and three).  The latter also includes what may have changed for 

participants in the self-management of health.   The fourth section discusses the 

coronavirus pandemic and its implications for recommendations going forward from this 

study.  While the fieldwork for this study took place before the pandemic, any 

recommendations going forward from this research will likely be impacted by the 

coronavirus pandemic and its effect on health and social care services.  The last section 

provides a discussion of how the researcher’s identity may have shaped the research 

process.   

8:2 Experiences of the health check  

The first interview stage was focused primarily on people’s experiences of the health check 

and whether any health issues had been identified, as well as what actions were proposed.   

‘Going for a Health Check’ was a broad theme, which encompassed participants’ 
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experiences of the health check.  Contrary to Perry et al.’s (2014) study, where there were 

no issues reported about the way the health check consultation was carried out, participants 

who partook in this research seemed to vary in their experiences of the AHC consultation 

and how satisfied they felt with it.  Some participants reported having regular health 

checks.  For these participants, the AHC appeared to be more embedded within the GP 

practice system and was sometimes conducted in conjunction with the practice nurse.  

They reported more positive experiences of the AHC consultation than participants for 

whom it was their first health check.  Participants who went for regular health checks felt 

that enough time was taken and that the health check was thorough, with the majority of 

checks undertaken. Those participants who felt most satisfied with their consultation were 

also the most likely to perceive that there were benefits to having AHCs, such as having 

the opportunity to check that everything is okay with one’s health and to talk about one’s 

health concerns.  This suggests that, in part, participants’ views of the quality of the AHC 

were related to the perception of their value and to their familiarity with them.   

For some this had been their first health check or they were overdue a health check.  These 

people seemed to be either satisfied with some parts of their AHC consultation, but not 

with others or dissatisfied with the process as a whole.  For example, the mother of a 

young adult male with Down’s syndrome was dissatisfied with the standard of her son’s 

AHC consultation: she felt that several key checks had not been carried out.  However, she 

was happy for her son to have another AHC with the same doctor because she valued the 

doctor’s manner of interaction with her son.  Reasons for dissatisfaction reported by 

participants included checks not being carried out, as well as having to ask the doctor to 

carry out certain examinations.  One participant was accompanied to the AHC by an 

advocate, and despite both him and the advocate telling the doctor that he was a smoker, 

his chest went unexamined.   Participants also reported being dissatisfied with the AHC 
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being treated like a routine appointment, which often meant that many checks were not 

carried out due to a lack of time; requests for health information not being met and a lack 

of opportunity to talk about health concerns.   Other research has found that sufficient time 

is not always given to conducting a thorough health check (Chauhan et al., 2012; Down’s 

syndrome Association, 2011).   

The rurality of some of these practices, with surgeries potentially not signed up to the DES, 

may have been a factor in why for some participants this was their first health check or 

their health check was overdue.  The AHC is one of several directly enhanced services that 

GP practices can choose to offer patients.  Surgeries have to be signed up to the scheme to 

be able to provide AHCs (NHS England, 2018).  Where a surgery does not provide AHCs, 

the person with a learning disability should be signposted to a surgery that offers them or 

to the CLDT who can assist the person with getting a health check (NHS England, 2018).    

Three practices were situated in rural areas and, in each case, the person with the learning 

disability and their supporter experienced difficulty with accessing the health check, with 

receptionists saying that they were unsure as to whether they provided them.  Rural 

practices might have a smaller number of patients with learning disabilities registered at a 

surgery, meaning that they may have little routine contact with people with learning 

disabilities and their families.   It may also be that receptionists were unfamiliar with the 

processes around the AHC due to inexperience in using them.   Having a smaller number 

of patients with learning disabilities registered at a practice might also make some 

surgeries reluctant to sign up for the health check scheme.  Rural surgeries also tend to be 

smaller businesses, with a high number of single-handed practices (Burton and Walters, 

2013; Wang, 2008).  Doctors are therefore more likely to be working in isolation.  They 

may have more reason to avoid or delay implementing new schemes such as the AHC due 

to capacity issues.    Having limited experience with patients with learning disabilities may 
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also result in a lack of knowledge and understanding of the health needs of this population.  

It may also lead to gaps in GPs’ awareness of learning disability services and learning 

disability-specific assessments, such as the AHC.    

In rural areas, for those for whom it was the first health check, or where the health check 

was overdue, it was suspected by participants and/or their supporters that some surgeries 

may not have been signed up to the DES.  It was thought that rather than being signposted 

to another surgery that did provide AHCs, the surgery carried out an ad hoc version of a 

health check.  Difficulty with accessing an AHC, and the poor quality of the consultation, 

led one father to question whether the surgery provided this service, although this was not 

confirmed by the practice itself.  Another participant was informed that the surgery was not 

signed up to the DES after being supported by an advocate to make a formal complaint due 

to the poor standard of the AHC.  Rather than being signposted elsewhere, the individual 

had been offered an impromptu health check that lasted as long as a routine appointment.  

This seemed to negatively impact the patient’s experience, making him more hesitant to go 

back for another health check and exposing him to the risk of poorer health.   

Burton and Walters (2013) found that the way Australian rural doctors practise, and a lack 

of knowledge and understanding of learning disability, affected the extent to which people 

were able to access AHCs.  Although there are clear differences between rural Australia 

and rural Wales, the Royal College of GPs' Rural Forum were reported as saying in a BBC 

news piece in 2014 that many rural practices across the UK are experiencing problems 

with recruitment and retention, increasing workload and fragility of support services 

(Dreaper, 2014).  This would make it more difficult to embed schemes such as the AHC 

and for primary care staff to learn from experience.  Although confusion around the DES 

could also apply to practices in urban areas and the sample size for this study is small, 

rurality would be a useful issue to explore for future research.  
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A further area that might be useful for research to investigate is whether providing the 

AHC as a discretionary service undermines its value and whether a mandatory health 

check might help some GPs to view it as an essential part of their work.   If the AHC were 

mandatory, GPs would need time and support to be able to successfully implement it.  

However, this might be difficult to achieve within the current climate of ongoing GP 

workforce shortages (Marchand and Peckham, 2017).  Such issues would likely need to be 

addressed via wider policy and resourcing changes.  

It is also important to note that the three people with learning disabilities for whom it was 

their first health check all lived in the family home, with two residing in a rural area.  

There may, therefore, be an issue around how the AHC is being targeted and/or promoted 

among certain groups of people with learning disabilities, such as those living with family.  

Disparities in how individuals are informed about their entitlement may help account for 

some of the variation across Wales in the uptake of AHCs since their implementation 

(Public Health Wales and NHS Wales Shared Services Partnership, 2020).   It may be that 

previous targeting has been directed at people with learning disabilities living within 

managed care organisations and/or that it has been difficult to ascertain how to reach 

certain groups of people with learning disabilities, such as those living with families in 

remote areas.  This may need further exploration to ensure that all people with learning 

disabilities who are eligible for a health check receive one.  

Participants also highlighted many other ways in which they felt health checks could be 

improved.   As with previous research findings (Chauhan et al., 2012; Michell, 2012), 

these included a further explanation about the health check process to accompany health 

check invitations, as well as a need for invitations to be in Easy Read.  Many participants 

felt that GPs communicated clearly at the consultation, often explaining what they were 

going to do and why before using any of the equipment used in the medical examination.  
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The anticipatory reasonable adjustment duty in the Equality Act (2010) requires providers 

of services to anticipate and accommodate what adjustments might be needed by people 

with different types of disability so that an equal standard of care can be achieved.   Some 

participants felt that GPs could have used alternative forms of communication, such as 

Easy Read information or drawings to aid understanding and alleviate anxiety, suggesting 

that greater attention may need to be paid to anticipatory reasonable adjustments.   There 

has been some research undertaken looking at the literacy use of people with learning 

disabilities at the AHC.  Chinn (2019) looked at how Easy Read information was used by 

clinicians and received by patients and found that Easy Read information aided patient 

understanding and decision making.  However, this is an under-researched area (Chinn, 

2019).  Participants also expressed a need for more health-related information, including 

what participants need to do to stay healthy, which will be explored later in this chapter.  

As with Perry et al. (2014), some participants reported that they benefited from having a 

support person at the consultation to alleviate anxiety and/or help with facilitating 

communication, so long as they remained the focus of the conversation.  One participant 

remarked that the health check consultation process felt like a ‘tick box exercise’ and that 

this made it difficult to talk openly and freely about one’s health.  In another instance, the 

doctor was reported as being too focused on the computer screen.  This meant that the 

patient felt that he was more interested in the paperwork (ticking the boxes) than he was in 

her.  In terms of the AHC, it could be argued that ‘box ticking’ helps to ensure that all the 

requirements for the AHC (boxes) are performed (ticked or checked).  However, GPs need 

to be aware that if the process becomes too mechanical this may act as a barrier to 

conversation and patients disclosing their concerns.  

Participants also reported that they would appreciate having some choice over the doctor 

who carried out their AHC.  Many preferred this to be their GP, especially if they had 
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developed a good relationship with him or her.  Perry et al. (2014) also found that people 

with learning disabilities appreciated being able to choose their GP and develop a 

relationship over time.  However, establishing and maintaining a relationship with a GP 

depended on how easy it was to access that GP.   For instance, sometimes it was necessary 

to ‘trade off’ waiting to see one’s GP in favour of quick access to an unknown GP.   

Regardless of how well known the GP was to the patient with the learning disability, the 

nature of the interaction between them and the doctor and/or nurse was important to the 

participant.  Participants wanted to be taken seriously, treated with respect and dealt with 

politely as adults.  The same was the case with Michell’s (2012) and Perry et al.’s (2014) 

study.    

For many people with learning disabilities and family members who participated in this 

study, past medical encounters appeared to have consequent effects on thoughts, feelings 

and behaviours related to seeking help and advice, disclosure and engagement, both at the 

AHC and at future types of consultation.  For the mother of an adult son with Down’s 

syndrome, there was a distinct lack of trust in health professionals.  How past events might 

influence current and future interactions with health professionals have been described for 

mothers of adolescents with learning disabilities (Todd and Jones, 2003).   Chapman et al. 

(2018) note that there has been little research carried out on how the perceptions of the 

attitudes of the health professional toward the patient may affect how people with learning 

disabilities, their families or support workers interact with medical staff in future health 

appointments.  It is important, however, that doctors are aware of how past medical 

experiences may impact the AHC and other consultations.   Some future research might 

look at this and whether GPs are aware of the importance of past health experiences for 

patients with learning disabilities and their supporters. 
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Whether reasonable adjustments had been made or whether the equipment was suitable 

was another issue raised by participants.  While no participant reported having to wait long 

in waiting rooms for their health check, participants reported that they could benefit from 

more flexible appointment times so that they could avoid having to sit in busy, noisy 

waiting areas.  A few participants had an issue with inadequate equipment, such as a 

measuring gauge that could not be pulled down to reach the head.  As with Perry et al.’s 

(2014) study, better support could have been provided with the more invasive procedures, 

such as providing a urine sample, taking blood, bowel and cervical screening, and the flu 

vaccination.    One issue seemed to be a lack of pre-planning concerning the reasonable 

adjustments that patients may require about these procedures.  For example, one participant 

felt embarrassed when asked to provide a urine sample at his AHC.  The Step-by-Step 

Guide for GP Practices in England and Wales (RCGP, 2010) recommends that it is better 

to pre-plan this and request that a sample be brought as some people may need support and 

practise to produce a urine sample.  This suggests that while the guidance may be there for 

GPs, they may not always be adhering to it, perhaps due to a lack of awareness of the 

resources being available, work pressures and/or perceiving other matters as being of a 

higher priority.    Although not the focus of this thesis, how to improve GPs’ adherence to 

guidelines to working with people with learning disabilities may be useful for future 

research to explore.   

Research undertaken by a major learning disability service provider in the UK, Dimensions 

(Dimensions, 2018), suggests that GPs have a low awareness of what is meant by 

‘reasonable adjustments’ under the Equality Act (2010).  Recently, the Learning Disability 

Educational Framework for Healthcare Staff in Wales (Northway, Oloidi, Morgan, Price 

and Churcher, 2020) was introduced to ensure that all healthcare staff, including GPs, 

practice nurses and reception staff, possess the necessary knowledge and skills to identify 
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and meet the health needs of people with learning disabilities.  A key issue with any 

framework is that its existence alone will not guarantee its use.  How the framework is 

implemented, as well as monitoring its impact, will be key to its success.   Healthcare staff 

will also need to be given the time and resources to do this, which may entail improved 

levels of funding.   

Even for those participants who had positive experiences to report, not all checks were 

reported to have been undertaken at the health check.  The areas least likely to have been 

checked were height (needed to ascertain BMI), sensory checks (vision and hearing); 

whether the participant was registered with a dentist, and whether the participant required 

relationships and/or contraception advice.  The implications of not carrying out one of 

these checks, vision, will now be explored.  This is because undetected eye problems may 

have wide-ranging health implications.   

People with learning disabilities are more likely to have serious eye problems which are 

exacerbated by the severity of learning disability and increasing age (Butchart and 

Colahan, 2018; Carvill, 2001; Krinsky‐McHale, Jenkins, Zigman and Silverman, 2012; 

Starling, Willis, Dracup, Burton and Pratt, 2006; Warburg, 2001).  For example, people 

with learning disabilities are more likely to have diabetes (Pilling, 2014), which brings an 

increased risk of developing the sight conditions diabetic retinopathy or glaucoma.  Yet, 

despite their higher rates of diabetes, there are lower rates of retinal screening for this 

group (Pilling, 2014).  For people with learning disabilities who may already need help 

with daily living skills, sight issues can make daily life even more difficult.  For instance, 

visual impairment has been shown to significantly impact mobility (Starling, et al., 2006), 

as well as communication and language skills (many people with learning disabilities are 

highly visual learners) (Evenhuis, Sjoukes, Koot and Kooijmanet, 2009).  This can lead to 

lowered self-confidence and self-esteem, areas of long-standing concern (Starling, et al., 
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2006).  Sight loss can also increase the likelihood of trips, falls and accidents (Finlayson, 

2018).   Finlayson (2018) challenges the notion that the high rates of falls that are 

experienced by people with learning disabilities are inevitable and that the AHC provides 

an opportunity to lessen poor health factors that can contribute to or cause falls, such as 

visual problems.  Many people with learning disabilities may not know that they have an 

issue with their sight or that their glasses are under the wrong prescription.  Even if they do 

suspect a problem, they may not be able to communicate this to others.  Many people with 

learning disabilities will therefore be reliant upon family or paid carers to recognise that 

there is a problem (itself not straightforward) and then book and take them to an eye test.  

An optician can detect many general health problems and early signs of eye conditions 

before a patient with a learning disability is aware of any symptoms, many of which can be 

treated if found early enough (Public Health England, 2020).    

Family or paid carers may be unaware there is a visual impairment.  For example, 

behaviours such as a loss of confidence may be attributed to the learning disability 

(diagnostic overshadowing) rather than to a potential eye problem.  Access to annual eye 

examinations may also not be facilitated (Codling, 2012; Dick, Finlayson, Mitchell and 

Robinson, 2015; Li, Wong, Park, Fricke and Jackson, 2015; Pilling, 2014).  For instance, 

family or paid carers may not understand the importance of eye tests or they may think that 

the person they support could not cope with an eye test and not be aware of the reasonable 

adjustments that could be put in place to support the person.  

Public Health England (2020) guidance relating to eye care and people with learning 

disabilities stresses the importance of sight tests within the AHC:   

The AHC is a useful time to reinforce the importance of sight tests. While doctors are 

not responsible for sight tests, the template the doctor uses when they carry out the 
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health check has a section where people are asked about their eyesight. If a person has 

not had their sight tested recently then this should be added to the Health Action Plan 

that is produced as part of the AHC. This should include details, where relevant, of who 

will support the person to make the appointment and attend the sight test.  

(Public Health England, 27 January 2020)   

Despite there being a section in the AHC asking if the person with a learning disability has 

had an eye test, only half of the participants were asked this at the AHC.  Codling (2007, 

2012) also found that this was the section not completed in the majority of AHCs in audits 

carried out in England in both 2006 and 2008.  This led to a pilot study to find out why 

people with learning disabilities were not having their eyes checked and to increase access 

to and uptake of eye tests.  However, the possible reasons as to why this section of the 

AHC was not completed were not addressed.  It may be the case that some doctors assume 

that people with learning disabilities are already accessing an optician, especially if 

accompanied by a supporter.  A lack of awareness and training might also mean that some 

doctors do not perceive it as their responsibility to reinforce the importance of eye tests.   

Concerning this study, many family members or paid carers seemed to ensure that 

participants were able to access the optician.  This was either by booking the optician 

appointment and/or by providing support at the consultation itself.  However, other 

participants reported experiencing difficulties with accessing eye care services.  This 

seemed to be particularly the case for participants who lived relatively independently.  For 

example, one participant, who was not asked whether he had been for a sight test at his 

AHC, was later found to be short-sighted and in need of glasses.  It was the researcher who 

discovered that this participant was having problems with his sight when observing his 

difficulties reading an Easy Read document and managed to get him the appropriate 
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support so that he could access an optician.  Participants with autism reported that an eye 

test could cause anxiety.  This was especially due to sensory difficulties that may impact 

their ability to cope with waiting in a busy environment and/or with reduced personal space 

during the assessment itself.   

At the end of the AHC, the health issues identified at the consultation are supposed to be 

summarised in a Health Action Plan, along with simple, specific actions to improve health 

(Baines, 2015).  Within the plan, it should be documented who should action the points and 

a review date should be set for each task (Baines, 2015).  Despite participants having 

health issues identified at the health check, no participant reported that a Health Action 

Plan had been shared with them and/or that they had been given a copy of the document.  It 

was explained to participants what constitutes a Health Action Plan during the interview.  

Participants were also shown a picture of a Health Action Plan.  This is in keeping with 

findings from Williams’ (2017) survey of AHC uptake from two Welsh health boards. 

Williams (2017) found that Health Actions Plans following health checks also appeared 

not to have been developed for most individuals.  It is difficult to ascertain the reasons for 

this, especially since it is recommended that the Health Action Plan be shared with the 

patient and given to them at the end of the consultation (RCGP, 2010; 2020).  One possible 

factor might be the way in which the Health Action Plan section is completed to validate 

the AHC claim.  To validate the AHC claim GPs are required to tick a box stating that the 

Health Action Plan has been completed (RCGP, 2010; 2020).  There is a risk, therefore, 

that the box is ticked without the Health Action Plan being completed or the Health Action 

Plan being completed but not shared with the participant.   

Since the AHC was introduced in Wales national data have focused on the number of 

AHCs carried out (Public Health Wales and NHS Wales Shared Services Partnership, 

2020).  To the researcher’s knowledge, there are no national data regarding the number of 
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Health Action Plans that have been completed and shared with the patient across Wales.  

Further research is needed into whether the lack of Health Action Plans reported by 

participants reflects a situation that is happening across Wales and, if so, why this might 

be.  Such research is important because a lack of, or a poorly completed Health Action 

Plan, can minimise the impact that an AHC has.  Returning to the previous example of eye 

examinations, a person may not only need support to be able to attend the appointment (the 

details of which should be outlined in the Health Action Plan) but may also require help 

afterward.  For instance, a person who has been prescribed glasses for the first time may 

require support with getting used to wearing glasses and/or learning how to look after and 

clean their glasses.  This could be added to the Health Action Plan with details of who is to 

provide the support.  So, whether there is a Health Action Plan, as well as the practices 

around its use, could have implications for how the issues identified at the AHC are 

followed up and addressed.  Of course, the existence of a well-completed Health Action 

Plan is only the first stage in ensuring that a person’s health needs are met.   The actions set 

out in the Health Action Plan must also be followed up and addressed and this is the topic 

of the next section.    

8:3 How the issues identified at the AHC were followed up  

and addressed   

This research also explored how any issues identified at the AHC had been followed up 

and addressed over time, as well as participants’ perceptions of this.  This is an area that at 

the start of my studies had been underexplored in the research literature.  A further 

literature search was undertaken in 2019 and revealed this to still be the case.  However, 

the health benefits resulting from health checks, including at follow-up, had earlier been 

raised as an area of importance for future research (Robertson et al., 2014).  At interview 
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stage one, it was revealed that some participants had issues identified as a result of their 

AHC.  This was reflected in the theme ‘Issues identified and actions taken’ and included 

the detection of new diseases such as gout and hypertension and other more commonly 

identified conditions such as eczema and a build-up of ear wax.  Actions taken in response 

to the issues identified included being prescribed medication; being given advice or 

information (for example, dietary advice/information); being referred for blood tests, 

vaccinations, to the practice nurse for the monitoring of long-term health conditions or 

further tests/investigations.  This finding lends support to previous studies that reveal that 

AHCs consistently provide evidence of AHCs leading to targeted actions to address 

identified needs (Robertson et al., 2014).   This study, however, looked beyond targeted 

actions (for example, referral for a blood test) to determine how the health issue, or 

suspected health issue, had been followed up and addressed over time.  For example, 

whether the patient went on to have their blood test; whether reasonable adjustments were 

required and if they were provided; if the patient was informed of the test results and if a 

health issue was suspected and/or detected what happened then.   

Some patients at an AHC will present with health issues that require follow-up, whether 

that be through further tests/investigations, ongoing monitoring, management or treatment.  

The follow-up interview findings, as demonstrated in the theme ‘Follow-Up’, suggested 

that some of the issues identified at the health check had been appropriately followed up 

and/or addressed.  For example, a female participant was referred to the hospital for 

investigations at interview one.  By interview two she had been to the hospital for tests and 

the health issue had been appropriately addressed.  Participants who had been diagnosed 

with health conditions as a result of their AHC also reported that the monitoring of these 

took place between interviews with the practice nurse.  For instance, one male individual 

was diagnosed with hypertension at the AHC and, in the months after the health check 



 

350 
 

PUBLIC / CYHOEDDUS 

consultation, had been having regular appointments with the practice nurse to monitor his 

blood pressure.  Some participants with certain health conditions were asked to make 

lifestyle changes as an outcome of their AHC.  From what was reported it did not appear as 

if there had been any follow-up by the GP to see how patients were managing these 

changes nor at any follow-up appointments with the practice nurse.  It may be that some 

‘checking in’ did take place, but participants had not remembered this at the interview or 

had not made the connection between what they were being asked at the interview and 

what happened at their appointment.   However, difficulties with understanding and/or 

following advice given at the AHC relating to the self-management of chronic diseases 

suggest that in some instances participants were not being well supported to manage their 

health conditions themselves.  There also appeared to be a lack of support for disease 

prevention at the AHC.  For example, where a participant wanted support to stay at a 

healthy weight or to lose some weight to prevent the development of future disease, little 

or no advice was given. 

The findings discussed above suggest that in the main where investigations and treatment 

were needed action was taken.  However, where what was required involved lifestyle 

change, and perhaps more perceived responsibility on the part of the participant, advice/ 

support was less likely.  People with learning disabilities are at increased risk of being 

overweight or obese compared to the general population (DRC, 2006; Public Health 

England, 2002), with a poor diet and lack of exercise key factors.  This can cause 

significant health risks and major health problems.  For example, Tyrer et al. (2019) found 

that people who were physically inactive or sedentary were more likely to experience 

multimorbidity.  The AHC is a good opportunity to talk about any weight issues and to 

plan how the person can be supported to stay at a healthy weight.  The findings from this 

study, however, suggest that GPs may need additional training and support in this area.   
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Social prescribing, when health professionals refer patients to support in the community to 

improve health and wellbeing, might be relevant here and will be discussed later in the 

discussion.   

Some participants also reported there had been a delay in getting planned actions carried 

out, with families or paid support staff reportedly having to chase referrals for hospital 

appointments or blood tests.  For example, one father reported that his daughter’s hospital 

appointment was cancelled and that he had to call the hospital several times before it was 

rescheduled several months later.  By the time of the third interview, when participants 

should have been preparing for their next AHC, not all referrals had yet taken place.  

Chasing up delays in the referral process entails knowing who to contact and when.  The 

process can be time-consuming and can require the perseverance needed to get through at 

peak times.   It is an issue that also applies to patients without a learning disability.  In a 

qualitative focus group study by Locatelli, Lavela, Talbot and Davies (2014) when 

confronted with telephone access barriers to care, patients without learning disabilities 

most frequently reported responding to access issues by doing nothing or waiting to make 

contact at a later time, which could lead to increased waiting times and/or increased patient 

harm.  However, a key distinction is that the significance of such problems may be greater 

for people with learning disabilities who are more likely to struggle in social situations 

which call for a complex understanding and use of language and technology.  As a group, 

they are therefore more likely to lack confidence and persistence in chasing delays.    

People with learning disabilities are more likely to present late with health problems to 

GPs than the general population due to several factors.  They may not recognise the signs 

and symptoms of ill health and even when aware of being ill and/or in pain may have 

difficulty with communicating their health needs to others, relying on family or paid carers 

to identify their health needs (Alborz, 2005; Felce et al, 2008).  People with learning 



 

352 
 

PUBLIC / CYHOEDDUS 

disabilities and/or their carers may also encounter barriers when trying to access healthcare 

services.  The Confidential Inquiry into the Premature Deaths of People with Learning 

Disabilities (Heslop et al., 2013) found that the most frequently reported problem was 

those investigations needed to diagnose illness were not carried out or that there were 

difficulties with the investigation process, including missed or delayed appointments.  If 

people with learning disabilities present late with a health problem and then go on to 

experience further delay due to difficulties with the investigation process then their 

physical health may diminish even further.  Furthermore, the anxiety caused by the 

uncertainty of postponed tests, investigations or operations can be an additional burden to 

someone’s health.   

People with learning disabilities with long-term health conditions may often need to access 

different health services, with numerous assessments from multiple different professionals.  

This can be confusing for individuals and their families, perhaps even for healthcare 

professionals.   People with learning disabilities with more than one long-term health 

condition are also likely to be taking multiple prescribed medications (Kinnear et al., 

2018).  This increases the risk of adverse drug reactions, medication errors and non-

adherence as different medications may require a different schedule (Kinnear et al., 2018).  

The research evidence suggests that there may be a lack of communication and 

coordination between different elements of the health service for people with learning 

disabilities (Heslop et al., 2013; LeDeR Programme, 2018)   People with learning 

disabilities who live relatively independently may not know how to access services or even 

that services exist.  In the UK, care navigation is a new concept that refers to the 

‘assistance offered to patients and carers in navigating through the complex health and 

social care systems to overcome barriers in accessing quality care and treatment’ 

(Macredie et al., 2014).  The delays reported by participants in this study suggest that there 
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may be an issue with care navigation that needs to be addressed, perhaps via better 

signposting and more checks at different points of the referral process to ensure that people 

with learning disabilities can access healthcare at the right time, at the right place and by 

the right person.  There is evidence to suggest that CLDTs already take on a health 

navigation role (Rees, 2021).  However, GPs may not always be aware of community 

learning disability services, what support they can provide and/or how to contact them 

(Rees, 2021; Walmsley, 2011).  

There were a few instances where a lack of reasonable adjustments appeared to result in a 

planned action being delayed or simply not being carried out.  For example, it can be 

difficult for people with learning disabilities to take part in invasive procedures such as 

blood tests and cancer screening (Perry et al., 2014).  A lack of pre-planning around the 

reasonable adjustments required to ensure that a blood test could successfully be carried 

out with a participant with severe to profound learning disability appeared to be a key 

factor in why a community nurse was unable to take blood, meaning that the referral went 

back to the GP.  By the time the blood test had been arranged, it was decided by the 

community nurse that there was no time to carry out any desensitisation work and the 

patient would have to be restrained.  Restraint should be avoided wherever possible as it 

carries risk and can be particularly distressing to the person (Welsh Government, 2020).  

Of course, the delay in getting the blood test carried out may also have had implications for 

the person’s physical health if there had been a deterioration. The support worker 

suggested that this could have been avoided had the GP referred the patient directly to the 

CLDT.  Knowledge of referral routes and inter-agency communication is important if 

people with learning disabilities can access healthcare when needed.  As mentioned earlier, 

there is evidence to suggest that CLDTs may not be fully utilised at present due to limited 

awareness of CLDTs within primary care (Rees, 2021; Walmsley, 2011), which often 



 

354 
 

PUBLIC / CYHOEDDUS 

translates into limited referrals from GPs to the service (Rees, 2021).    Such research 

evidence suggests that health professionals, not just patients, may also need support with 

navigating the healthcare system.   

A key purpose of the Health Action Plan is to find out what people need and the best ways 

to support them to get the right treatment and healthcare, and to ensure that individuals can 

effectively self-manage their health   It is therefore vital that Health Action Planning 

includes reference to people with learning disabilities and those who support them.  Health 

Action Planning provides an opportunity to discuss the kinds of reasonable adjustments 

that a person might need, as well as ensure that these are recorded and shared across health 

and care settings.  The LeDeR Review (2018) recommends that the Health Action Plan 

‘should be shared with relevant health and social care agencies involved in supporting the 

person (either with consent or following the appropriate Mental Capacity Act [MCA] 

decision-making process)’ (p 69).  However, evidence also suggests that whilst such 

information may be recorded it is not always consistently shared with relevant health and 

social care agencies involved in supporting the person (NHS Digital, 2021).  NHS England 

is currently in the process of implementing a national electronic ‘reasonable adjustments’ 

flag which, with the patient’s permission, can be added to their health record (NHS Digital, 

2021).   In Wales, there have been calls for a national electronic flag that identifies if the 

person has a learning disability (Paul Ridd Foundation, 2020; Welsh Government, 2018).  

By identifying those people with a learning disability this flag may indicate those people 

who may require reasonable adjustments and/or an AHC.   This flag could be attached to a 

person’s health record and linked to the AHC, Health Action Plan and Health Profile.  In 

Wales, the Once for Wales Health Profile (Northway, Rees and Oloidi, 2020) contains 

information about a person’s health, communication style, preferred care and support 

needs, as well as guidelines about the need to record the reasonable adjustments needed.  
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The flag could be linked to these documents to ensure that as the patient moves through the 

health and social care system all important information can be accessed by health and 

social care professionals.    However, it is important to note that the interactional practices 

around the flag’s use would be key to its success.  For example, all relevant information 

attached to the flag would need to be kept up to date and there would be a need to work 

with people with learning disabilities by signposting them and helping them access 

hospitals and other mainstream services in line with reasonable adjustments required.   

In other cases, planned actions had been taken but had been perceived by the participant as 

not producing any significant or desired effect.  Participants reported medications as being 

ineffective or having difficulties with taking the prescribed medication.  There appeared to 

be hesitancy on the part of some participants to go back to see the GP to seek further 

advice on such issues.  For example, at the second interview, one female individual seemed 

unsure about going back to see the GP about the problems she had been experiencing with 

her periods because the GP had told her that her symptoms were ‘normal.'  People with 

learning disabilities need to be told that if interventions seem not to be working and/or if 

they continue to be ill that it is okay to book another appointment with their doctor.   

Family members also reported not always going back to see the GP with the person they 

support when a health issue persisted and/ or a health intervention was found not to be 

working.   The few reasons that were given were various and complex.  The mother of a 

son with Down’s syndrome and severe to profound learning disability reported that she did 

not take her son back to see the GP after the eczema medication prescribed appeared to 

have little effect on clearing up his skin condition.  The reason she gave for this was that 

she did not have the energy to keep pursuing the issue and that she had sought advice from 

an online parenting group instead.   It would be useful for research to further explore 

participants’ reasons for not going back to see the GP, as well as whether the person could 
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be better supported to overcome any barriers to engagement with primary care.  How 

people with learning disabilities were supported to self-manage their health in between 

health checks will be discussed next.   

 

8:4 Supporting the self-management of health  

This study also focused on how participants with learning disabilities self-managed any 

health conditions identified at the AHC in between checks and what support they received 

(or did not receive) to do this.  It also looked at what may have changed for people in the 

self-management of health between interviews.  The self-management of health is felt to be 

an important dimension in healthcare for people with learning disabilities (Friedman et al., 

2018), yet little research has been carried out in this area.  According to NHS England’s 

online document Supported Self-Management, ‘the term “supported self-management” 

means the ways that health and care services encourage, support and empower people to 

manage their ongoing physical and mental health conditions themselves’ (NHS England, 

n.d.).  There is evidence from research carried out with the general population that there 

are potential benefits of self-management.  For instance, studies have shown that self-

management can reduce emergency hospital admissions (Deeny et al., 2018; Gibson et al., 

2004; Newman et al., 2004), hospitalisations (Gibson et al., 2004; Newman et al., 2004) 

and GP appointments (Deeny et al., 2018).  Recent Welsh health and social care policy 

identifies support for self-management as one of its key approaches to improving services 

and maintaining good health (Welsh Government, 2018).  However, while self-

management is a goal that has been recommended by the Welsh Government as an 

effective approach, it can be challenging for people with a learning disability, who may not 

have the knowledge, skills and resources that other people possess.  
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Supporting people with learning disabilities to self-manage their health is especially 

important since this population experience high rates of long-term health conditions (Carey 

et al., 2016; Cooper et al., 2015).  Yet despite this finding, there is evidence that health 

care professionals do not always keep up with best practices when managing the health of 

this population.  This could mean that long-term health conditions are being poorly 

managed.  For instance, there is evidence to suggest that there are differences in the 

management of long-term health conditions for people with learning disabilities compared 

to the general population within primary care settings.  Using the Quality and Outcomes 

Framework to measure the management of long-term health conditions, Cooper et al. 

(2018) found that people with learning disabilities received poorer care across the full 

range of health conditions studied than the general population.  This is likely to result in 

higher rates of hospital admissions for ambulatory care sensitive conditions, those health 

conditions, such as asthma, where appropriate primary health care prevents or reduces the 

need for the hospital admission.    A systematic review, albeit of three papers, revealed that 

people with learning disabilities had higher rates of hospital admissions than the general 

population for ambulatory care-sensitive conditions (Dunn, Hughes-McCormack and 

Cooper, 2017).  Two of the three papers accounted for the likely different prevalence rates 

of health conditions between people with learning disabilities and the general population 

which could result in an anticipated difference in admission rates.  However, other research 

suggests that AHCs may be effective in reducing preventable emergency admissions 

(Carey et al., 2017).  Taken all together such evidence suggests that there is a need to 

improve access to and quality of primary health care for people with learning disabilities, 

including the management of health conditions.    

Poorer access to and quality of primary care may lead to fewer opportunities for the 

support of the self-management of health and Friedman (2018) points out that ‘although 



 

358 
 

PUBLIC / CYHOEDDUS 

self-management of health is important, many people with intellectual and developmental 

disabilities are not given the ability to do so’ (Tools for Self-Management:  Disparities in 

Self-Management section, 2018).  This was reflected in the findings of this research study.  

For a person to be able to self-manage their health they need to know how their condition 

impacts them (for example, signs and symptoms of an asthma attack) and what they can do 

to effectively manage the condition (for example, take their preventer inhaler every day, 

carry their reliever inhaler everywhere, go for an asthma review).  However, not all doctors 

at the AHC appeared to understand the difficulties that people with learning disabilities 

may face in understanding and following advice given to self-manage health conditions.  

One issue reported by some participants was the inaccessibility of written dietary 

information with participants saying that they could not read and/or understand it.  

Furthermore, and as was also reported by Perry et al. (2014), while in general participants 

felt that GPs gave straightforward and clear explanations, some felt that they did not get 

given enough explanation or that they did not always understand what the doctor or nurse 

said.  One participant felt that the practice nurse at a follow-up appointment spoke to him 

using jargon, while another participant felt that she had not been given enough information 

about her health at the AHC.  Some participants did not appear to have the confidence 

and/or did not feel comfortable asking for further explanation.  These examples show how 

important it is that doctors and practice nurses check their patients’ understanding of the 

advice given.    

In England, the Accessible Information Standard (NHS England, 2017) specifies that NHS 

healthcare or adult social care organisations must make information understandable and 

accessible to everyone.  In Wales, however, this only applies to patients with sensory loss 

issues (Public Health Wales, 2017).   One way of helping to ensure that providers of NHS 

and adult social care in Wales meet the information and/or communication needs of a 
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wider range of people is to include people with a learning disability.  This would be in 

keeping with the Welsh Government’s prudent healthcare strategy for primary healthcare 

services in Wales (Welsh Government, 2016), which aims to promote wellness and healthy 

behaviours, as well as direct people to an appropriate source of information and support so 

that they can manage long-term health conditions as effectively as possible.  GPs, may, 

however, feel pressured for time to implement such changes.  Learning disability nurses, 

who have been observed to use Easy Read materials more frequently than other health 

professionals (Chinn, 2019) could have an important role to play in helping with this.  For 

example, by helping to create tools that doctors can easily use with patients.  Improvement 

Cymru (2019) has created a Primary Care Resources Training Pack for Learning 

Disability Annual Health Checks, which includes some Easy Read resources to help people 

with a learning disability learn and understand a particular health condition.  The GP 

Resource Pack also contains an Easy Read invitation to book the AHC and an AHC 

appointment letter, as well as an AHC Checklist.  This could help people with learning 

disabilities to better understand the purpose of the AHC, make an informed decision about 

whether they want to have an AHC, as well as prepare for their AHC.    However, Chinn’s 

(2019) research suggests that while Easy Read health information can aid patient 

understanding and decision-making, it is the interactional practices accompanying their use 

that may determine their effectiveness (Chinn, 2019).   Chinn (2019) conducted a 

conversation analysis of video recordings of people with learning disabilities attending an 

AHC with GPs.  Chinn (2019) found that effective engagement with Easy Read material at 

the AHC depended upon the information being used in response to patients’ concerns or 

expressed a preference for information, rather than simply being handed a resource by the 

doctor.   
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A further issue is that some participants experienced difficulties with sharing relevant 

information with the doctor.  This was especially the case for those who visited the GP 

and/or practice nurse independently.  A possible reason for people with learning 

disabilities feeling unable to talk to the doctor might be due to a perceived hierarchy of 

power between patients and doctors (Thompson, 2007), which might lead to the person 

feeling intimidated and unable to ‘speak up.’   This may be more pronounced for people 

with learning disabilities who as a group are less powerful across so many social contexts.  

Other reasons may include a lack of confidence; seeking to mask or minimise one’s 

limitations so as not to appear incompetent (Spassiani and Friedman, 2014) or not 

understanding the relevance of what they are being asked, and failing to provide important 

information.  For example, when asked by the GP if she had received a bowel cancer 

screening test kit, one female participant replied that she had, but failed to tell the GP that 

she was struggling to use it due to her Cerebral palsy.  Avoiding making assumptions and 

frequently checking with the patient is therefore key, especially since the patient may 

appear to have understood more than he or she has.  It is also imperative that if a need for 

support is established, this help is facilitated.  For instance, in the case of the female 

participant who was struggling to use the bowel cancer screening test kit, referring her to 

the CLDT would help to ensure that reasonable adjustments could be put in place so that 

she could take part in bowel cancer screening.  Doctors also need to consider the role that 

they may play in facilitating or hindering the disclosure of information.  Another 

participant would have welcomed the opportunity to talk to the GP about the loss of his 

mother but was worried about whether he would be given the time and space to talk about 

his bereavement and what would happen were he to become upset.  There are reported 

observations of doctors avoiding discussion of the emotional and social impact of patients’ 

problems either because they did not feel that they had the time to manage the issues 
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adequately or because not being able to handle the issues caused them distress (Ha and 

Longnecker, 2010).  This could potentially lead to a delay in diagnosis and treatment, 

adversely impacting a person’s recovery.   

Health facilitation is a concept that was introduced in England in the white paper Valuing 

People: A New Strategy for Learning Disability for the 21st Century (DH, 2001a).  

However, this concept is now used widely.  Health facilitation may entail learning 

disability nurses and/or other health professionals working with the person with a learning 

disability to help the patient achieve and maintain good health, helping the person to 

navigate their way through the different elements of the health and social care system and 

ensuring that actions written into the Health Action Plan are carried out (Department of 

Health, 2009).  The Department of Health's Good Practice Guidance called Action for 

Health (Rogers, 2002), relating to Health Action Plans and health facilitation, states that 

historically some mainstream healthcare services have been reluctant to improve the health 

of people with learning disabilities and that this reluctance often arises from a lack of time, 

skills or adequate resources.    There is also evidence to suggest that primary care staff 

have a low awareness of the role of CLDTs concerning health promotion and health 

facilitation (Hames and Carlson, 2006).  The findings from this research suggest that health 

facilitation may be a neglected area and if practices are to meet the challenges in 

supporting people with learning disabilities to achieve or maintain the best possible health 

there may need to be a broader system of support around the health check, of which health 

facilitation is key.  This might mean a key role for a health facilitator (such as a learning 

disability nurse) to work closely with the GP.   The health facilitator could assess whether 

patients should be added to the learning disability register, assist with AHCs and with 

providing Easy Read information, work with patients and their carers to help them access 
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their health appointments and ensure that the actions in the Health Action Plan are carried 

out.   

It is also important that a broader system of support around the AHC includes support for 

mental health, as well as physical health.  Not all participants were asked about mental 

health at the AHC, despite people with learning disabilities being less likely to voice 

mental health issues (Thorpe, Davidson and Janicki, 2000) and having a greater propensity 

for developing mental health problems compared with the general population (Foundation 

for People with Learning Disabilities, 2019).  Many participants described ongoing issues 

with their mental health in the months following the AHC.  A few participants reported 

struggling to get support from their GP.  One participant described his frustration at not 

being offered any help from the GP for his anxiety.  The majority of participants, however, 

with mental health issues reported being treated with prescribed medication either by the 

GP or a psychiatrist.  Only one person described being supported with his mental health in 

ways other than medication.  This individual was supported by his support staff to take 

care of his mental health via mindfulness activities and by participation in meaningful 

activities such as gardening and drama.  With the Welsh Government’s current drive 

towards social prescribing (Primary Care Hub, 2018) there could be an opportunity for a 

bespoke social prescribing service for people with learning disabilities who need support 

with their mental health, who are lonely or isolated or who have complex social needs that 

affect their social wellbeing.  The eligibility criteria for the service could potentially be 

widened to also include people with learning disabilities with one or more long-term health 

conditions, especially since having a health condition can have a significant impact on a 

person’s mental health (Foundation for People with Learning Disabilities, 2019).  People 

with learning disabilities could benefit both physically and mentally from local services 
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that provide a wide range of activities such as walking clubs, gardening groups, dance 

classes and art projects.   

Some participants seemed less likely to be supported to self-manage their health.  This was 

especially the case for one male individual who lived in his own home with relatively little 

support.  This person reported that at his AHC his chest was not checked by the doctor, nor 

was he asked about his asthma or asthma medication.  He could not recall ever having his 

asthma reviewed and appeared to not fully understand his medication, including its 

purpose, and when and how to take it.  By interview two, he had not been to collect his 

medication and was without his inhalers.   There is research evidence to suggest that self-

management support may be impacted by the level of organisational support one receives.   

An American study (McDermott, Royer, Mann, and Armour, 2017) compared adults with 

learning disabilities who lived at home or in unsupervised community settings without 

home support with adults who lived in group homes, other supervised environments or at 

home with health support services.  They found that adults who lived at home or in 

unsupervised community settings without home support had higher rates of ambulatory 

care-sensitive conditions requiring emergency department visits.  Furthermore, these 

emergency department visits required discharge back to the community.   This, along with 

findings from this research, suggests that the implications of receiving poor primary care 

may be greater for some people with learning disabilities who may not have organisations 

to support them.  Doctors may need to be aware of this.   

Findings from this study revealed that many of the participants with learning disabilities 

were determined and capable of participating in self-management if they were given the right 

opportunities and support.  This included people with severe to profound learning 

disabilities.  For instance, one support worker described applying an eczema treatment cream 

every day to the skin of the person he supported.  With encouragement, the person was then 
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able to rub the cream into his skin.  Across the follow-up interviews, participants who 

reported receiving self-management support appeared more actively involved in their health.  

Participants also reported feeling happy and more confident about managing their health.   

Self-management support tended to come mainly from family and paid carers.  Family 

members differed in the amount and kind of support that they were able or willing to 

provide.  The support provided by family members also appeared to change over time 

depending on factors such as the changing health needs of the person with the learning 

disability or changing family circumstances.  For instance, one female individual reported 

struggling to support her brother as her health deteriorated.  While the paid carers who 

participated in this study seemed to be actively involved in self-management support, this 

may not be the case for all paid support staff.  Research has shown that social care staff 

with no health-related experience or training are often expected to meet the health needs of 

people with learning disabilities and that this can have implications for how staff are then 

trained and supported within their role (Crimes, 2014; Iacono, Bigby, Carling-Jenkins and 

Torr, 2014; Northway, Jenkins and Holland-Hart, 2016 and Wilkinson, Kerr and 

Cunningham, 2005).   For example, when staff were asked about the training that they 

received to meet the health needs of older people with learning disabilities most 

participants referred to the provision of dementia training when dementia is only one age-

related health issue (Northway, Jenkins and Holland-Hart, 2016).  This suggests that there 

may be gaps in the knowledge and skills of paid support staff to meet the health needs of 

people with learning disabilities.  Furthermore, research has shown that people with 

learning disabilities who receive support from a managed care organisation are less likely 

to be supported to self-manage their health than those not receiving managed care 

(Friedman et al., 2018)   Friedman et al. (2018) argue that this might be because of agency 
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liability, the result being that organisations over-support rather than help the person to 

manage their health.     

Participation in self-management was influenced by many factors, including the nature and 

severity of the person’s health condition, the person’s general health status, care and social 

support, life circumstances and events, a person’s mental health and wellbeing, as well as 

their attitudes and motivation.  One individual struggled to self-manage as her spinal 

condition worsened and her medication increased her fatigue.   Participants’ approaches to 

self-management also changed over time depending on the way these factors interacted 

with one another.  For instance, a few people were initially sceptical regarding their ability 

to make lifestyle changes, but later reported that this had not been as difficult as they had 

imagined.  By interview three, however, while one participant appeared to be managing to 

maintain the changes that he had made, others appeared to be struggling.  Factors such as a 

lack of social support appeared to impact on people’s ability to maintain these changes.  

Such findings suggest that a person’s motivation for self-management, or their ability to 

self-manage, is likely to fluctuate based on the interaction between individual and 

structural factors.  Any Health Action Planning for the self-management of health must 

therefore incorporate regular reviews to ensure that the support that is being provided is 

appropriate.   

Lifestyle and health promotion, especially weight management for those who were 

overweight, was a neglected area for many participants in this study.  People with learning 

disabilities are more likely to be severely overweight (obese) than people in the general 

population and weight management is important to keep health conditions in check and/or 

to prevent health conditions from developing in the first place (Lindsay, 2011).   Despite 

many participants wanting to know how they could eat more healthily or improve their 

fitness levels to lose weight and prevent health conditions from developing little attention 
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was paid to this at the AHC.  This meant that many participants relied upon family 

members or paid carers for support with weight management.  There is ample evidence to 

show that inadequate support from families and/or paid carers is a major barrier for people 

with learning disabilities to healthy living (Public Health England, 2016).  For example, 

problems include supporters making unhealthy choices themselves; a lack of understanding 

around the Mental Capacity Act’s (2005) principles of choice and control; a lack of 

knowledge about buying, preparing and cooking healthy food, as well as using food or 

drink as a means of reward or control (Public Health England, 2016).  This study revealed 

that while there was evidence of support from some families for healthy living there was 

also evidence of inadequate support.  One father reported that he was struggling to know 

how best to support his adult daughter with Down’s syndrome to lose weight, while an 

adult female with a learning disability spoke about the lack of choice in what she could eat 

in the family home.  The evidence shows that people with learning disabilities benefit from 

a multi-disciplinary and multi-component approach to weight management (Public Health 

England, 2016).  This includes raising awareness of the importance of healthy living 

among people with learning disabilities and their families/carers and ensuring that 

information and resources are accessible, as well as providing access to mainstream weight 

loss and exercise programmes.  For example, in Pembrokeshire, Wales, Exercise Buddies 

is a project which aims to increase the amount of physical activity that people with a 

learning disability and their families/carers engage in via reciprocal support from a non-

disabled exercise buddy (Pembrokeshire County Council Leisure, 2021).    

The next section considers the coronavirus pandemic and its implications for the study 

findings.  
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8:5 The coronavirus pandemic and implications for the  

study findings 

 

While the fieldwork for this study was completed before the coronavirus pandemic, its 

implications for future research, and indeed practice, will likely be impacted by the 

pandemic and how Wales moves forward.   It is therefore important that the findings are 

also discussed in this context.  Limited research evidence suggests that the pandemic, and 

the political, social and economic response to it, exacerbated health inequalities for people 

with learning disabilities living in the UK (Foster, 2021).  As well as being three times 

more likely to die from coronavirus than the general population (Henderson et al., 2021), 

findings from the UK Coronavirus and People with Learning Disabilities Study (Flynn et 

al, 2021) suggest that the coronavirus pandemic impacted the physical health and 

wellbeing of people with learning disabilities and limited access to health service and 

wider support.   

Findings from the UK Coronavirus and Learning Disabilities Study also suggested that in 

Wales some people with learning disabilities struggled to access AHCs after the start of the 

first national lockdown in March 2020 and that this was more of an issue for people with 

severe learning disabilities (Wales Briefing Paper, Wave One, March 2021 and Wales 

Briefing Paper, Wave Two, June 2021).   For instance, only 21% of the people with severe 

learning disabilities who usually had an AHC were reported by family members or paid 

carers to have had one since the start of the first national lockdown.  For people with mild 

to moderate learning disabilities this figure was reported by participants as being 36%.  

Furthermore, the study found that there had been changes to how the AHC was carried out 

since the start of the first national lockdown.  For example, one half (50%) of AHCs were 

carried out by telephone or video, while families or paid carers reported that for people 
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with severe to profound learning disabilities, the majority of the AHCs that were 

completed were carried out by video (83%).  At the next stage of the study (June 2021), 

most consultations had returned to face-to-face for people with mild to moderate learning 

disabilities.  However, families or paid carers said that remote consultations continued to 

be conducted for people with severe learning disabilities.   

The findings above suggest that there have been changes to the way that the AHC has been 

delivered since the start of the pandemic.  People with learning disabilities may have found 

it hard to adjust to these changes, which may help account for why fewer people with 

severe to profound learning disabilities have had an AHC since the start of the pandemic.  

Families and paid carers may have been more hesitant about taking a person with a 

learning disability for their AHC during a pandemic.  Some people with learning 

disabilities may have also avoided visiting the surgery during periods of lockdown and 

tight restrictions.  Fear of catching the virus and changes to the way the surgery operates 

during the pandemic may have heightened people’s anxiety about having an AHC.  It is 

also possible that some surgeries deprioritised health checks as part of their response to the 

public health crisis.    

Delivering AHCs remotely for some people with learning disabilities may continue for 

some time, which begs the question of whether AHCs can be effectively delivered this 

way.  One benefit of video and telephone consultations is that they enable elements of the 

AHC to be completed without the person having to go into the surgery.  One disadvantage 

is that physical assessment needs to occur face-to-face (Gardener, 2020) and there is the 

risk that some health issues will go undetected or will be picked up late if this assessment 

does not take place or is delayed (Mencap, 2020).  Furthermore, not all people with 

learning disabilities may have access to video consultation and there may be issues around 
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capacity (Gardener, 2020).  While the need to switch to telephone or video AHC 

consultations has evolved from a need to reduce the spread of the coronavirus it is 

important to balance this with ever-changing circumstances and the need to meet the needs 

of people with learning disabilities and those who care for them. 

Williams (2017) showed that there were issues with the uptake and quality of AHCs before 

the pandemic.  More recent research evidence suggests that these problems have been 

exacerbated by coronavirus (Wales Briefing Paper, Wave One, March 2021 and Wales 

Briefing Paper, Wave Two, June 2021).   As Wales comes to live with coronavirus, it is 

important to consider how the uptake and quality of AHCs may be improved in the future.  

The need to focus on AHCs has been recognised in the Welsh Government’s Learning 

Disability Strategic Action Plan 2021-2026-Draft for Discussion and Consultation (2022), 

setting out the strategic agenda for the development and implementation of learning 

disability policy ‘that can reasonably be expected to be achieved given the ongoing focus 

on pandemic recovery and limits on available resources’ (Welsh Government, 2022, p 1).   

However, the draft plan does not specifically mention health action planning.   The findings 

from the present study indicate that where issues identified at the health check have not 

been followed up and addressed in an appropriate and timely way, and/or the person does 

not receive adequate self-management support in between health checks, then the health 

check is likely to have minimal impact.  This has implications for a person’s health 

whether it is before, during or after the pandemic.  However, the current public health 

crisis brings with it some specific challenges.    

There have already been many negative impacts of coronavirus on health due to delayed or 

missed diagnoses (Welsh Government, 2021).  A backlog of care and growing patient lists 

may mean that even if health issues are identified at AHCs there may be a long delay in 

getting them treated (Thomas, 2021).  Furthermore, maintaining physical health is 
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important to help reduce the risk of severe and/or prolonged outcomes from coronavirus 

should a person with a learning disability become infected with the virus.  It is therefore 

important that if a health issue is identified at the health check that it is dealt with as soon 

as possible to increase the likelihood of a positive health outcome, which will help to keep 

the person in good health.   This may mean more than the Welsh Government focusing on 

delayed treatment in high-volume areas.  The Welsh Government may also need to 

consider those groups who were disproportionately impacted by coronavirus, such as 

people with learning disabilities, and how best to ensure that they receive timely treatment.   

It is also imperative that people with learning disabilities are supported to keep any health 

conditions in check and that they are supported to look after their health to prevent new 

health problems from developing.  The recommendations of this study, based on the 

findings of this research, will therefore be key to ensuring that AHCs meet the health needs 

of people with learning disabilities during the current public health crisis and beyond.   

 

8:6 How the researcher’s identity may have influenced the 

interviewing process 

 

While researchers working in qualitative research cannot be entirely objective, an awareness 

of their subjectivity will help them to be conscious of how their positionality might be 

impacting the knowledge produced in the research study.  This section draws on fieldwork 

diary notes to reflect on the researcher’s perception of the influence of their identity and 

presence throughout the interviewing process and how this may have impacted the analysis.   

One personal dilemma that the researcher faced was whether to disclose that she was autistic 

to her participants.  She knew that she didn’t want to actively try and hide her autism, whilst 

at the same time she didn’t want her autism to deflect from participants and their experiences.   
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According to Damien Milton (2019), himself an autistic researcher:  

In the production of knowledge in the field of autism [and learning disability], 

autistic people have traditionally been seen as subjects of research, rather than in the 

role of researcher. This is slowly, thankfully, beginning to change. Yet autistic 

researchers are still a distinct minority. (pp 2-13, 2019) 

There can be a stigma associated with autism (Hurley-Hanson, Giannantonio and Griffiths 

2020) and as such, there is always the risk of undermining one’s professional reputation 

when disclosing one’s diagnosis to research participants.  However, to not ‘come out’ seems 

to go against some core research principles, such as transparency in data collection and 

reflexivity in the research process.  Ross, Potter, Barratt and Aldridge (2020) in their work 

on stigma, reflexivity and the drug researcher’s drug use argue that ‘disclosure’ where there 

may be stigma ultimately should be a personal decision.  In the end, the researcher decided 

that she would only disclose that she was autistic if she felt that doing so would be of benefit 

to the participant.  For example, when a participant was told to ‘relax more’ by the GP when 

seeking help for his high anxiety levels, he said that he found this difficult because of his 

autism.  The researcher was able to empathise with the participant by briefly talking about 

her autism and inability to relax.  It could be argued that if the researcher had maintained 

their silence, they would have been contributing to the problem of stigma around autism by 

reproducing it and remaining ‘other’. She reflected upon this in her fieldwork diary:  

Fieldwork diary extract, 20th December 2018:  What is the gentleman supposed to 

do with this information? The gentleman said that he found it difficult to relax 

because of his autism.  I did say to the participant that I understood that it was 

difficult to relax when you have autism as I was also autistic.  We talked a little about 

the things that helped us to feel relaxed.  This helped with our relationship.  I think 
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because it enabled the participant to see that I was human.  I think because I was 

open about being autistic, the participant was able to see that it was okay to be 

autistic, that it was okay to struggle, it really was okay.  I felt also that to stay silent 

would have meant that I was contributing to the stigma around autism.  I would have 

remained ‘other’, in a position of privilege.   

The researcher felt conscious of her gender when talking about male/female health-related 

issues.  Although this wasn’t a problem for her, she did often wonder if male participants 

felt uncomfortable talking about male-related health issues.  For example, one male 

participant seemed a bit embarrassed whilst talking about the testicular examination.  The 

researcher tried to be as sensitive as possible.  Being female meant that she was sometimes 

able to relate to the experiences of female participants, for example, when smear tests were 

described as being a bit uncomfortable and/or embarrassing.  However, she was acutely 

aware that the experience of being both female and having a learning disability is uniquely 

different and one which can combine to create unique systems of discrimination and 

disadvantage in terms of accessing healthcare.   

Being a research PhD student may have helped to neutralise power expectations between 

the researcher and participants, with the researcher introducing herself as a ‘research 

student’ and not ‘expert’; if anything, the researcher wanted participants to know that they 

were the ‘experts’ on their own experience.  Dressing informally may have helped in 

presenting a subject position that was relatable and non-threatening, as noted in the 

fieldwork diary extract below:  

Fieldwork diary, 9th October, 2019: I was always careful to introduce myself as   

‘student’ and not ‘expert.’  Dressing informally probably helped to reinforce that 
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message.  To be honest, I liked dressing informally, in clothes that I felt comfortable 

in.   

However, one concern was that participants might also perceive the researcher as a friend 

and this may make it difficult for the researcher-participant relationship to end.  The 

researcher tried to be honest as possible with participants about the nature of the researcher-

participant relationship, explaining to one participant that she too felt sad that the 

relationship had come to an end.  When the same participant asked if he would ever see her 

again now that the study had come to an end, the researcher explained that this was unlikely.  

The researcher ensured that plenty of time was given to acknowledging and discussing 

participants’ feelings about the ending of the research relationship.   

Families attributed several negative attitudes to professionals, some of which appeared to be 

based on directly expressed assumptions by professionals, while others seemed to be inferred 

without direct experience.  One parent refused to have anything to do with social services 

due to previous negative encounters with staff, whereas another parent was frightened of her 

son going into hospital because she believed that “people with learning disabilities die 

there.”  Since the researcher had a seventeen-year-old son with a learning disability the 

researcher was afforded a level of trust and openness that may not have been present had 

this not been the case.  However, the researcher was mindful that her personal experience 

might not just affect how participants interacted with her, but how she interacted with them, 

the kinds of questions she asked and how she responded to what they had to say.  This, in 

turn, might affect the analysis.  For example, leading to an emphasis on shared factors 

between the researcher and the participant.  The researcher was aware that her role within 

the research was as a researcher and that each family’s journey of raising a child with a 

learning disability was unique.  The researcher was careful, therefore, not to make too many 

comparisons: 
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Fieldwork diary extract, 28th September 2018: I must remember that I am first and 

foremost a researcher.   I am well aware that there is the potential, especially when 

around other mothers, to be influenced by one’s own thoughts, feelings and 

experience in relation to parenting a son with a LD, which could result in the over-

interpretation or misinterpretation of data to infer meanings that were not 

originally intended by the interviewee.    

 

Fieldwork diary extract, 12th October 2018:  I am finding that parents are sharing 

some very intimate things with me about their lives, and some painful feelings too.  

It is clear that their trust in me comes from the fact that I am also a parent of a 

child with a LD.  Speech often includes phrases such as ‘They should try walking in 

our shoes, shouldn’t they? ‘or ‘It’s hard, isn’t it?   I listen and I empathise and  

occasionally I share a little too (which helps rapport), but so far, I have remained 

professional and I am able to separate my experience from theirs…Parents of 

disabled children walk a similar road, but they don’t walk in the same pair of 

shoes.      

A background in clinical psychology, rather than say nursing, may have influenced the 

researcher’s approach to certain topics, such as leading a healthy lifestyle.  For example, 

the researcher is interested in how to support health-related behaviour change in people 

with learning disabilities, as demonstrated by the fieldwork diary entry below:  

 

Fieldwork diary, 19th February 2019:  Eddie has a number of psychological 

barriers to making positive lifestyle behavioural change, which may be easier to 
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tackle once he is in supported living.  I do find this interesting, perhaps because I 

have a clinical psychological background and have studied health behaviour.     

Eddie has a number of unhelpful beliefs around health, for example, he believes 

that to make a positive behavioural change he literally has to do something drastic.  

I explained to Eddie at the end of the interview that a lifestyle change can be 

something small, like having one sugar in your tea rather than two or walking 

upstairs rather than taking the lift-little steps.   

In summary, consideration was given to how the researcher positioned herself within the 

interviewing process, as a student researcher with a background in clinical psychology, as 

a person with autism and as the mother of an adult son with a learning disability.  

However, the researcher acknowledges that she could not have been aware of all the 

subconscious ways in which her identity may have impacted the interview process and 

potentially the analysis.   

8:7 Conclusion    

In conclusion, participants reported mixed experiences of the AHC consultation: how the 

health check was carried out and whether reasonable adjustments were made were key 

factors in shaping participants’ experiences.  Not all checks that were identified as being 

included in the AHC were reported to have been undertaken and not one participant 

reported having received a Health Action Plan.  There was also a disparity in the way in 

which individuals were informed about their entitlement to a health check or invited to 

their health check, as well as confusion over whether practices were signed up to deliver 

AHCs via the DES.  Problems with accessing AHCs seemed to be most apparent in rural 

areas.  Many people with learning disabilities living with family members had never heard 

of an AHC.   
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Not all issues identified at the AHC appeared to have been followed up and/or addressed in 

a timely and/or appropriate way.  This was especially the case for participants who had 

been asked to make lifestyle changes as an outcome of the AHC.  For some participants, 

there appeared to be a delay in getting some planned actions carried out, with families or 

paid support staff reportedly having to chase referrals for hospital appointments or blood 

tests.  A lack of reasonable adjustments appeared to be a factor in actions being delayed or 

not carried out.  In other instances, planned actions had been taken but had been perceived 

by the participant as not producing any significant or desired effect.  There was hesitancy 

among some participants to go back to the GP to address this.   

All participants required at least some support with self-managing their health.  However, 

participants reported that they did not always receive support for self-management at the 

AHC.  Not all GPs, for example, appeared to understand the difficulties that participants 

may face with understanding and/or following advice for managing health conditions.  A 

lack of accessible health information was reported by some individuals, as well as a lack of 

advice for lifestyle and health promotion, especially weight management.  This was despite 

many participants reporting wanting to improve their diet and/or fitness levels, but unsure 

as to how to go about doing this.   Some participants appeared less likely to be supported to 

self-manage their health, such as those who lived relatively independently.  Many 

interviewed relied upon family members or paid carers for support.  However, this support 

varied in terms of the level and/or amount that was provided and changed over time 

depending on several different factors.  Individuals’ participation in self-management also 

varied and was influenced by factors intrinsic to the person, such as the nature and severity 

of the illness, and extrinsic factors arising from the wider context in which individuals 

found themselves, such as availability of care and support.  
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Overall, the findings suggested that a broader system of support around the health check is 

required if people with learning disabilities are to be better supported to achieve or 

maintain the best possible health.  This is likely to include a role for health facilitators to 

work with GPs to ensure that the health needs of patients with a learning disability 

registered at the practice are met (Department of Health, 2009).  This will also include 

determining barriers to care and, in so doing, improving access to the different components 

of the health and social care system (Department of Health, 2009).  This broader system of 

support will be crucial to ensuring that AHCs meet the health needs of people with 

learning disabilities during the current public health crisis and beyond.   

The role of the researcher in shaping the kind of data generated has also been considered.   

The next chapter is the conclusion to the thesis, where all the elements of the thesis will be 

tied together into a cohesive whole and recommendations made.   
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Chapter nine:  Conclusions 

 

9:1 Introduction  

 

In the previous chapter, the findings of the study were discussed.  This chapter brings the 

different elements of the thesis together by revisiting the aim of the research and the 

research questions which were set out at the beginning of the thesis.  The conclusions that 

can be drawn from the study’s findings are provided.  Importantly, the strengths and the 

limitations of the study are discussed, alongside the original contribution to knowledge that 

the study makes.  The chapter also includes a personal reflection on the researcher’s 

development throughout the research process.  The chapter ends with recommendations for 

future practice, policy and research. 

9:2 Research aim  

 

This research aimed to explore the experiences of people with learning disabilities 

receiving AHCs in Wales.  In particular, the study looked at how the issues identified at the 

AHC were followed up and addressed over time and how participants self-managed their 

health and were supported in this in between health checks.  

 

9:3 Research questions  

 

For this study, three research questions were identified.  These were:   
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1.  How are health issues identified within AHCs for people with learning disabilities 

followed up and addressed over time? 

2.  How do people with learning disabilities self–manage conditions identified within AHCs? 

3.  What support do people with learning disabilities receive to assist them with the self-

management of health conditions? 

 

9:4 Strengths and limitations  

Before looking at the conclusions that can be drawn from the research findings, the 

strengths and limitations of this study will first be examined.    

A major strength of this study was the inclusion of adults with learning disabilities as 

participants.  This research was also conducted with people with learning disabilities who 

could not consent to participate in the study.  Some researchers are deterred from 

conducting research with people who lack capacity as participants because of the 

additional requirements that this entails (The British Psychological Society, 2008).  

However, while this may take some time and effort on the part of the researcher, it enables 

people’s views to be captured which might otherwise not have been.   

The design of this study enabled people with learning disabilities to share their experiences 

of AHCs, follow-up and self-management of health conditions, while the methods 

employed provided a detailed analysis of these experiences.  The findings extend 

understanding of the experiences of people with learning disabilities who have had an 

AHC, as well as address a gap in the research knowledge by looking at how the issues 

detected at the AHC are followed up and addressed over time, as well as how people with 

learning disabilities are supported to self-manage their health in between health checks.   
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Since this was a qualitative study the sample size was small compared to a quantitative 

study.  This is because the study aimed to obtain an in-depth understanding of an issue 

rather than to generalise to a larger population of interest.   It is important to note that 

while there are seven health boards across Wales, four were represented in this study.  

However, while health boards will be run differently the participants were recruited from a 

mixture of geographical areas across Wales.  This included both urban and rural areas, with 

two health boards with a history of low uptake.  The findings are tentative in terms of the 

extent to which they might be transferable.  There was, however, a commonality of 

experience to suggest wider relevance and applicability of findings.  The findings indicated 

that for some people with learning disabilities living in Wales not all issues identified at 

the health check may be followed up and appropriately addressed and that there may also 

be a lack of support for the self-management of health issues identified at the health check.   

A further limitation of this study is that the researcher was unable to recruit anyone from a 

BAME background to the study despite asking stakeholder organisations to assist with this.  

One organisation did identify one potential participant who had recently had an AHC, but 

since the person was living outside of the health board area that was the focus of the 

research they could not be recruited to the study.   There is research evidence to show 

racial/ethnic differences in the healthcare that people receive (Magaña et al., 2016; 

Murphy-Berman et al., 1998 and Nelson et al., 2002).  While there is also some evidence 

to show that people with learning disabilities from a BAME background may face double 

discrimination within the healthcare system (Foundation for People with Learning 

Disabilities, 2012; Fulton and Richardson, 2010; Valuing People Now, 2012) more 

research is needed to determine how these disparities may play out in terms of healthcare 

for people with learning disabilities.   Additionally, while participants were recruited from 

supported living services, no one was recruited from a residential home or a home for older 
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persons.   This was because organisations had limited contact with these services.     

Therefore, this sample is unlikely to be representative of all people with learning 

disabilities or all service providers.    

When interpreting the findings, it should also be noted that the providers also had some 

interest in taking part in this study expressed an interest in AHCs and appeared to actively 

support participation in them.  Despite this, some concerns were expressed about quality.  

If other providers had been included in this study these issues may have been magnified 

and/or other issues may have been raised.    

Finally, this study looks at the experiences of the follow-up and self-management of health 

conditions from the point of view of people with learning disabilities and their families 

and/or paid carers.  It does not capture the views of GPs or other health professionals on 

this matter.  A study that tries to capture the other side of the interaction would therefore be 

useful to explore.   

Despite these limitations, certain conclusions can be drawn that will have some value in 

shaping discussions about service development and future research.   

 

9:5 Conclusions   

 

This section will return to the research aim and questions, explaining how the thesis has 

addressed these.   In addition, some of the key issues related to participants’ experiences of 

the AHC will be discussed.  
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1.  How are health issues identified within AHCs for people with learning 

disabilities followed up and addressed over time? 

The findings of this research project revealed that some health issues identified at the 

health check were dealt with in a timely and appropriate manner.  For example, where 

health conditions identified at the health check required monitoring participants reported 

that they had attended follow-up appointments with the practice nurse in between health 

checks.  However, there appeared to be a lack of follow-up when participants were asked 

to make lifestyle changes to manage long-term health conditions.  Research has shown that 

maintaining a healthy lifestyle can help people to effectively manage the symptoms of 

long-term health conditions (Grady and Gough, 2014).  It can therefore be concluded that 

people with learning disabilities may not be receiving the support that they need to feel as 

well as they can while living with a long-term condition, which could lead to further ill 

health.      

A key aspect of the AHC is to refer people with learning disabilities to other services.  

However, there were several barriers to referral reported by participants.  These included 

delays in the referral process due to cancelled appointments, GP lack of knowledge of 

referral routes and poor inter-agency communication which meant that the referral bounced 

back and forth between services.  Families and/or paid carers reported having to ‘chase up’ 

such delays.  While long waiting times can be an issue for people without a learning 

disability, the risk to a person’s health can be greater for a person with a learning disability 

since they may already present late with a health problem(s) due to difficulties with 

recognising and communicating signs and symptoms of illness (Alborz, 2005).   Some 

participants also reported a lack of planning of the reasonable adjustments required for 

them or the person they supported to be able to attend other appointments.  This led to 
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delays in the referral process or planned actions, such as flu vaccinations, not taking place.  

It can therefore be concluded from the problems with referral that in some cases the AHC 

may only be partially addressing people’s health needs, with potentially serious 

implications for a person’s health.   

This study found that some people with learning disabilities did not go back to see the GP 

regarding ongoing health issues and/or if they felt that interventions were not working.  

This was also the case for some family members who supported a person with a learning 

disability.  From the few family members’ reports available reasons for not going back to 

see the GP were varied and complex.  They included time demands and uncertainty about 

seeking advice a second time after being told that there was nothing to be concerned about 

at the first appointment.   It can be concluded that there were different reasons why people 

with learning disabilities and their families chose not to go back to the GP regarding 

ongoing health issues.  Understanding what the barriers might be to engage with primary 

care for some people with learning disabilities and their families is important if health 

issues are to be appropriately followed up and addressed.  

 

2. How do people with learning disabilities self-manage health conditions 

identified within AHCs?   

Participation in self-management for participants varied depending on any one of several 

interacting factors, such as the nature and severity of the health condition; the person’s 

general health status; level of familial and/or paid carer support; social support; life 

circumstances and events; a person’s mental health and wellbeing; personal attitudes and 

motivation.  Participants’ approaches to self-management also changed over time 

depending upon how these factors interacted.  For instance, one participant described how 
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she was struggling to self-manage her health as her health condition worsened.  It can 

therefore be concluded that the capacity to self-manage health needs can fluctuate and that 

support for self-management needs to be regularly reviewed.   

With the right opportunities and support, participants reported having better control over 

their health in many ways from learning how to prepare and cook healthy food to partaking 

in regular exercise, such as swimming or walking.  Those who were supported to self-

manage their health reported feeling confident and happy as a result of having more control 

over their health.  From these findings, it can be concluded that people with learning 

disabilities are capable of participating in self-management if they are given the right 

opportunities and support.  

3.  What support do people with learning disabilities receive to assist 

them with the self-management of health conditions? 

From the findings of this study, it can be concluded that many participants required support 

with self-managing their health, but that little formal support was provided.  From 

participants’ reports, it seems that there was little support for the self-management of 

health to come from the AHC.  For instance, some participants reported that doctors did 

not seem to appreciate that they may be struggling to understand and/or follow the advice 

given at the AHC.  Participants relayed finding verbal and/or written information at the 

AHC or follow-up appointments inaccessible.  Some reported not having the confidence 

and/or not feeling comfortable to ask for further help in this regard.  One participant 

reported that they had not been given enough information about their health.  Many 

participants said that they wanted to eat more healthily and/or improve their fitness levels 

to lose weight and prevent health conditions from developing.  However, very little advice 

was given regarding lifestyle and health promotion, especially weight management via the 
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GP.  A few participants reported struggling to get treatment for their mental health from 

their doctor.  If they were receiving treatment, it was via prescribed medication.  The lack 

of self-management support was further illustrated by the fact that no Health Action Plans 

were reported to have been co-produced and shared with any of the participants.  It can 

therefore be concluded that it is unclear what opportunity is being given to people with 

learning disabilities in Wales to explore their support needs for the self-management of 

health.   

Support for the self-management of health in between AHCs appeared to mainly come 

from family members and/or paid carers.  This meant that the repercussions of receiving 

poor support for the self-management of health within poor primary care appeared to be 

greater for those people with learning disabilities who lived relatively independently 

without any support from relatives or social care services.  Family members and/or paid 

carers were reported as providing support in many ways (for example, supporting the 

person at medical appointments or helping the person to monitor their health at home via 

recording their weight, taking their blood pressure or blood sugar reading).  Family 

members, however, differed in the amount and kind of support that they were able or 

willing to provide.  The support provided by family members also appeared to change over 

time depending on factors such as the changing health needs of the person with the 

learning disability or the changing circumstances of the family.  The paid carers who 

participated in this study seemed to be actively involved in trying to support the self-

management of health.  However, when transferring these findings to other parts of Wales, 

this may not be the case for other paid support staff.  It can therefore be concluded that it 

cannot be assumed that family members and/or paid carers will be able or willing to 

provide the appropriate support for the self-management of health.   
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There are different ways to treat mental health, such as medication, talking therapies, art 

therapies and mindfulness.  However, only one participant was treated in ways other than 

medication.  It was concluded from this that health professionals may not always be 

making people with learning disabilities aware of the different options available to them.   

The finding that there was little support for the self-management of health at the AHC, and 

that support from family members and/or paid carers varied, indicates a need for a 

strengthening of services and supports around the AHC for people with learning 

disabilities.   

4.  What were people’s experiences of the AHC?  What issues were 

identified and what were the actions proposed?  

Participants varied in their experiences of AHC consultations and therefore how satisfied 

they felt about them.  Those who felt satisfied appeared to be those who were invited for an 

AHC every year, whose consultations were longer and more thorough and/or were carried 

out in conjunction with the practice nurse.  Participants who seemed dissatisfied with the 

AHC reported many checks not being carried out, as well as having to ask the doctor to 

carry out certain examinations; the AHC being treated like a routine appointment, which 

often meant that many checks were not carried out; requests for health information not 

being met and a lack of opportunity to talk about health concerns.  A lack of reasonable 

adjustments and/or inadequate equipment was another concern raised by participants who 

expressed dissatisfaction with the consultation.  It can be concluded from this that may be 

an issue with the quality of some health checks. This means that for some people with 

learning disabilities the AHC may not be working as well as it could, potentially resulting 

in health issues going undiagnosed and untreated.    
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Even for those participants who had positive experiences to report, not all checks were 

reported to have been undertaken at the health check.  For example, sensory checks were 

one of the areas least likely to be checked.  It can therefore be concluded that health checks 

are not always being conducted in line with the Welsh check protocol.   

It could also be concluded from the findings that there is inconsistency in the provision of 

AHCs across Wales, with those people reporting difficulties accessing them tending to live 

in rural areas.  There may also be inconsistency in how people are invited or informed 

about their entitlement to a health check since the participants for whom it was their first 

health check (and who learned about the AHC through hearing about the study) all lived in 

the family home.   

Many participants had issues identified as a result of their AHC.  These included new 

health conditions such as gout and hypertension, as well as more commonly identified 

health conditions such as eczema or a build-up of ear wax.   It can be concluded from this 

that people with learning disabilities have unmet health needs and that the AHC can 

provide a means of identifying them, a finding that is consistently shown in the research 

literature (Robertson et al., 2014).   Actions were taken to address participants’ needs, 

which also supports previous research findings (Robertson et al., 2014).  However, not one 

participant reported that a Health Action Plan had been shared and/or co-produced with 

them.  It can therefore be concluded that there may be an issue with the Health Action 

Planning process in Wales, which could then have implications for how the issues 

identified at the AHC are then followed up and addressed.    

9:6 Original contribution to knowledge  

The research findings of this study add value and make a unique contribution to existing 

knowledge in the field of AHCs for adults with learning disabilities.  A detailed and critical 
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evaluation of both the UK and international literature revealed that this was the first study 

to specifically focus on how the issues identified at the health check were followed up and 

addressed over time from the perspectives of people with learning disabilities (and where 

relevant their supporters).  It is also the first study to consider how people with learning 

disabilities self-manage health issues identified at the health check, as well as what support 

they may receive to do this.  In doing so, this thesis advances the literature by highlighting 

that the AHC should be viewed as a process rather than as a one-off event and as part of a 

wider system to support health and well-being.  This is important because while the AHC 

does lead to the identification of unmet needs and targeted actions to meet these needs, 

there are limitations in thinking of the AHC as an isolated experience.  For example, what 

happens after the AHC also determines improvements in terms of health outcomes and this 

research has helped to shed light on this.  If issues identified at the AHC are not followed 

up and addressed in a timely and appropriate manner, if people are not adequately 

supported to self-manage their health in between health checks, then health needs are likely 

to be partially addressed.   

This study also included the experiences of people with severe-profound learning 

disabilities, where the capacity to consent to participate in the study is absent.  To the 

researcher’s knowledge, this is the second qualitative AHC research study (the first one 

being Chauhan et al., 2012) to do this.  Learning about such experiences provides a means 

of improving the quality of the AHC for this group.  For example, one finding to come 

from both studies is that offering home visits for those who might struggle to come to the 

surgery and/or for whom a visit would likely cause distress would be useful.   
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9:7 Research Impact   
 

At present this study is yet to be examined/peer-reviewed.  However, while carrying out 

the study, and through the links that have been established, it has been possible to develop 

routes to impact.  Firstly, this study was KESS 2 funded, with Mencap Cymru as a partner.  

Working with Mencap Cymru and with Mencap UK has enabled the study to have an 

impact at both a Wales and UK-wide level.  A further pathway to impact has been 

achieved by regularly engaging with stakeholders, such as learning disability organisations, 

care providers, and Public Health Wales through meetings about the AHC, as well as 

providing updates on the study.  Furthermore, the researcher worked with stakeholders on 

various projects, such as the creation of a Primary Care Resources Training Pack for 

Learning Disability Annual Health Checks (Improvement Cymru, 2019).    

This study was important for highlighting the importance of engaging with stakeholders for 

research impact.  The researcher engaged with different stakeholders from the development 

of the project through to its duration and the dissemination of findings.  The researcher 

found that working with stakeholders brought different perspectives and experiences to the 

research.  It provided learning opportunities and helped to ensure that decision making was 

more informed.  Consulting with stakeholders also helped to ensure that any 

recommendations to come from the findings were in keeping with what could realistically 

be achieved in terms of policy making and practice.  Working with stakeholders has been 

critical to building lasting credibility and trust:  stakeholders regularly approached the 

researcher for advice about the AHC.  There were, however, some disadvantages to 

stakeholder engagement.  For instance, it entailed a large time commitment and there was 

one occasion when a stakeholder tried to influence the findings to support their agenda.     
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Routes to impact have also been forged through presenting preliminary research findings at 

conferences, including international conferences such as The World Congress of the 

International Association for the Scientific Study of Intellectual and Developmental 

Disabilities (IASSID).  Presenting at conferences enabled the researcher to share her 

findings with experts in the field, policy-makers, people with learning disabilities, learning 

disability organisations, care providers and the public.  Attending conferences also helped 

the researcher with understanding the recent developments in the field of learning 

disability research and with establishing connections with other researchers.  The 

researcher has received invaluable feedback from others at conferences about the content 

and delivery of her presentations, which she will take into her future research career. 

Specific examples of the ways in which this study has had an impact on areas such as 

policy, practice, education and training can be seen in Appendix T.   

9:8 Reflections on the study  

Reflexivity has been central to this research project.  Understanding people’s experiences 

and the meaning that they attach to their lives is a key element of qualitative research.  The 

subjective nature of qualitative research is recognised by acknowledging how the 

researcher’s experiences shape how that meaning is understood (Smith et al., 2009).   For 

example, reflexivity entails the researcher thinking about their subject position (for 

example, their age, their gender, whether they consider themselves to be an insider or 

outsider to the topic being investigated) and how this might influence the construction of 

the research process and findings (Green and Thorogood, 2018).   Furthermore, the 

researcher is the tool via which the data is gathered and analysed within qualitative 

research; hence, reflexivity enhances the credibility and trustworthiness of the study.   
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Here the personal development of the researcher throughout the study is reflected upon, 

using Driscoll’s (2007) Model of Reflection (All Answers Ltd, 2018).  The model includes 

three questions What?  So What? Now What?   An additional question ‘What could have 

been done differently?’ has been added to focus attention on some of the decision-making 

moments of the study which draw attention to some limitations of the study but 

importantly to areas for future research.   

9:8:1 What?   

I thought it was timely and appropriate to undertake this study.  Before embarking upon 

this research, I learned that the uptake of AHCs across Wales was variable and particularly 

low in some parts of Wales.  I also discovered that there were concerns expressed 

regarding the quality of health checks.  A review of the literature revealed that the health 

experiences of people with learning disabilities who had received an AHC were an under-

researched area and that no studies had specifically looked at how the issues identified at 

the health check had been followed up and addressed.  Furthermore, no studies had 

examined how people with learning disabilities self-managed the health issues identified at 

the health check and how they were supported (or not) in this.  This seemed like an 

important gap in the evidence base to address considering that a lack of clinical follow-up 

across both primary and secondary healthcare for people with learning disabilities has been 

found to contribute to premature mortality (Heslop et al., 2012).  Furthermore, while the 

Welsh Government has committed to promoting the self-management of long-term health 

conditions as part of their strategy for the management of chronic disease in Wales (Welsh 

Government, 2016), it was unclear what support people with learning disabilities might 

need to be able to do this.    

From the beginning of the study, I believed that it was important to be aware of any 

personal and professional biases that could interfere with the ability to hear and 



 

392 
 

PUBLIC / CYHOEDDUS 

acknowledge participants’ experiences.  The biggest concern for me was that I was the 

mother of a son with a learning disability.   I reflected upon this, and its potential impact, 

using the fieldwork diary at various stages of the research process, an example of which 

can be seen in Appendix O.   

 

9:8:2 So what?  

 

I felt that it was important to capture the views of people with learning disabilities who 

have had an AHC because this can make it easier for health professionals or policymakers 

to empathise and understand their needs, which can potentially help to improve the service 

user experience.  Building a relationship with the organisations that were both the 

facilitators and gatekeepers to accessing people with learning disabilities was pivotal.  I 

found it more of a challenge to gain access to people with severe to profound learning 

disabilities and had to be more creative about how I went about this.  For instance, many of 

the learning disability charities that I approached did not have direct access to people with 

severe to profound learning disabilities.  This meant that I had to approach other 

organisations such as supported living providers (sometimes via a learning disability 

charity) and other charities that may have contact with families that support people with 

severe to profound learning disabilities (for example, charities that assist with debt and/or 

support people faced with inequality and discrimination).  On reflection, such experiences 

taught me the importance of a willingness to be flexible whilst carrying out research. 

Building a relationship with the participants and where applicable their supporters was of 

vital importance to this study.  Time was essential to building rapport and meeting the 

participant before the interview process was key.   I believe it is important for the 

researcher-participant relationship to be a reciprocal one.  This is because I often feel that 
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we take participants with learning disabilities and their intention to take part in research for 

granted and I think it is important to give participants the acknowledgement they deserve.   

I do feel that I did this by signposting people in the direction of further advice or support 

where appropriate and by giving all participants a voucher at the end of the study to show 

my appreciation for the time that they had given to the project.   Having a good rapport 

with the participant was also beneficial for me as building rapport is essential for 

successful communication; hence, it can facilitate better information and data access 

(Zakaria and Musta’amal, 2014).   

I learned so much from the interview process. The people that I interviewed all wanted 

their experiences to be known and their voices to be heard.  However, since each 

participant was different in terms of their needs this presented with some methodological 

challenges.  Visual cue cards helped to facilitate the communication process.  However, 

these also had to be adapted at times to suit individual preferences.  For example, during 

the study, I discovered that one participant preferred the visual cue cards to have simple 

text to help anchor the meaning of the images.  After each interview, time would be spent 

reflecting on what I could do next time to better support the participant and facilitate 

communication.   This process taught me that engaging with participants through an 

individualised approach is important and that knowledge and skills in qualitative 

interviewing with people with learning disabilities is an ongoing endeavour.   

Working with participants over a long period of time meant that I came to develop 

relationships with participants and know intimate details about their lives.   From early on 

in the study I was aware that the longitudinal nature of the study could be difficult for both 

participant and researcher and aimed to prepare participants and myself for this in a 

number of ways.  I reminded participants at each interview stage how many interviews 

were left and tried to be honest, but also gentle, in my response whenever participants 
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asked about how much time we had left together.  I used my fieldwork diary and, if 

necessary, supervision, to reflect on my thoughts and feelings about the end of the 

interview process.   Participants were given a gift token at the final interview as a means of 

thanking them for their time and as a way of marking that the fieldwork had come to an 

end.   

A critical realist thematic analysis was used to analyse the qualitative interviews.  Upon 

reflection, critical realism was a useful framework for this study as it helped focus 

attention on the diversity of the learning-disabled experience and enabled me to consider 

how people with learning disabilities incorporated illness and health into the broader 

aspects of their lives.    I found critical realism a useful approach for considering possible 

unseen causal influences and explanations and their effects on health and illness, such as 

the effects of a perceived imbalance of power in the doctor-patient relationship at the 

AHC.  The framework also helped me to view health as a process, which is affected by 

interactions between people and their contexts.  The framework also drew my attention to 

the many different ways in which health and quality of life could be improved for people 

with learning disabilities from medication to barrier removal, anti-discrimination and 

attitudinal change and better services and support.  Finally, critical realism argues that 

while there may be one ‘reality’, independent of an individual’s cognitive processes, there 

can exist multiple, perspectives of this reality, which are just as valid to consider.  Paying 

attention to how participants experienced reality, produced some interesting findings.  For 

example, participants had a complex view of their health that went beyond the medical.   

Saldaña’s (2003) framing and descriptive questions were used to analyse the difference 

between time points.  I found the questions useful for analysing change through time as they 

helped to develop my sensitivity to change processes.  For example, without the framework, 
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I may not have even considered what might be missing through time and what the absence 

of ‘something’ might mean for participants.     

9:8:3 What could have been done differently?   

I feel it would have been more inclusive if I had worked alongside people with learning 

disabilities at various stages of the research to develop the research questions and design 

(Herron, Priest and Read, 2015).  However, this may have been difficult to achieve within 

the time parameters of the study.   While I piloted the cue cards, a practice interview with a 

person with a learning disability may have further enhanced the study.  For example, it 

may have highlighted unforeseen issues which could then be addressed before the 

participants were interviewed.  Wray, Archibong and Walton (2017) make the case that a 

pilot study can be used effectively in qualitative studies to refine the final design and 

provide the researcher with practical experience to enhance confidence and competence.   

This was a missed opportunity and a lesson to take forward into the future.    

9:8:4 Now What?   

The findings from this study have produced new knowledge and insight into AHCs for 

people with learning disabilities.   I feel that it is important that this is shared with relevant 

parties and section 9:9 discusses how the findings of this thesis have been disseminated so 

far, as well as future plans for dissemination.   

 

The research process undertaken has been a rich and rewarding journey.  I feel that I have 

learned so much from this study.  I have gained knowledge and skills and have increased 

my confidence as a researcher.  It was a privilege to meet and get to know the participants, 

as well as explore their experiences with AHCs.  Research evidence shows that people 

with learning disabilities continue to experience unacceptable inequities in healthcare and 
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that these have been exacerbated by the covid pandemic (Flynn et al., 2021; Foster, 2021).   

My journey with the research participants and, in particular, the stories that were shared of 

poor-quality healthcare, has made me even more determined to continue to advocate to 

improve the healthcare of people with learning disabilities living in Wales.    

 

9:9 Dissemination of findings  

 

It is the intention to disseminate the study findings as widely as possible, and in a timely 

fashion, per principle 11 (accessible findings) of the UK Policy Framework for Health and 

Social Care (Health and Social Care, NHS Research Scotland, Health and Care Research 

Wales and NHS Health Research Authority, 2017, p.12). 

Since the study has finished some of these actions have already been undertaken or are 

currently in progress:   

• Draft three papers minimum for submission to peer-reviewed academic journals.  

Discussions are underway as to which these peer-reviewed journals should be.  This is likely 

to include at least one learning disability journal, such as the Journal of Applied Research in 

Intellectual Disabilities and a primary care journal such as the Journal of Primary Care and 

General Practice.   

 

• Disseminate findings to participants and other interested groups.  The researcher is currently 

in discussions with stakeholder organisations as to the best way to disseminate findings and 

to ensure that these are accessible to people with a learning disability.    The researcher also 

plans to liaise with the Teaching and Research Advisory Committee (TRAC) at the 

University of South Wales.  TRAC is a group of men and women with learning disabilities 
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and their supporters who meet every month to discuss teaching and research, as well as to 

provide advice and consultancy to other individuals and organisations (University of South 

Wales, n.d.)   

• Disseminate findings to stakeholders in the research, such as learning disability 

organisations and social care providers.   Preliminary findings have been shared with 

stakeholders.  The researcher aims to invite stakeholders to a presentation and Question and 

Answer session to deliver the final findings.  A workshop has been arranged to present the 

final findings to social care providers.   

• Present findings at conferences which target GPs, learning disability community teams, 

people with learning disabilities and organisations that work with people with learning 

disabilities.  The researcher has presented her preliminary findings at several conferences 

and aims to present her final findings at future ones.   

• Disseminate findings to policymakers.   Preliminary findings have been shared with 

policymakers.   Sessions have been delivered to student learning disability nurses and to 

Public Health Wales.  The researcher will be presenting her final findings at a Public Health 

Wales sharing practice event.   Opportunities will also be sought to discuss the final findings 

with primary health care clusters.   

 

• In terms of privacy safeguards regarding dissemination, participants will not be identified in 

any publication or presentation.  Instead, participants’ real names will have been replaced 

with pseudonyms.   Furthermore, specific health boards will not be identifiable in any 

published material or presentations.   
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9:10 Recommendations  

 

These recommendations are based on a small sample.  However, generalisation was never 

a goal of this study. That said, some lessons can be learned from the sharing of the 

participants’ experiences and their insights into the AHC process, which could potentially 

influence the policy, practice and research relating to AHCs for people with learning 

disabilities living in Wales and potentially the UK.   

9:10:1 Key recommendations for practice  

 

• General practices to ensure that there are Health Action Plans.  

• General practices to ensure that Health Action Plans are co-produced and shared with the 

person with the learning disability and where relevant their supporters. 

• For Health Action Plans to be reviewed in between health checks to ensure that issues 

identified have been followed up and addressed and the support that is being provided for 

the self-management of health is appropriate to the patient’s circumstances.   To ensure 

this happens, it will need to be determined who might be the best person/s to take on this 

role.  

• For general practices to ensure that people with learning disabilities can access healthcare 

at the right time, the right place and by the right people by ensuring that referrals are 

actioned and followed up, results are checked and communicated and that people with 

learning disabilities have the right information to navigate their way through the healthcare 

system.    

• For GPs to assess the person with a learning disability ‘in context’ so that they are aware of 

the person’s social circumstances.  For example, if the person has elderly parents or very 
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little formal support it may be that further assistance could be provided at future 

appointments or with self-managing health in between health checks.     

 

9:10:2 Key recommendations for policymakers  

 

• For policymakers to consider a national electronic flag to be placed on patients’ records 

that identifies if the person has a learning disability.  This can then be used to identify 

those who may require reasonable adjustments and/or an AHC.  This flag can be attached 

to a person’s health record and linked to the AHC, Health Action Plan and Health Profile 

to ensure that as the patient moves through the health and social care system all important 

information can be accessed by health and social care professionals.   

• For policymakers to consider widening the criteria for the Accessible Information Standard 

in Wales so that it also meets the information and/or communication needs of people with 

a learning disability.   

• For policymakers to consider how best to support GPs with undertaking AHCs, as well as 

how to provide a broader system of support around the AHC.  This should include the 

facilitation of Health Action Planning and support for the self-management of health in 

between health checks.  This may require looking at the skill base and ensuring that there 

is adequate staff to support the GP.   Learning disability nurses (for example, primary care 

liaison nurses) are already well placed to undertake this work.  Moreover, health care 

support workers could work under the direction of learning disability nurses to help ease 

any pressure on learning disability teams.  Learning disability nurses could also be 

supported by other healthcare professionals where it is deemed appropriate, such as 

physiotherapists or occupational therapists depending on the needs of the patient. 
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• To consider the creation of bespoke social prescribing schemes for people with learning 

disabilities to expand the range of non-medical options available for healthcare 

professionals to improve a person’s mental and/or physical wellbeing.  This would be in 

keeping with the Welsh Government’s present support for social prescribing, as 

demonstrated through its legislation and a range of policy statements, such as The Social 

Services and Well-being (Wales) Act 2014, the Wellbeing of Future Generations (Wales) 

Act 2015, and its Prosperity For All (2017) national strategy.  All recognise the impact of 

social determinants on health and wellbeing and advocate for all sources of help and 

support.   

• For the Learning Disability Educational Framework for Healthcare Staff in Wales 

(Northway et al., 2020) to be implemented and monitored.   A key research finding was a 

need for Learning Disability specific training among primary care staff, especially GPs.  A 

particular strength of the Learning Disability Educational Framework for Healthcare Staff 

in Wales (Northway et al., 2020) is that while it focuses primarily on ensuring that 

healthcare staff can provide skilled support to people with learning disabilities, it also 

highlights the need for these skills to be underpinned by the appropriate values and 

knowledge. 

9:10:3 Key recommendations for further research 

 

As with any research, this study has highlighted some areas for future research, including 

those that the researcher would like to follow up on at a post-doctoral level.  A key area 

that the researcher would like to investigate further is the Health Action Plan.  A key 

research finding was that Health Actions Plans had reportedly not been shared and co-

produced with the participant at the AHC.  A lack of a Health Action Plan could 

potentially have implications for how issues identified at the health check are followed up 
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and addressed, as well as how people are supported in between health checks to manage 

their health.    For example, if a person with a learning disability is advised to lose weight 

at their AHC they will find this difficult to achieve without knowing how this might be 

done, who will provide the support and by when.  It would therefore be useful to 

investigate whether the lack of Health Action Plans reported by participants reflects a 

situation that is happening across Wales and, if so, why this might be.  It might also be 

interesting to look at in what ways Health Action Plans are being used in cases where they 

are being shared and co-produced.  This research might lend itself to a collaborative mixed 

methods approach.  For instance, surveys could be used to determine how many people are 

receiving Health Action Plans and how they are being used, while qualitative focus groups 

could be undertaken with people with learning disabilities and their families/ paid carers to 

explore their thoughts on Health Action Plans   The findings of this could potentially be 

used to develop an All-Wales standardised Health Action Plan.   

In addition to the above, it would also be useful for future research to investigate the 

following:  

• Further service user-led research into the quality of the health check.   

• Further research investigating why people are not attending their AHC and what GP 

practices can do to improve attendance.   

• Investigations into how the AHC is being targeted and/or promoted among certain groups 

of people with learning disabilities, especially those living with family members.   

• Investigations to better understand the issues that rural practices may face in providing 

AHCs, as well as the experiences of people with learning disabilities and their families 

living in rural areas in trying to access them.   

• Investigations to better understand the confusion around the directed enhanced service and 

whether providing the AHC as a discretionary service undermines its value.    
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• Research that looks at GPs’ experiences of follow-up and self-management of health 

conditions at the AHC.   

• Service-user led research into the health check experience is needed from underrepresented 

groups such as those from BAME communities and those residing in residential care 

settings.   

• Further investigations to explore participants’ reasons for not going back to see the GP, as 

well as whether the person could be better supported to overcome any barriers to 

engagement with primary care. 

• Future research looking at the effect of previous health encounters on the doctor-patient 

relationship 

 

9:11 Conclusion  

This study has achieved its aims by exploring the experiences of the AHC for people with 

learning disabilities.  In particular, it has looked at how the issues identified at the AHC are 

followed up and addressed over time and how people self-manage their health and are 

supported with this (or not) between health checks.  In doing so, the study has highlighted 

some continuing health inequalities and inequities that have not been fully addressed by 

health checks.  This research has identified areas for improvement and has set out 

recommendations for future practice, policy and research.  This includes work around the 

Health Action Plan, which the researcher has expressed an interest in taking forward. 

 

 

 

 



 

403 
 

PUBLIC / CYHOEDDUS 

References 

 
Agency for Healthcare Research and Quality.  (Content last reviewed September 2020).  

Follow Up with Patients Tool #6.  Retrieved from Follow Up with Patients: Tool #6 | 

Agency for Healthcare Research and Quality (ahrq.gov)  

 

Alderson, P.  (2021).  Critical Realism for Health and Illness Research:  A Practical 

Introduction.  Bristol University Press:  Bristol.   

 

Anderson, K. & Jones, J. (2015).  Improving AHCs for service users.  LD Practice, 18, 18-22.  

Retrieved from https://journals.rcni.com/learning-disability-practice/improving-annual-

health-checks-for-service-users-ldp.18.9.18.s24 
 

Alborz, A.  (2005).  The role of health check programmes in improving access to      

mainstream NHS healthcare services for people with learning disabilities.  University of 

Manchester:  National Primary Care Research and Development Centre (NPCRDC).  

Retrieved from https://www.research.manchester.ac.uk/portal/en/publications/the-role-of-

health-check-programmes-in-improving-access-to-mainstream-nhs-healthcare-services-for-

people-with-learning-disabilities(eb8c474a-9f2d-4012-92cf-e04b3a67548c).html 

 

All Answers Ltd. (November 2018). Driscoll Model of Reflection | NursingAnswers.net. 

Retrieved from https://nursinganswers.net/reflective-guides/driscoll-model-of-

reflection.php?vref=1 

 

Alzheimer’s Society (2019).  Learning Disabilities and Dementia.  Retrieved from Learning 

disabilities and dementia | Alzheimer's Society (alzheimers.org.uk) 

 

American Psychiatric Association (2013).  Diagnostic and Statistical Manual of Mental     

Disorders.  (5th ed.).  Washington, DC: Author  

 

Aveyard, H. (2014).  Doing a Literature Review in Health and Social Care. A Practical 

Guide. 3rd Edition, Open University Press, London. 

 

Baines.  (2015).  Annual Health Checks for people with Intellectual Disabilities in General 

Practice.  [online].  The University of Hertfordshire.  Retrieved from 

http://www.intellectualdisability.info/how-to-guides/articles/annual-health-checks-for-

people-with-intellectual-disabilities-in-general-practice 

 

Bakker-van Gijssel, E.J., Lucassen, P.L.B.J., Olde Hartman, T.C., van Son, L., Assendelft, 

W.J.J. & van Schrojenstein Lantman-de Valk, H.M.J.  (2017).  Health assessment 

instruments for people with intellectual disabilities-A Systematic review.  Research in 

Developmental Disabilities, 64, 12-24.  Retrieved from 

http://www.sciencedirect.com.ergo.southwales.ac.uk/science/article/pii/S08914222173007

07 

 

https://www.ahrq.gov/health-literacy/improve/precautions/tool6.html#:~:text=Followup%20is%20the%20act%20of%20making%20contact%20with,questions%2C%20or%20make%20further%20assessments%20and%20adjust%20treatments.
https://www.ahrq.gov/health-literacy/improve/precautions/tool6.html#:~:text=Followup%20is%20the%20act%20of%20making%20contact%20with,questions%2C%20or%20make%20further%20assessments%20and%20adjust%20treatments.
https://journals.rcni.com/learning-disability-practice/improving-annual-health-checks-for-service-users-ldp.18.9.18.s24
https://journals.rcni.com/learning-disability-practice/improving-annual-health-checks-for-service-users-ldp.18.9.18.s24
https://www.research.manchester.ac.uk/portal/en/publications/the-role-of-health-check-programmes-in-improving-access-to-mainstream-nhs-healthcare-services-for-people-with-learning-disabilities(eb8c474a-9f2d-4012-92cf-e04b3a67548c).html
https://www.research.manchester.ac.uk/portal/en/publications/the-role-of-health-check-programmes-in-improving-access-to-mainstream-nhs-healthcare-services-for-people-with-learning-disabilities(eb8c474a-9f2d-4012-92cf-e04b3a67548c).html
https://www.research.manchester.ac.uk/portal/en/publications/the-role-of-health-check-programmes-in-improving-access-to-mainstream-nhs-healthcare-services-for-people-with-learning-disabilities(eb8c474a-9f2d-4012-92cf-e04b3a67548c).html
https://nursinganswers.net/reflective-guides/driscoll-model-of-reflection.php?vref=1
https://nursinganswers.net/reflective-guides/driscoll-model-of-reflection.php?vref=1
https://www.alzheimers.org.uk/about-dementia/types-dementia/learning-disabilities-dementia
https://www.alzheimers.org.uk/about-dementia/types-dementia/learning-disabilities-dementia
http://www.intellectualdisability.info/how-to-guides/articles/annual-health-checks-for-people-with-intellectual-disabilities-in-general-practice
http://www.intellectualdisability.info/how-to-guides/articles/annual-health-checks-for-people-with-intellectual-disabilities-in-general-practice
http://www.sciencedirect.com.ergo.southwales.ac.uk/science/article/pii/S0891422217300707
http://www.sciencedirect.com.ergo.southwales.ac.uk/science/article/pii/S0891422217300707


 

404 
 

PUBLIC / CYHOEDDUS 

Bakker-van Gijssel, E.J., Lucassen, P.L.B.J., Olde Hartman, T.C., van Son, L., Assendelft, 

W.J.J., van Schrojenstein Lantman-de Valk, H.M.J.  (2018).  Development of a health 

assessment instrument for people with intellectual disabilities: a Delphi study.  Family 

Practice, 35(5), 599-606.  doi:  10.1093/fampra/cmy004 

 

Bakker-van Gijssel, E.J., Olde Hartman, T.C., Lucassen, P.L., van den Driessen Mareeuw, F., 

Dees, M.K., Assendelft, W.J. & van Schrojenstein Lantman-de Valk, H.M. (2016).  GPs’ 

opinions of health assessment instruments for people with intellectual disabilities:  A 

qualitative study.  British Journal of General Practice, 67, 654.  

doi:   10.3399/bjgp16X688585 

 

Barnes, C.  (1992).  Qualitative research:  valuable or irrelevant?  Disability, Handicap and 

Society, 7, 115-124.  doi:  10.1080/02674649266780151 
 

Barr, O., Gilgunn., J.  Kane, T. & Moore, G.  (1999).  Health screening for people with 

learning disabilities by a community learning disability nursing service in Northern 

Ireland.  Journal of Advanced Nursing, 29(6), 1482-1491.  Retrieved from 

doi/10.1046/j.1365-2648.1999.01036.x 
 

Bauer, A., Taggart, L., Rasmussen, J., Hatton, C., Owen, L. & Knapp, M.  (2019).  Access to 

health care for older people with intellectual disability: a modelling study to explore the 

cost-effectiveness of health checks.  BMC Public Health, 19: 706.  

doi.org/10.1186/s12889-019-6912-0 
 

Baxter, H., Lowe, K., Houston, G., Felce, D and Kerr, M.  (2006).  Previously unidentified 

morbidity in patients with intellectual disability.  British Journal of General Practice, 56: 

93-98.  Retrieved from https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1828252/ 

 

Beail, N. & Williams, K. (2014).  Using Qualitative Methods in Research with People who 

have Intellectual Disabilities.  Journal of Applied Research in Intellectual Disabilities, 27, 

85-96.  doi:  10.1111/jar.12088 

 

Beange, H., McElduff, A. & Baker, W.  (1995).  Medical Disorders of Adults with Mental 

Retardation:  A Population Study.  American Association on Mental Retardation, vol 99, 

no 6, 595-604.  Retrieved from The British Library, Dispatched 08/08/2017, ref: 

44WHELFUSW0002454 

 

Bhaskar, R. (1975).  A Realist Theory of Science.  Leeds:  Leeds books.  

 

Bleakley A., Bligh J. & Browne J. (2011).  Medical education for the future: Identity, power 

and location (Vol. One). New York: Springer. 

 

Bollard, M.  (1999).  Improving primary health care for people with learning disabilities.  

British Journal of Nursing, 8(18), 1216-1221.  Retrieved from 

doi.org/10.12968/bjon.1999.8.18.6484 
 

Bond, L., Kerr, M., Dunstan, F. & Thapar, A.  (1997).  Attitudes of general practitioners 

towards health care for people with intellectual disability and the factors underlying these 

attitudes.  Journal of Intellectual Disability Research, vol 41(5), 391-400.  Retrieved from 

https://www.researchgate.net/deref/http%3A%2F%2Fdx.doi.org%2F10.3399%2Fbjgp16X688585
https://doi.org/10.1080/02674649266780151
https://doi.org/10.1186/s12889-019-6912-0
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1828252/
https://doi.org/10.12968/bjon.1999.8.18.6484


 

405 
 

PUBLIC / CYHOEDDUS 

http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=3&sid=

80840b50-bc26-4e2e-a652-e399d9d11974%40sessionmgr4006&hid=4201 

 

Booth, T. & Booth W.  (1996).  Sounds of silence.  Narrative research with inarticulate 

subjects.  Disability and Society, 11, 55-69.  doi:  10.1080/09687599650023326 

 

Bourke, B. (2014). Positionality: Reflecting on the Research Process. The Qualitative 

Report, 19(33), 1-9. doi.org/10.46743/2160-3715/2014.1026 

 

Bowness, B.  (2014).  Improving General Hospital Care of People Who Have a Learning 

Disability.   1000 Lives.  Public Health Wales.  Retrieved from 

http://www.1000livesplus.wales.nhs.uk/sitesplus/documents/1011/How%20to%20%2822

%29%20Learning%20Disabilites%20Care%20Bundle%20web.pdf 

 

Boxall, K. and Ralph, S. (2009) Research ethics and the use of visual images in research with 

people with intellectual disability. Journal of Intellectual & Developmental 

Disability. 34(1), 45-54. doi: 10.1080/13668250802688306 
 
Braun, V. & Clarke, V.  (2006).  Using thematic analysis in psychology.  Qualitative 

Research in Psychology, 3, 77-101.  doi: 10.1191/1478088706qp063oa 
 

British Medical Association.  (Monday 19 April 2021).  Enhanced services GP practices can 

seek funding for.  BMA [online] Retrieved from Enhanced services GP practices can seek 

funding for (bma.org.uk) 
 

Britten, N.  (2006).  Qualitative Interviews in Pope, C. & Mays, N.  (Eds).  Qualitative 

Research in Health (3rd ed.), 12-20.  doi: 10.1002/9780470750841.ch2 
 

Burke, E., McCallion, P., Walsh, J.B. & McCarron, M. (2017). An exploration of the bone 

health of older adults with an intellectual disability in Ireland.  Journal of Intellectual 

Disability Research, 16, 2, 99 – 114.  Retrieved from An exploration of the bone health of 

older adults with an intellectual disability in Ireland (tcd.ie) 

 

Burton, H. & Walters. (2013).  Access to Medicare-funded annual comprehensive health 

assessments for rural people with intellectual disability.  Rural and Remote Health, 13: 

2278.  doi: 10.22605/RRH2278 

 

Buszewicz, M., Welch, C., Horsfall, L., Nazareth, I., Osborn, D., Hassiotis, A., Glover, G., 

Chauhan, U., Hohton, M., Cooper, S-A., Moulster, G., Hithersay, R., Hunter, R., Heslop, 

P., Courtenay, K. & Stydom, A. (2014).  Assessment of an incentivised scheme to provide 

annual health checks in primary care for adults with intellectual disability:  a longitudinal 

study.  The Lancet, vol 1, 522-530.  Retrieved from 

http://www.thelancet.com/pdfs/journals/lanpsy/PIIS2215-0366(14)00079-0.pdf 

 

Butchart, M.  & Colahan, C.  (2019).  Retrospective chart review of spectacle prescription 

prevalence in adults with learning disabilities in Scotland.  Journal of Applied Research in 

Intellectual Disabilities, vol 32 (4), 953-957.  doi:  10.1111/jar.12588 

 

http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=3&sid=80840b50-bc26-4e2e-a652-e399d9d11974%40sessionmgr4006&hid=4201
http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=3&sid=80840b50-bc26-4e2e-a652-e399d9d11974%40sessionmgr4006&hid=4201
https://doi.org/10.1080/09687599650023326
https://doi.org/10.46743/2160-3715/2014.1026
http://www.1000livesplus.wales.nhs.uk/sitesplus/documents/1011/How%20to%20%2822%29%20Learning%20Disabilites%20Care%20Bundle%20web.pdf
http://www.1000livesplus.wales.nhs.uk/sitesplus/documents/1011/How%20to%20%2822%29%20Learning%20Disabilites%20Care%20Bundle%20web.pdf
http://dx.doi.org/10.1080/13668250802688306
https://www.researchgate.net/deref/http%3A%2F%2Fdx.doi.org%2F10.1191%2F1478088706qp063oa
https://www.bma.org.uk/advice-and-support/gp-practices/gp-service-provision/enhanced-services-gp-practices-can-seek-funding-for
https://www.bma.org.uk/advice-and-support/gp-practices/gp-service-provision/enhanced-services-gp-practices-can-seek-funding-for
https://doi.org/10.1002/9780470750841.ch2
http://www.tara.tcd.ie/handle/2262/77590
http://www.tara.tcd.ie/handle/2262/77590
https://doi.org/10.22605/RRH2278
http://www.thelancet.com/pdfs/journals/lanpsy/PIIS2215-0366(14)00079-0.pdf
https://doi.org/10.1111/jar.12588


 

406 
 

PUBLIC / CYHOEDDUS 

Calman, L., Brunton, L. & Molassiotis.  A.  (2013).  Developing longitudinal qualitative 

designs:  lessons learned and recommendations for health services research.  BMC Med 

Res Methodol.  13(14), 13-14.  doi: 10.1186/1471-2288-13-14. 

 

Carey, I.M., Hosking, F.J., Harris, T., DeWilde, Beighton, C., Shah, S.M. & Cook, D.G. 

(2017).  Do health checks for adults with intellectual disability reduce emergency hospital 

admissions?  Evaluation of a natural experiment.  Journal of Epidemiology and Community 

Health, 71: 52-58.  doi: 10.1136/jech-2016-207557 

 

Carey, I.M., Shah, S.M., Hosking, F.J., DeWilde, S., Harris, T., Beighton, C., & Cook, D.G.  

(2016).  Health characteristics and consultation patterns of people with intellectual 

disability: A cross-sectional database study in English general practice. British Journal of 

General Practice, 66 (645), e264. doi: 10.3399/bjgp16x684301 

 

Carlsen, W., Galluzzi, K.E., Forman, L.F & Cavalieri, T.A.  (1994).  Comprehensive Geriatric 

Assessment:  Applications for Community-Residing, Elderly People with Mental 

Retardation/Developmental Disabilities, Mental Retardation, Oct, vol 32(5), 334-340.  

Retrieved from The British Library, Dispatched 08/08/2017, ref:  44WHELFUSW0002453 

 

Carvill, S.  (2001).  Sensory impairments, intellectual disability and psychiatry.  Journal of 

Intellectual Disability Research, vol 45(6), 467-483.  doi: 10.1046/j.1365-

2788.2001.00366.x 

 

Cavanagh, D.  (2016).  How do adults with intellectual disabilities make sense of their 

experience of bereavement and loss?  An interpretative phenomenological study.  

(Unpublished master’s thesis).  Swansea University, Swansea.   

 

Challenging Behaviour Foundation.  (February, 2021).  The impact of caring on families.  

Information Sheet.  Retrieved from Impact of caring on families - Challenging Behaviour 

Foundation 

 

Chapman, H.M., Lovell, A. & Bramwell, R.  (2018).  Do health consultations for people with 

learning disabilities meet expectations?  A narrative literature review.  British Journal of 

Learning Disabilities, 46(2): 118-135.  doi:  10.1111/bld.12222 

 

Chauhan, U., Kontopantelis, E., Campbell, S., Jarrett, H. & Lester, H.  (2010).  Health checks 

in primary care for adults with intellectual disabilities: how extensive should they be?  

Journal of Intellectual Disability Research, 54(6), 479-486.  doi: 10.1111/j.1365-

2788.2010.01263.x  

 

Chauhan, U., Reeve, J., Kontopantelis, E., Hinder, S., Nelson, P. & Doran, P.  (2012).   
Impact of the English Directly Enhanced Service (DES) for Learning Disability.  Retrieved 

from https://www.networks.nhs.uk/nhs-networks/national-health-facilitation-network-

learning/documents/Impact%20of%20DES%20-%20Chauhan-%20Reeve-

%20Kontopantelis%20et%20al.pdf 
 

Chinn, D.  (2019).  An empirical examination of the use of Easy Read health information in 

health consultations involving patients with intellectual disabilities.  Journal of Applied 

Research in Intellectual Disabilities, 1-16.  doi:  10.1111/jar.12657 

 

https://doi.org/10.1136/jech-2016-207557
https://doi.org/10.3399/bjgp16x684301
https://www.challengingbehaviour.org.uk/information-and-guidance/wellbeing-of-family/impact-of-caring-on-families/
https://www.challengingbehaviour.org.uk/information-and-guidance/wellbeing-of-family/impact-of-caring-on-families/
https://doi.org/10.1111/j.1365-2788.2010.01263.x
https://doi.org/10.1111/j.1365-2788.2010.01263.x
https://www.networks.nhs.uk/nhs-networks/national-health-facilitation-network-learning/documents/Impact%20of%20DES%20-%20Chauhan-%20Reeve-%20Kontopantelis%20et%20al.pdf
https://www.networks.nhs.uk/nhs-networks/national-health-facilitation-network-learning/documents/Impact%20of%20DES%20-%20Chauhan-%20Reeve-%20Kontopantelis%20et%20al.pdf
https://www.networks.nhs.uk/nhs-networks/national-health-facilitation-network-learning/documents/Impact%20of%20DES%20-%20Chauhan-%20Reeve-%20Kontopantelis%20et%20al.pdf


 

407 
 

PUBLIC / CYHOEDDUS 

Cinamon, R.G. & Gifsh, L.  (2004).  Conceptions of work among adolescents and young 

adults with mental retardation.  Career Development Quarterly, 52, 212-224.  

doi:10.1002/J.2161-0045.2004.TB00643.X 

 

Clarke, V. & Braun, V. (2013). Successful Qualitative Research: A Practical Guide for 

Beginners. London: Sage. 

 

Clegg, J.  (2003).  Using narrative diaries.  Paper presented at ESRC seminar series 

methodological issues in interviewing people with learning difficulties: 4.  Exploring the 

use of innovative methods.  Birmingham, March 2003.   
 

Cobb, J.; Giraud-Sauders, A. & Kerr, M. (2008).  Health checks and people with learning 

disabilities.  Tizard Learning Disability Review, 13(3), 38-40.  Retrieved from 

ttps://www.deepdyve.com/lp/emerald-publishing/health-checks-and-people-with-learning-

disabilities-yVzFDLT8in 

 

Codling, M.  (2012).  ‘Eye Know’: translating needs from annual health checks for people 

with learning disabilities to demand.  British Journal of Learning Disabilities, 41, 45-50. 

doi: 10.1111/j.1468-3156.2011.00721.x 

 

Codling, M. & Solomon, J. (2007).  Evaluating health checks.   Learning Disability Practice. 

10, 4, 32-38. doi: 10.7748/ldp2007.05.10.4.32.c4268 

 

Coleman, J. & Spurling, G.  (2010).  Constipation in people with learning disability.  British 

Medical Journal, 340: c222 doi 1136/bmj.c222.   

 

Contact.  (2019).  GP annual health checks for children with learning disabilities.  Retrieved 

from Annual health checks for young people with learning disabilities (contact.org.uk)  

 

Cooper, S-A., Hughes-McCormack, L., Greenlaw, N., McConnachie, A., Allan, L., Baltzer, 

M., Morrison, J.  (2018).  Management and prevalence of long-term health conditions in 

primary health care for adults with learning disabilities compared with the general 

population: A population-based cohort study.  Journal of Applied Research in Learning 

disabilities, 31, 68-81. doi: 10.1111/jar.12386 
 

Cooper, S-A., McLean, G. Gutherie, B., McConnachie, A., Mercer, S., Sullivan, F., & 

Morrison, J. (2015).  Multiple physical and mental health comorbidity in adults with 

learning disabilities:  Population-based cross-sectional analysis.  BMC Family Practice, 16, 

110.  doi: 10.1186/s2875-015-03293 

 

Cooper, S-A., Morrison, J., Allan, L.M., McConnachie, A., Greenlaw, N., Melville, C.A., 

Baltzer, M.C., McArthur, L.A., Lammie, C., Martin, G., Grieve, E.A.D. & Fenwick, E. 

(2014).  Practice nurse health checks for adults with intellectual disabilities: a cluster-

design, randomised trial, The Lancet, vol1, (7), 511-521.  doi: 10.1016/s2215-

0366(14)00078-9 

 

https://doi.org/10.1002/J.2161-0045.2004.TB00643.X
https://doi.org/10.1111/j.1468-3156.2011.00721.x
https://contact.org.uk/about-contact/news-and-views/annual-health-checks-for-young-people-with-learning-disabilities/
https://doi.org/10.1111/jar.12386
https://doi.org/10.1186/s2875-015-03293
https://doi.org/10.1016/s2215-0366(14)00078-9
https://doi.org/10.1016/s2215-0366(14)00078-9


 

408 
 

PUBLIC / CYHOEDDUS 

Cooper, S.A.; Morrison, J., Melville, C., Finlayson, J., Allan, L., Martin, G. & Robinson, N.   

(2006).  Improving the health of people with intellectual disabilities:  outcomes of a health 

screening programme after 1 year.  Journal of Intellectual Disability Research, vol 50(9), 

667-677.  Retrieved from 

http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=8

&sid=fea0600e-8bc6-42f5-b30c40b4d3aa966%40sessionmgr4010&hid=4109 

 

Coppus, A.M.  (2013).  People with intellectual disability: what do we know about adulthood 

and life expectancy?  Developmental Disabilities Research Reviews, 18:1, 6-16.  doi: 

10.1002/ddrr.1123 

 

Corben, S. & Rosen, R.  (2005).  Self-management for long-term health conditions.  Patients’ 

Perspectives on The Way Ahead.  London:  The King’s Fund.   

 

Corbett, T., Lee, K., Cummings, A., Calman, L., Farrington, N., Lewis, L., Young, A., 

Richardson, A., Foster, C., & Bridges, J. (2022). Self-management by older people living 

with cancer and multi-morbidity: a qualitative study. Supportive care in cancer: official 

journal of the Multinational Association of Supportive Care in Cancer, 30(6), 4823–4833. 

Retrieved from https://doi.org/10.1007/s00520-022-06892-z 

 

Corker, M. & Shakespeare, T.  Mapping the Terrain.  In M. Corker & T. Shakespeare (Eds,), 

In Disability/Postmodernity: Embodying Disability Studies. London: Continuum  

 

Crimes, T.  (2014).  An exploration of the experiences of paid social care staff who have 

supported and/or currently support people with learning disabilities living with cancer in 

residential services across Wales:  a grounded theory study.  (PhD thesis).  University of 

South Wales, Pontypridd.   

 

Crouch, M. & McKenzie, H.  (2006).  The logic of small samples in interview-based 

qualitative research. Social Science Information, 45(4), 483-499.  

doi.org/10.1177/0539018406069584 
 

Dalen M (2011). Intervju som forskningsmetode. [Interview as a research method]. In 

Norwegian. Oslo, Norway: Universitetsforlaget.  

 

Daly, J., Kellehear, A. & Gilksman, M.  (1997).  The public health researcher:  A 

methodological approach.  Melbourne, Australia:  Oxford University Press.   

 

Davis, R., Proulx, R & van Schrojenstein Lantman-de Valk, H. (2014).  Health issues for 

people with intellectual disabilities: the evidence base in Cousins, W. & Taggart, L. (Eds.), 

Health Promotion for People with Intellectual and Developmental Disabilities.  (1st ed, 7-

16).  Open University Press. 

 

DeCarlo, M.  (2018).  Scientific Inquiry in Social Work.  Open Social Work Education. 

Retrieved from Scientific Inquiry in Social Work - Open Textbook Library (umn.edu) 

 

Deeny, S., Thorlby, R. & Steventon, A.  (2018).  Reducing emergency admissions.  Unlocking 

the potential of people to better manage their long-term health conditions.  The Health 

Foundation.  Retrieved from Reducing emergency admissions - The Health Foundation 

 

http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=8&sid=fea0600e-8bc6-42f5-b30c40b4d3aa966%40sessionmgr4010&hid=4109
http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=8&sid=fea0600e-8bc6-42f5-b30c40b4d3aa966%40sessionmgr4010&hid=4109
https://doi.org/10.1002/ddrr.1123
https://doi.org/10.1002/ddrr.1123
https://doi.org/10.1007/s00520-022-06892-z
https://doi.org/10.1177%2F0539018406069584
https://doi.org/10.1177%2F0539018406069584
https://open.umn.edu/opentextbooks/textbooks/591
https://www.health.org.uk/publications/reducing-emergency-admissions-unlocking-the-potential-of-people-to-better-manage-their-long-term-conditions


 

409 
 

PUBLIC / CYHOEDDUS 

Department for Constitutional Affairs.  (2005).  Mental Capacity Act 2005 Code of Practice.  

London: The Stationery Office. 

 

Department of Health. (2001).  Valuing People:  A New Strategy for Learning Disability for 

the 21st Century.  The Stationery Office, London.   
 

Department of Health.  (2005). Mental Capacity Act. London, HMSO. 

 

Department of Health.  (2008).  Guidance on nominating a consultee for research involving 

adults who lack capacity to consent Issued by the Secretary of State and the Welsh 

Ministers in accordance with section 32(3) of the Mental Capacity Act 2005.   

     London.  Retrieved from mca_consultee_guidance (1).pdf 

 

Department of Health.  (2009).  Health Action Planning and Health Facilitation for people 

with a learning disability – good practice guidance.  London.  Retrieved from 

DH_096506.pdf (iriss.org.uk) 

 

Department of Health.  (2009).  Valuing People Now:  Summary Report March 2009-

September 2010.   London.  Retrieved from Microsoft Word - VPN SUMMARY REPORT 

FINAL 3.12.10_v7.doc (publishing.service.gov.uk) 

 

Department of Health, Social Services and Public Safety (DHSSPS).  (2012).  Consultation: 

Fit and well – changing lives 2012-2022. A 10-year public health strategic framework for 

Northern Ireland. DoH, Belfast.  Retrieved from Fit and Well: Changing Lives - 2012-

2022: A 10-Year Public Health Strategic Framework for Northern Ireland | Royal College 

of Physicians of Edinburgh (rcpe.ac.uk) 

 

Derrington, M.L. (2019). Qualitative Longitudinal Methods: Researching Implementation and 

Change: 54 (Qualitative Research Methods).  California: SAGE. 
 

DiCicco-Bloom, B. & Crabtree, B.F.  (2006).  The qualitative research interview.  Medical 

Education, 40(4), 314-321.  doi:  10.1111/j.1365-2929.2006.02418.x 
 

Dick J., Finlayson, J., Neil, J., Mitchell, L. & Robinson, N. (2015). Vision awareness training 

for health and social care professionals working with people with intellectual disabilities: 

Post-training outcomes. British Journal of Visual Impairment, 33(3), 227-238.  doi: 

10.1177/0264619615595663 

 

Dimensions.  (2018).  My GP and me. Making primary care fair.  Retrieved from 

https://www.dimensions-uk.org/get-involved/campaigns/make-gps-accessible-

mygpandme/report/ 

 

Disability Rights Commission.  (2006a).  Equal Treatment: Closing the Gap.  A formal 

investigation into physical health inequalities experienced by people with learning 

disabilities and/or mental health problems.  London.  Disability Rights Commission. 

 

Dearden, C.  (23 September, 2021).  GP appointments in Wales:  People facing crisis, says 

watchdog.  BBC News.  Retrieved from GP appointments in Wales: People facing crisis, 

says watchdog - BBC News 

 

file:///C:/Users/dawnc/Downloads/mca_consultee_guidance%20(1).pdf
https://lx.iriss.org.uk/sites/default/files/resources/DH_096506.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/215891/dh_122387.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/215891/dh_122387.pdf
https://www.rcpe.ac.uk/fit-and-well-changing-lives-2012-2022-10-year-public-health-strategic-framework-northern-ireland
https://www.rcpe.ac.uk/fit-and-well-changing-lives-2012-2022-10-year-public-health-strategic-framework-northern-ireland
https://www.rcpe.ac.uk/fit-and-well-changing-lives-2012-2022-10-year-public-health-strategic-framework-northern-ireland
https://doi.org/10.1111/j.1365-2929.2006.02418.x
https://doi.org/10.1177%2F0264619615595663
https://doi.org/10.1177%2F0264619615595663
https://www.dimensions-uk.org/get-involved/campaigns/make-gps-accessible-mygpandme/report/
https://www.dimensions-uk.org/get-involved/campaigns/make-gps-accessible-mygpandme/report/
https://www.bbc.co.uk/news/uk-wales-58654519
https://www.bbc.co.uk/news/uk-wales-58654519


 

410 
 

PUBLIC / CYHOEDDUS 

Dreaper, J.  (21 July, 2014).  The UK’s small rural GP surgeries fear for their future.  BBC 

News.  The UK's small rural GP surgeries fear for their future - BBC News 

 

Duncan, D. & Hayes, S. (2017).  Developing the role of the GP nurse.  Independent Nurse.  

Retrieved from https://www.independentnurse.co.uk/professional-article/developing-the-

role-of-the-gp-

nurse/155185/#:~:text=Developing%20the%20role%20of%20the%20GP%20nurse.%20In,

previously%20been%20called%20a%20Cinderella%20role%201%2C%202. 

 

Dunn, K., Hughes-McCormack, L., & Cooper, S-A. (2017).  Hospital admissions for physical 

health conditions for people with learning disabilities.  Systematic review.  Journal of 

Applied Research in Learning disabilities, 31(S1). 1-10.  doi: 10.1111/jar.12360 

 

Durbin, J., Selick, A., Casson, Green, L., Spassiani, N., Perry, A. & Lunsky, Y.  (2016).  

Evaluating the implementation of Health Checks for Adults with Intellectual and 

Developmental Disabilities in Primary Care:  The Importance of Organisational Context. 

Intellectual and Developmental Disabilities, 54(2), 136-150.  Retrieved from 

http://search.proquest.com.ergo.southwales.ac.uk/docview/1781205168?accountid=15324 

 

Dusenbery, M.  (2018).  Doing Harm:  The Truth About How Bad Medicine and Lazy Science 

Leave Women Dismissed, Misdiagnosed and Sick.   HarperCollins Publishers:  New York 

 

Emerson, E., Baines, S., Allerton, L. & Welch, V.  (2012).  Health Inequalities and People 

with Learning Disabilities in the UK 2011.  Lancaster: Improving Health and Lives.  

Retrieved from  

https://www.ndti.org.uk/uploads/files/IHAL_2011_healthinequalityguidance.pdf 

 

Emerson, E.; Glover, G; Hatton, C and Wolstenholme, J. (2014). Trends in age-

standardised mortality rates and life expectancy of people with learning disabilities in 

Sheffield over a 33-year period. Tizard Learning Disability Review, 19 (2), 90-95. 

Retrieved from Trends in age-standardised mortality rates and life expectancy of people 

with learning disabilities in Sheffield over a 33-year period - Lancaster EPrints 

(lancs.ac.uk) 

 

Equality Act (2010).  legislation,gov.uk.  Retrieved from 

http://www.legislation.gov.uk/ukpga/2010/15/section/20 

 

Erickson, S.R., Juncaj, S. & Buckley, C. (2018).  Family caregivers of people who have 

intellectual/developmental disabilities and asthma: Caregiver knowledge of asthma self-

management concepts—A pilot study. Br J Learn Disabil, 46, 172–181. 

doi.org/10.1111/bld.12223 

 

Etikan, I., Musa, S. A., & Alkassim, R. S. (2016). Comparison of Convenience Sampling and 

Purposive Sampling. American Journal of Theoretical and Applied Statistics, 5, 1-4.  

doi.10.11648/j.ajtas.20160501.11 
 

Evenhuis H.M., Sjoukes L., Koot H.M. & Kooijmanet, A.C. (2009).  Does visual impairment 

lead to additional disability in adults with intellectual disabilities? Journal of Intellectual 

Disability Research, 53(1), 19-28.  doi: 10.1111/j.1365-2788.2008.01114.x 

 

https://www.bbc.co.uk/news/health-28330679
https://www.independentnurse.co.uk/professional-article/developing-the-role-of-the-gp-nurse/155185/#:~:text=Developing%20the%20role%20of%20the%20GP%20nurse.%20In,previously%20been%20called%20a%20Cinderella%20role%201%2C%202
https://www.independentnurse.co.uk/professional-article/developing-the-role-of-the-gp-nurse/155185/#:~:text=Developing%20the%20role%20of%20the%20GP%20nurse.%20In,previously%20been%20called%20a%20Cinderella%20role%201%2C%202
https://www.independentnurse.co.uk/professional-article/developing-the-role-of-the-gp-nurse/155185/#:~:text=Developing%20the%20role%20of%20the%20GP%20nurse.%20In,previously%20been%20called%20a%20Cinderella%20role%201%2C%202
https://www.independentnurse.co.uk/professional-article/developing-the-role-of-the-gp-nurse/155185/#:~:text=Developing%20the%20role%20of%20the%20GP%20nurse.%20In,previously%20been%20called%20a%20Cinderella%20role%201%2C%202
https://doi.org./10.1111/jar.12360
http://search.proquest.com.ergo.southwales.ac.uk/docview/1781205168?accountid=15324
https://www.ndti.org.uk/uploads/files/IHAL_2011_healthinequalityguidance.pdf
https://eprints.lancs.ac.uk/id/eprint/133878/
https://eprints.lancs.ac.uk/id/eprint/133878/
https://eprints.lancs.ac.uk/id/eprint/133878/
http://www.legislation.gov.uk/ukpga/2010/15/section/20
https://doi.org/10.1111/j.1365-2788.2008.01114.x


 

411 
 

PUBLIC / CYHOEDDUS 

Fabbri, E., Zoli, M., Gonzalez-Freire, M., Salive, M.E, Studenski, S.A. & Ferrucci, L. (2015).  

Aging and Multimorbidity: New Tasks, Priorities, and Frontiers for Integrated 

Gerontological and Clinical Research. J Am Med Dir Assoc, 16(8), 640-7. doi: 

10.1016/j.jamda.2015.03.013.  

 

Felce, D., Bartley, S. & Tomlinson, J. (2010).  Monitoring the Public Health Impact of Health 

Checks for Adults with a Learning Disability in Wales: Final Report of the Joint Public 

Health Wales/WCLD Project Group, February 2010.  Welsh Centre for Learning 

Disabilities & Public Health Wales, Cardiff 

 

Felce, D., Baxter, H., Lowe., K., Dunstan., F., Houston., H., Jones., G., Felce, J. & Kerr, M.  

(2008a).  The impact of repeated health checks for adults with intellectual disabilities.  

Journal of Applied Research in Intellectual Disabilities, 21, 585-596.    Retrieved from 

http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=30&sid

=1b300e3d-1b64-46b3-9185-12245c6cd015%40sessionmgr4008&hid=4001 

 

Felce, D., Baxter, H., Lowe, K., Dunstan, F., Houston, H., Jones, G., Grey, J., Felce, J. & 

Kerr, M. (2008b).  The impact of checking the health of adults with intellectual disabilities 

on primary care consultation rates, health promotion and contact with specialists.  Journal 

of Applied Research in Intellectual Disabilities, 21, 597-602.  Retrieved from 

http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=34&sid

=9f246fdc-822d-48b9-939c-64eceb497dc8%40sessionmgr4009 

 

Field, A. & Hole, G. (2011).  How to Design and Report Experiments.  London:  SAGE   

 

Finlay, L. & Langdridge, D.  (2012).  Embodiment in Hollway, W., Lucey. H., Phoenix, A.  

and Lewis, G.  Social Psychology Matters.  The Open University:  Milton Keynes.   

 

Finlay, W.M.L. & Lyons, E. (2001). Methodological issues in interviewing and using self- 

report questionnaires with people with mental retardation. Psychological Assessment. 

13(3), 319–335.  doi: 10.1037//1040-3590.13.3.319. 

 

Finlayson, J. (2018). Fall prevention for people with learning disabilities: key points and 

recommendations for practitioners and researchers.  Tizard Learning Disability Review, 

vol. 23 (2):  91-99.   Retrieved from https://doi.org/10.1108/TLDR-06-2017-0026 

 

Flynn, S.; Bailey, T., Hastings, R.P.; Hatton, C., Abbott, D., Beyer, S., Bradshaw, J.,  

     Caton, S., Gillooly, A., Gore, N., Heslop, P., Jahoda, A., Maguire, R., Marriott, A., Oloidi,  

     E., Mulhall, P., Scior,K., Taggart, L. & Todd, S.  (2021).  Coronavirus and people with   

learning disabilities study Wave I results:  March 2021 (Full Report).  Coventry, UK:  

University of Warwick.  ISBN: 978-1-871501-36-0 

 

Foster, D.  (July, 2021).  Locked Out:  liberating disabled people’s lives and rights in Wales 

beyond COVID-19.  Welsh Government.   

 

Foundation for People with Learning Disabilities.  (2019).  Mental Health.  Retrieved from 
Mental health | Foundation for People with Learning Disabilities  

 

Foster K. Evaluating Non-response on Household Surveys. Government Statistical Service 

Methodology Series No. 8. London: Office for National Statistics, 1998. 

http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=30&sid=1b300e3d-1b64-46b3-9185-12245c6cd015%40sessionmgr4008&hid=4001
http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=30&sid=1b300e3d-1b64-46b3-9185-12245c6cd015%40sessionmgr4008&hid=4001
http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=34&sid=9f246fdc-822d-48b9-939c-64eceb497dc8%40sessionmgr4009
http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=34&sid=9f246fdc-822d-48b9-939c-64eceb497dc8%40sessionmgr4009
https://doi.org/10.1108/TLDR-06-2017-0026
https://www.learningdisabilities.org.uk/learning-disabilities/a-to-z/m/mental-health


 

412 
 

PUBLIC / CYHOEDDUS 

 

Foundation for People with Learning Disabilities. (2012). Reaching Out to people with 

learning disabilities and their families from Black and Minority Ethnic Communities. 

Foundation for People with Learning Disabilities.  Retrieved from Reaching out to people 

with learning disabilities and their families from black and minority ethnic communities: 

guidance for practitioners from social care and health services in developing culturally 

competent practice - Social Care Online (scie-socialcareonline.org.uk) 

 

Frauenberger, C.  (2017).  Disability and Technology:  A Critical Realist Perspective.  Assets’ 

15:  Proceedings of the 17th International ACM SIGACCESS Conference on Computers 

and Accessibility, 89-96.  doi.org/10.1145/2700648.2809851 

 

Friedman, C.  (July 25, 2018).  Health and Wellness:  Tools for Self-Management.   

    Disparities in Self-Management of Health.  The Council on Quality and Leadership. 

     Retrieved from Health & Wellness: Tools for Self-Management - The Council on Quality 

and Leadership (c-q-l.org) 
 

Friedman, C., Rizzolo, M.C.& Spassiani, N.A.  (2018).  Self-management of health by 

    people with intellectual and developmental disabilities.  Journal of Applied Research in  

    Intellectual Disabilities, 32, 600-609.  doi: 10.1111/jar.12554 

 

Fugard A.J., & Potts H.W. Supporting thinking on sample sizes for thematic analyses: a 

quantitative tool. Int J Soc Res Methodol,18(6), 669–684.  doi: 

10.1080/13645579.2015.1005453 

 

Fulton, R. & Richardson, K.  (2010).  Towards race equality in advocacy services: people 

with learning disabilities from black and minority ethnic communities.  Better Health, 15, 

Race Equality Foundation. 

 

Gardener, H.  (2020).  Pathway to Completing Learning Disability Annual Health Checks.  

NHS Herts Valley Commissioning Group and NHS East and North Hertfordshire Clinical 

Commissioning Group.  Retrieved from gp-pathway-for-ahcs-in-covid-v4.docx (live.com) 

 

Gates, B., Fearns, D. & Welch, J. (Eds.) (2015).  Learning Disability Nursing at a Glance.  

John Wiley & Sons, West Sussex.   

 

Gibson, P.G., Powell, H., Coughlan, J., Wilson, A.J., Abramson, M., Haywood, P., Bauman, 

A., Hensley, M.J & Walters, E.H. (2004). Self-management education and regular 

practitioner review for adults with asthma.  The Cochrane Library, (1).  doi: 

10.1002/14651858.CD001117. 

 

Glover, G. & Evison, F.  (2013).  Hospital admissions that should not happen.  Improving 

Health and Lives:  Learning Disabilities Observatory.  Retrieved from 

https://www.ndti.org.uk/uploads/files/IHAL-2013-

02_Hospital_admissions_that_should_not_happen_ii.pdf 
 

Glover, G., Williams, R., Heslop., P., Oyinlola, J. & Grey, J.  (2017).  Mortality in people 

with learning disabilities in England.  Journal of Learning disability Research, 61:1, 62-74.  

doi: 10.1111/jir.1231: a4 

 

https://www.scie-socialcareonline.org.uk/reaching-out-to-people-with-learning-disabilities-and-their-families-from-black-and-minority-ethnic-communities-guidance-for-practitioners-from-social-care-and-health-services-in-developing-culturally-competent-practice/r/a11G00000017uF0IAI
https://www.scie-socialcareonline.org.uk/reaching-out-to-people-with-learning-disabilities-and-their-families-from-black-and-minority-ethnic-communities-guidance-for-practitioners-from-social-care-and-health-services-in-developing-culturally-competent-practice/r/a11G00000017uF0IAI
https://www.scie-socialcareonline.org.uk/reaching-out-to-people-with-learning-disabilities-and-their-families-from-black-and-minority-ethnic-communities-guidance-for-practitioners-from-social-care-and-health-services-in-developing-culturally-competent-practice/r/a11G00000017uF0IAI
https://www.scie-socialcareonline.org.uk/reaching-out-to-people-with-learning-disabilities-and-their-families-from-black-and-minority-ethnic-communities-guidance-for-practitioners-from-social-care-and-health-services-in-developing-culturally-competent-practice/r/a11G00000017uF0IAI
https://doi.org/10.1145/2700648.2809851
https://www.c-q-l.org/resources/newsletters/health-wellness-tools-for-self-management/
https://www.c-q-l.org/resources/newsletters/health-wellness-tools-for-self-management/
https://doi.org/10.1080/13645579.2015.1005453
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.hertfordshire.gov.uk%2Fmedia-library%2Fdocuments%2Fadult-social-services%2Flearning-difficulties-and-dementia%2Fcoronavirus%2Fgp-pathway-for-ahcs-in-covid-v4.docx&wdOrigin=BROWSELINK
https://www.ndti.org.uk/uploads/files/IHAL-2013-02_Hospital_admissions_that_should_not_happen_ii.pdf
https://www.ndti.org.uk/uploads/files/IHAL-2013-02_Hospital_admissions_that_should_not_happen_ii.pdf
https://onlinelibrary.wiley.com/doi/pdf/10.1111/jir.1231:%20a4


 

413 
 

PUBLIC / CYHOEDDUS 

Goering S. (2015). Rethinking disability: the social model of disability and chronic 

disease. Current reviews in musculoskeletal medicine, 8(2), 134–138. Retrieved from 

https://doi.org/10.1007/s12178-015-9273-z 

 

Gordon, L.G., Holden, L., Ware, R.S., Taylor, M.T. & Lennox, N.  (2012).  Comprehensive 

health assessments for adults with intellectual disability living in the community-weighing 

up the costs and benefits.  Australian Family Physician, 41(12), 969-972.  Retrieved from 

http://www.racgp.org.au/afp/2012/december/comprehensive-health-assessments/ 

 

Gormley. M.E.  (2015).  Workplace stigma toward employees with intellectual disability: A 

descriptive study.  Journal of Vocational Rehabilitation. 43(3), 249-258.  

doi: 10.3233/JVR-150773 

 

Grady, P. A. & Gough, L. L. (2014). Self-management: a comprehensive approach to 

management of chronic conditions. American journal of public health, 104(8), 25–31.   

Retrieved from https://doi.org/10.2105/AJPH.2014.302041 

 

Green, J. & Thorogood, N. (2018).  Qualitative Methods for Health Research.  (4th ed.).  

London:  SAGE. 
 

Grey, R.  (2010).  Bereavement, Loss and Learning Disabilities.  A Guide for Professionals 

and Carers.  London:  Jessica Kingsley  

 

Grossoehme, D. & Lipstein, E. Analyzing longitudinal qualitative data: the application of 

trajectory and recurrent cross-sectional approaches. BMC Res Notes 9, 136 (2016). doi 

10.1186/s13104-016-1954-1 

 

Guest G., Bunce A., & Johnson L. How many interviews are enough? An experiment with 

data saturation and variability. Field Methods, 18(1), 59–82.  doi: 

10.1177/1525822X05279903 
 

Ha, J.F. & Longnecker, N. (2010).  Doctor-patient communication: a review. The Ochsner 

Journal, 10(1), PMID: 21603354; PMCID: PMC3096184 

 

Hagner, D. & Davies, T. (2002).  “Doing my own thing”:  Supported self-employment for 

individuals with cognitive disabilities.  Journal of Vocational Rehabilitation, 17, 65-74.  

Retrieved from (PDF) " Doing my own thing " : Supported self-employment for 

individuals with cognitive disabilities (researchgate.net) 

 

Hahn, J.E. & Aronow, H.U.  (2005).  A Pilot of a Gerontological Advanced Practice Nurse 

Preventive Intervention.  Journal of Applied Research in Intellectual Disabilities, 18, 131-

142.  doi: 10.1111/j.1468-3148.2005.00242.x 

 

Hames, A. & Carlson, T.  (2006).  Are primary health care staff aware of the role of 

community learning disability teams in relation to health promotion and health facilitation?  

BILD Publications, British Journal of Learning Disabilities, , 34, 6–10  Retrieved from 

Are primary health care staff aware of the role of community learning disability teams in 

relation to health promotion and health facilitation? (wiley.com) 

 

http://www.racgp.org.au/afp/2012/december/comprehensive-health-assessments/
http://dx.doi.org/10.3233/JVR-150773
https://doi.org/10.1177%2F1525822X05279903
https://www.researchgate.net/publication/274717451_Doing_my_own_thing_Supported_self-employment_for_individuals_with_cognitive_disabilities
https://www.researchgate.net/publication/274717451_Doing_my_own_thing_Supported_self-employment_for_individuals_with_cognitive_disabilities
https://doi.org/10.1111/j.1468-3148.2005.00242.x
https://onlinelibrary.wiley.com/doi/epdf/10.1111/j.1468-3156.2005.00332.x?saml_referrer
https://onlinelibrary.wiley.com/doi/epdf/10.1111/j.1468-3156.2005.00332.x?saml_referrer


 

414 
 

PUBLIC / CYHOEDDUS 

Hall, K. & Kahan, S.  (2018).  Maintenance of lost weight and long-term management of 

obesity.  Med Clin North Am, 102(1): 183–197. doi:10.1016/j.mcna.2017.08.012 

 

Hatton, C., Glover, G., Emerson, E. & Brown, I. (2016).  Learning Disabilities observatory.  

People with learning disabilities in England 2015: Main Report.  London, UK:  Public 

Health England.   
 

Health and Care Research Wales.  (Jan 2017).  Good Clinical Practice (GCP) Reference 

Guide.  V.2.  Health and Care Research Wales.   

 

Health and Social Care Act 2008, c.14.  Retrieved from 

ttps://www.legislation.gov.uk/ukpga/2008/14/contents 
 

Health & Social Care, NHS Research Scotland, Health & Care Research Wales & NHS 

Health Research Authority.  (2017).  UK policy framework for health and social care 

research.   
 

Henderson, A., Fleming, M., Cooper, S. A., Pell, J., Melville, C., MacKay, D., Hatton, C. & 

Kinnear, D. (2021). COVID-19 infection and outcomes in a population-based cohort of 

17,173 adults with intellectual disabilities compared with the general population. medRxiv.  

Retrieved from COVID-19 infection and outcomes in a population-based cohort of 17,173 

adults with intellectual disabilities compared with the general population | medRxiv 

 

Hermans, H. & Evenhuis, H.M.  (2014).  Multimorbidity in older adults with learning 

disabilities.  Research in Developmental Disabilities 35, 776-83. doi: 

10.1016/j.ridd.2014.01.022 

 

Herron, D.; Priest, H and Read, S. (2015. Working alongside older people with a learning 

disability: informing and shaping research design. British Journal of Learning Disabilities, 

43 (4). 261-269. doi:10.1111/BLD.12147 
 
Heslop, P. (2013).  Confidential Inquiry into Premature Deaths of People with learning 

disabilities (CIPOLD):  Final Report.  Retrieved from https://www.bristol.ac.uk/media-

library/sites/cipold/migrated/documents/fullfinalreport.pdf 

 

Hill, A.P. & Freeman, G.K.  (2011).  Promoting Continuity of Care in General Practice.  

Royal College of General Practitioners.   
 

Hoghton, M.  (2010).  A step-by-step guide for GP practices:  Annual health checks for 

people with a learning disability.  London: Royal College of General Practitioners.  
 

Holland J.  (2007).  Qualitative Longitudinal Research: Exploring ways of researching lives 

through time. Real Life Methods Node of the ESRC National Centre for Research Methods 

Workshop held at London South Bank University. Retrieved 

from http://www.reallifemethods.ac.uk/training/workshops/qual-long/documents/ql-

workshop-holland.pdf 

 

Hollomotz, A.  (2017).  Successful interviews with people with intellectual disability.  

Qualitative Research.  doi: 10.1177/1468794117713810 

 

https://www.medrxiv.org/content/10.1101/2021.02.08.21250525v1
https://www.medrxiv.org/content/10.1101/2021.02.08.21250525v1
https://doi.org/10.1111/BLD.12147
https://www.bristol.ac.uk/media-library/sites/cipold/migrated/documents/fullfinalreport.pdf
https://www.bristol.ac.uk/media-library/sites/cipold/migrated/documents/fullfinalreport.pdf
http://www.reallifemethods.ac.uk/training/workshops/qual-long/documents/ql-workshop-holland.pdf
http://www.reallifemethods.ac.uk/training/workshops/qual-long/documents/ql-workshop-holland.pdf
https://doi.org/10.1177%2F1468794117713810


 

415 
 

PUBLIC / CYHOEDDUS 

Howells, G. (1986).  Are the medical needs of mentally handicapped adults being met?  

Journal of the Royal College of General Practitioners, Oct, 36 (291): 449–453.  Retrieved 

from https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1960611/ 

 

Hunt, C., Wakefield, C. & Hunt, G.  (2001).  Community Nurse Learning Disabilities: A Case 

Study of the Use of an Evidence-Based Screening Tool to Identify and Meet the Health 

Needs of People with Learning Disabilities.  Journal of Intellectual Disabilities, 5(1), 9-18. 

doi:10.1177/146900470100500102 
 

Hunt, C. Rankine, P. & Blackmore, R.  (2006).  A health toolkit for people with learning 

disabilities.  Nursing Times, 102 (12), 34-36.  Retrieved from 

https://www.nursingtimes.net/roles/learning-disability-nurses/a-health-toolkit-for-people-

with-learning-disabilities-21-03-2006/ 

 

Hurley-Hanson A.E., Giannantonio C.M. & Griffiths A.J. (2020). The Stigma of Autism in 

Autism in the Workplace. Palgrave Explorations in Workplace Stigma. Palgrave 

Macmillan, Cham. doi: 10.1007/978-3-030-29049-8_2 

 

Iacono, T., Bigby, C., Carling-Jenkins, R. & Torr, J.  (2014).  Taking each day as it 

comes:  staff experiences of supporting people with Down’s syndrome as Alzheimer’s 

Disease in group homes.  Journal of Intellectual Disability Research, 58, 521-523.   

     Improvement Cymru.  (2019).  Primary Care Resource Pack for Learning Disability 

Health Checks.  NHS Wales. 

 

Joffe, H.  (2012).  Thematic Analysis.  In Harper, D.  & Thompson, A. (Eds.)  Qualitative 

Research Methods in Mental Health and Psychotherapy:  A Guide for Students and 

Practitioners, 209-233.  Chichester:  Wiley-Blackwell  

 

Jones, J.  (2009).  Down Syndrome health screening-the Fife model.  British Journal of 

Learning Disabilities, 38, 5-9.  Retrieved from 

http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=6&sid=

3cb6ca72-0716-451b-a77f-7120e2477d69%40sessionmgr4010&hid=4206 

 

Jones, R.G. & Kerr, M.P.  (1997).  A randomised control trial of an opportunistic health 

screening tool in primary care for people with intellectual disability.  Journal of 

Intellectual Disability Research, vol 41 (5), 409-415.  doi 10.1111/j.1365-

2788.1997.tb00728.x  

 

Kallio, H., Pietilä, AM. & Johnson, M. & Kangasniemi, M. (2016).  Systematic 

methodological review: developing a framework for a qualitative semi-structured interview 

guide. J Adv Nursing, 72(12), 2954–2965.  doi:  10.1111/jan.13031 
 

Kennedy, N. Brophy, S., Kennedy, J. & Kerr, M. (2019).  Mortality in adults with learning 

disabilities with and without a health check: a cohort study.  The Lancet, 394(2), 27. doi 

10.1016/S0140-6736(19)32824-7   

 

Kerr, M.  (2006).  Cardiff Health Check for People with a Learning Disability.  Welsh Centre 

for Learning Disabilities.   

 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1960611/
https://www.nursingtimes.net/roles/learning-disability-nurses/a-health-toolkit-for-people-with-learning-disabilities-21-03-2006/
https://www.nursingtimes.net/roles/learning-disability-nurses/a-health-toolkit-for-people-with-learning-disabilities-21-03-2006/
http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=6&sid=3cb6ca72-0716-451b-a77f-7120e2477d69%40sessionmgr4010&hid=4206
http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=6&sid=3cb6ca72-0716-451b-a77f-7120e2477d69%40sessionmgr4010&hid=4206
https://doi.org/10.1111/j.1365-2788.1997.tb00728.x
https://doi.org/10.1111/j.1365-2788.1997.tb00728.x
https://doi.org/10.1111/jan.13031


 

416 
 

PUBLIC / CYHOEDDUS 

Kerr, M., Dunstan, F., Thapar, A.  (1996).  Attitudes of general practitioners to caring for 

people with learning disability.  British Journal of General Practice, 46, 92-94.  Retrieved 

from https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1239537/pdf/brjgenprac00011-

0040.pdf 
 

Kerr, M., Jones, RG., Hoghton, H., Perry, J., Thapar, AK & Tomlinson, J. (2016).  Welsh 

Health Check for Adults with a Learning Disability and on the Social Services Register-

Revised 2016.  Retrieved from 

https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.ncmh.info%2

Fwp-content%2Fuploads%2F2017%2F03%2FWelsh-Health-Check-for-adults-with-

Intellectual-Disability-2016-English.docx 
 

Kinnear, D., Morrison, J., Allan, L., Henderson, A. Smiley, E. & Cooper, S-A.  (2018).  

Prevalence of physical conditions and multimorbidity in a cohort of adults with learning 

disabilities with and without Down syndrome: cross-sectional study.  BMJ Open Access, 1-

9. Retrieved from https://bmjopen.bmj.com/content/8/2/e018292 

 

Kozma, C.  (2008).  Down Syndrome and Dementia.  Topics in Geriatric Rehabilitation, vol 

24(1), 41-53.  doi: 10.1097/01.TGR.0000311405.01555.3b 

 

Krinsky-McHale SJ, Jenkins EC, Zigman WB, Silverman W.  (2012).  Ophthalmic disorders 

in adults with down syndrome. Curr Gerontol Geriatr Res. 2012: 974253.  doi: 

10.1155/2012/974253.   

 

Kvale S and Brinkmann S (2009) Det kvalitative forskningsintervju. [The qualitative research 

interview.] In Norwegian. Oslo, Norway: Gyldendal Akademisk.   

 

Learning Disability Advisory Group.  (June 2001).  Report to the National Assembly for 

Wales.  “Fulfilling the Promises.”  Proposals for a framework for services for people with 

learning disabilities.  Learning Disability Advisory Group.  

 

Learning Disabilities Mortality Review (LeDeR) Programme (2018).  Annual Report.  

December 2017.  Bristol:  Norah Fry Centre for Disability Studies.  University of Bristol.  

Retrieved from http://www.bristol.ac.uk/sps/leder/resources/annual-reports/ 

 

Legislation.gov.uk. 2010. Equality Act 2010.  Retrieved from  

http://www.legislation.gov.uk/ukpga/2010/15/contents 

 

Lennox, N., Bain, C., Rey-Conde, T., Purdie, D., Bush, R. & Pandeya, N.  (2007).  Effects of 

a comprehensive health assessment programme for Australian adults with intellectual 

disability: a cluster randomised trial.  International Journal of Epidemiology, 36:139-146.  

doi:  10.1093/ije/dyl254 
 

Lennox, N., Baine, C., Rey-Conde, T., Taylor, M., Boyle, F., Purdie, D. M. & Ware, R.S.  

(2010).  Cluster randomised controlled trial of interventions to improve health for adults 

with intellectual disability who live in private dwellings.  Journal of Applied Research in 

Intellectual Disabilities, 23, 303-311.  doi: 10.1111/j.1468-3148.2009.00533.x 

 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1239537/pdf/brjgenprac00011-0040.pdf
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1239537/pdf/brjgenprac00011-0040.pdf
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.ncmh.info%2Fwp-content%2Fuploads%2F2017%2F03%2FWelsh-Health-Check-for-adults-with-Intellectual-Disability-2016-English.docx
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.ncmh.info%2Fwp-content%2Fuploads%2F2017%2F03%2FWelsh-Health-Check-for-adults-with-Intellectual-Disability-2016-English.docx
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.ncmh.info%2Fwp-content%2Fuploads%2F2017%2F03%2FWelsh-Health-Check-for-adults-with-Intellectual-Disability-2016-English.docx
https://bmjopen.bmj.com/content/8/2/e018292
http://www.bristol.ac.uk/sps/leder/resources/annual-reports/
http://www.legislation.gov.uk/ukpga/2010/15/contents
https://doi.org/10.1093/ije/dyl254
https://doi.org/10.1111/j.1468-3148.2009.00533.x


 

417 
 

PUBLIC / CYHOEDDUS 

Lennox, N.G., Brolan, C.E., Dean, J., Ware, R.S., Boyle, F.M., Taylor Gomez, M., et al.  

(2013).  General practitioners’ views on perceived and actual gains, benefits and barriers 

associated with the implementation of an Australian health assessment for people with 

intellectual disability.  Journal of Intellectual Disability Research, 57(10), 913-922.  doi:  

10.1111/j.1365-2788.2012.01586.x 
 

Lennox, N.G., Green, M., Diggens, J. & Ugoni, A.  (2001).  Audit and comprehensive health 

assessment programme in the primary healthcare of adults with intellectual disability:  a 

pilot study.  Journal of Intellectual Disability Research, vol 45 (3), 226-232.  Retrieved 

from 

http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=3&sid=

107f5148-49ce-49e5-9cf4-92830c7a776d%40sessionmgr4006 
 

Lennox, N., Rey-Conde, T., & Cooling, N.  (2006).  Comprehensive health assessments 

during de-institutionalization:  An observational study. Journal of Intellectual Disability 

Research, 50, 719-724. doi: 10.1111/j.1365-2788.2006.00835.x 

 

Lennox, N., Ware, R., Bain, C., Taylor Gomez, M. & Cooper, S-A. (2011).  Effects of health 

screening for adults with intellectual disability: a pooled analysis.  The British Journal of 

General Practice:  The Journal of The Royal College of General Practitioners, 61, 193-

196.  doi:10.3399/bjgp11X561186 

 

Lewis, A., Newton, H. & Vials, S.  (2008).  Realising child voice:  The development of Cue 

Cards.  Support for Learning, 23(1), 26-31.  doi: 10.1111/j.1467-9604.2007.00365.x 

 

Li, E.P.  (2004).  Self-perceived equal opportunities for people with intellectual disability.  

International Journal of Geriatric Research, 27, 241-245.  doi: 10.1097/00004356-

200409000-00011. 
 

Li, J.C.H., Wong K., Park A.S.Y., Fricke, T.R. & Jackson, A.J. (2015) The challenges of 

providing eye care for adults with intellectual disabilities. Clinical and Experimental 

Optometry, 98(5), 420- 429.  doi: 10.1111/cxo.12304 

 

Lindsay, P.  (Ed.) (2011) Care of the Adult with Learning disability in Primary Care.  

London, United Kingdom:  Radcliffe  

 

Locatelli, S.M., LaVela, S.L., Talbot, M.E and Davies, M.L (2014).  How do patients respond 

when confronted with telephone access barriers to care?  Health Expectations.  An 

International Journal of Public Participation in Health Care and Health Policy, vol 8(6), 

2154-2163.  Retrieved from How do patients respond when confronted with telephone 

access barriers to care? - Locatelli - 2015 - Health Expectations - Wiley Online Library 
 

Lodge, K-M., Milnes, D., Gilbody, S, M. (2011).  Compiling a register of patients with 

moderate or severe learning disabilities: experience at one United Kingdom general 

practice, Mental health in family medicine, 8, 29-37.  Retrieved from 

http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=6&sid=

80840b50-bc26-4e2e-a652-e399d9d11974%40sessionmgr4006&hid=4201 

 

http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=3&sid=107f5148-49ce-49e5-9cf4-92830c7a776d%40sessionmgr4006
http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=3&sid=107f5148-49ce-49e5-9cf4-92830c7a776d%40sessionmgr4006
https://doi.org/10.1111/j.1365-2788.2006.00835.x
https://dx.doi.org/10.3399%2Fbjgp11X561186
https://doi.org/10.1111/j.1467-9604.2007.00365.x
https://doi.org/10.1111/cxo.12304
https://onlinelibrary.wiley.com/doi/10.1111/hex.12184
https://onlinelibrary.wiley.com/doi/10.1111/hex.12184
http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=6&sid=80840b50-bc26-4e2e-a652-e399d9d11974%40sessionmgr4006&hid=4201
http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=6&sid=80840b50-bc26-4e2e-a652-e399d9d11974%40sessionmgr4006&hid=4201


 

418 
 

PUBLIC / CYHOEDDUS 

Lofgren, M.L.  (2004).  “May I?”:  About sexuality and love in the new generation with 

intellectual disabilities.  Sexuality and Disability, 22, 197-207.  doi: 

10.1023/B:SEDI.0000039062.73691.cb 

 

Lorig, K.R., Mazonson, P.D. & Holman, H.R. (1993). Evidence suggesting that health 

education for self-management in patients with chronic arthritis has sustained health 

benefits while reducing health care costs. Arthritis Rheum, 36(4), 439–446.  Retrieved 

from Evidence suggesting that health education for self‐management in patients with chronic 

arthritis has sustained health benefits while reducing health care costs - Lorig - 1993 - Arthritis 

&amp; Rheumatism - Wiley Online Library 

 

Lorig, K.R., Sobel, D.S., Stewart, A.L., Brown, B.W. Jr, Bandura, A., Ritter, P., Gonzalez, 

V.M., Laurent, D.D. & Holman, H.R. (1997).  Evidence suggesting that a chronic disease 

self-management program can improve health status while reducing hospitalization: a 

randomized trial. Med Care, 37(1), 5-14. doi: 10.1097/00005650-199901000-00003.  

 

Macdonald, S., Morrison, J., Melville, C.A.  Baltzer, M., MacArthur, L. & Cooper, S-A.  

(2018).  Embedding routine health checks for adults with intellectual disabilities in primary 

care: practice nurse perceptions. Journal of Intellectual Disability Research, 62(4), 349-

357.  doi:10.1111/jir.12475 

 

Macredie S et al. (2014). Care Navigation. A report on research into patient and carer 

perspectives on the nature, effectiveness and impact of care navigation systems in 

Bradford, Airedale, Wharfedale and Craven. Making time in general practice (2015). 

Primary Care Foundation.  Retrieved from 

http://www.primarycarefoundation.co.uk/images/PrimaryCareFoundation/Downloading_R

eports/PCF_Pr ess_Releases/Making-Time-

in_General_Practice_FULL_REPORT_28_10_15.pdf 

 

Magaña, S., Parish, S., Morales, M.A., Li, H. & Fujiura, G.  (2016).  Racial and ethnic health 

disparities among people with intellectual and developmental disabilities.  Intellectual and 

developmental Disabilities, 54(3), 161-172.  doi:  10.1352/1934-9556-54.3161 

 

Maine, A., Brown, M.J., Dickson, A. & Truesdale, M. (2019).  An evaluation of mainstream 

type 2 diabetes educational programmes in relation to the needs of people with intellectual 

disabilities: A systematic review of the literature.  J Appl Res Intellect Disabil, 32, 256–

279. Retrieved from https:// doi.org/10.1111/jar.12544 

 

Manthorpe, J. & Martineau, S. (2010).  Followers or leaders?  What is the role for social care 

practitioners in annual health checks for adults with learning disabilities?  Journal of 

Intellectual Disabilities, 14(1), 53-66.  doi:  10.1177/1744629510361811 

 

Marchand, C.  & Peckham, S.  (2017).  Addressing the crisis of GP recruitment and retention: 

a systematic review.  British Journal of General Practice, 67 (657): 227-

237. doi: 10.3399/bjgp17X689929 

 

Marmot, M., Allen, J., Boyce, T., Goldblatt, P. & Morrison, J (2020) Health equity in 

England: The Marmot Review 10 years on. London: Institute of Health Equity 

 

http://dx.doi.org/10.1023/B:SEDI.0000039062.73691.cb
https://onlinelibrary.wiley.com/doi/abs/10.1002/art.1780360403
https://onlinelibrary.wiley.com/doi/abs/10.1002/art.1780360403
https://onlinelibrary.wiley.com/doi/abs/10.1002/art.1780360403
http://www.primarycarefoundation.co.uk/images/PrimaryCareFoundation/Downloading_Reports/PCF_Pr%20ess_Releases/Making-Time-in_General_Practice_FULL_REPORT_28_10_15.pdf
http://www.primarycarefoundation.co.uk/images/PrimaryCareFoundation/Downloading_Reports/PCF_Pr%20ess_Releases/Making-Time-in_General_Practice_FULL_REPORT_28_10_15.pdf
http://www.primarycarefoundation.co.uk/images/PrimaryCareFoundation/Downloading_Reports/PCF_Pr%20ess_Releases/Making-Time-in_General_Practice_FULL_REPORT_28_10_15.pdf


 

419 
 

PUBLIC / CYHOEDDUS 

Marsh, L. & Drummond, E. (2008).  Health needs in people with learning disabilities: using 

the ‘ok’ Health Check.  Learning Disability Practice, 11(4):16-21. 

doi: 10.7748/ldp2008.05.11.4.16.c8203 

 

Martin, D.M., Roy, A. & Wells, M.B.  (1997).  Health gain through health checks: improving 

access to primary health care for people with intellectual disability.  Journal of Intellectual 

Disability Research, vol 41, part 5, 401-408.  Retrieved from 

http://web.b.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=8&sid=

9d93a6b3-b44a-4b8e-964c-e66401f3850f%40sessionmgr104&hid=102   

 

Martin, G. (2003).  Annual health reviews for patients with severe learning disabilities.  

Journal of Learning Disabilities, vol 7(1), 9-21.  doi: 10.1177/1469004703007001981 

 

Martin, G., Philip, L., Bates, L. & Warwick, J.  (2004) Evaluation of a nurse led annual 

review of patients with severe intellectual disabilities, needs identified and needs met, in a 

large group practice.  Journal of Learning Disabilities, 8(3), 235-246.  Retrieved from 

http://journals.rcni.com.ergo.southwales.ac.uk/learning-disability-practice/managing-

hearing-loss-in-primary-care-ldp.18.10.18.s19      

 

Maxwell, J.  (2012). A Realist Approach for Qualitative Research.  London:  SAGE   

 

McConkey, R., Taggart, L. & Kane, M.  (2015).  Optimising the uptake of health checks for 

people with learning disabilities.  Journal of Learning disabilities, 19(3), 205-214.  doi:  

10.1177/1744629514568437 

 

McDermott, S., Royer, J., Mann, J.R. and Armour, B.S.  (2017).  Factors associated with 

ambulatory care sensitive emergency department visits for South Carolina Medicaid 

members with intellectual disability.  Journal of Intellectual Disability Research, 62(3), 

165-178.   

 

McKenzie, K. & Powell, H.  (2004).  Health Screening.  Learning Disability Practice, 7, 34-

38.   

 

McVilly, K.R.  (1996).  Interviewing people with learning disability about their residential 

service.  British Journal of Learning Disabilities, 23, 138-142.  doi:  10.1111/j.1468-

3156.1995.tb00183.x 

 

Mencap.  (n.d).  Your guide to communicating with people with profound and multiple 

learning disabilities.  Mencap.  Retrieved from 

Communicating_with_people_with_PMLD__a_guide__1_.pdf (jpaget.nhs.uk) 

 

Mencap.  (2020).  My Health, My Life:  Barriers to healthcare for people with a learning 

disability during the pandemic.  Mencap.  Retrieved from MyHealthMyLife_COVID 

report.pdf (mencap.org.uk) 

 

Michell, B.  (2012).  Checking Up On Des: My Life My Choice’s research into annual health 

checks for people with learning disabilities in Oxfordshire.  British Journal of Learning 

Disabilities, 40, 152-161.  doi: 10.1111/j.1468-3156.2012.00742.x 

 

https://www.researchgate.net/deref/http%3A%2F%2Fdx.doi.org%2F10.7748%2Fldp2008.05.11.4.16.c8203
http://web.b.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=8&sid=9d93a6b3-b44a-4b8e-964c-e66401f3850f%40sessionmgr104&hid=102
http://web.b.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=8&sid=9d93a6b3-b44a-4b8e-964c-e66401f3850f%40sessionmgr104&hid=102
http://journals.sagepub.com.ergo.southwales.ac.uk/doi/abs/10.1177/1469004703007001981
http://journals.rcni.com.ergo.southwales.ac.uk/learning-disability-practice/managing-hearing-loss-in-primary-care-ldp.18.10.18.s19
http://journals.rcni.com.ergo.southwales.ac.uk/learning-disability-practice/managing-hearing-loss-in-primary-care-ldp.18.10.18.s19
https://doi.org/10.1111/j.1468-3156.1995.tb00183.x
https://doi.org/10.1111/j.1468-3156.1995.tb00183.x
https://www.jpaget.nhs.uk/media/186401/Communicating_with_people_with_PMLD__a_guide__1_.pdf
https://www.mencap.org.uk/sites/default/files/2020-12/MyHealthMyLife_COVID%20report.pdf
https://www.mencap.org.uk/sites/default/files/2020-12/MyHealthMyLife_COVID%20report.pdf


 

420 
 

PUBLIC / CYHOEDDUS 

Milton, D.E.M. (2019).  Beyond tokenism: Autistic people in autism research.  The 

Psychologist, BPS, 32, 2-3.  Retrieved from Beyond tokenism: Autistic people in autism 

research | The Psychologist (bps.org.uk) 

 

 

Molassiotis, A. & Rogers, M.  (2012). Symptom experience and regaining normality in the 

first year following a diagnosis of head and neck cancer: a qualitative longitudinal study.  

Palliat Support Care, 10(3), 197-204.  doi:  10.1017/S147895151200020X 

 

Murphy-Berman, V.A., Berman, J.J. & Campbell, E.  (1998).  Factors affecting health-care 

allocation decisions:  A case of aversion racism?  Journal of applied Social Psychology, 

28(24), 2239-2253.  doi.org/10.1111/j.1559-1816.1998.tb01369.x 

 

National Association of Sessional GPs.  10-minute appointments.  Retrieved from 

ttps://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.nasgp.org.uk%

2Fwp-content%2Fuploads%2FSpip-toolkit-_-10-minute-

appointments.docx&wdOrigin=BROWSELINK 

 

National Mental Capacity Forum, Health and Care Research Wales & Welsh Government 

(2017).  Research and Impaired Mental Capacity in Adults.  Guidance for Researchers.   

 

Nelson, A.R., Stith, A.Y. & Smedley, B.D.  (2002).  Unequal treatment: Confronting racial 

and ethnic disparities in health care.  Washington, DC:  National Academies Press. 

 

Newman S, Steed L. & Mulligan K (2004). Self-management interventions for chronic 

illness. The Lancet, 364 (9444),1523–37. 

 

NHS. (2020).  Managing weight with a learning disability-Healthy weight.  Retrieved from 

Managing weight with a learning disability - NHS (www.nhs.uk) 

 

NHS Digital. (2016) Health and care of people with learning disabilities, Experimental 

statistics, 2014/2015. Retrieved from https://digital.nhs.uk/data-and-

information/publications/statistical/health-and-care-of-people-with-learning-

disabilities/health-and-care-of-people-with-learning-disabilities-experimental-statistics-

2014-to-2015 

 

NHS Digital. (2017).  Data sharing standard 1-Length of data sharing agreement.  Retrieved 

from Data sharing standard 1 - Length of Data Sharing Agreement - NHS Digital [Last 

edited 2019] 

 

NHS Digital. (2019) Health and Care of People with Learning Disabilities, Experimental 

Statistics: 2017-2018.  Retrieved from https://digital.nhs.uk/data-and-

information/publications/statistical/health-and-care-of-people-with-learning-

disabilities/experimental-statistics-2017-to-2018 

 

NHS Digital. (2020) Health and Care of People with Learning Disabilities, Experimental 

Statistics: 2018-2019  Retrieved from Health and Care of People with Learning 

Disabilities, Experimental Statistics: 2018 to 2019 [PAS] - NHS Digital 

 

https://thepsychologist.bps.org.uk/volume-32/october-2019/beyond-tokenism-autistic-people-autism-research
https://thepsychologist.bps.org.uk/volume-32/october-2019/beyond-tokenism-autistic-people-autism-research
https://doi.org/10.1017/s147895151200020x
https://doi.org/10.1111/j.1559-1816.1998.tb01369.x
https://www.nhs.uk/live-well/healthy-weight/managing-weight-with-a-learning-disability/
https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities/health-and-care-of-people-with-learning-disabilities-experimental-statistics-2014-to-2015
https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities/health-and-care-of-people-with-learning-disabilities-experimental-statistics-2014-to-2015
https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities/health-and-care-of-people-with-learning-disabilities-experimental-statistics-2014-to-2015
https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities/health-and-care-of-people-with-learning-disabilities-experimental-statistics-2014-to-2015
https://digital.nhs.uk/services/data-access-request-service-dars/dars-guidance/length-of-data-sharing-agreement
https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities/experimental-statistics-2017-to-2018
https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities/experimental-statistics-2017-to-2018
https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities/experimental-statistics-2017-to-2018
https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities/experimental-statistics-2018-to-2019#summary
https://digital.nhs.uk/data-and-information/publications/statistical/health-and-care-of-people-with-learning-disabilities/experimental-statistics-2018-to-2019#summary


 

421 
 

PUBLIC / CYHOEDDUS 

NHS Digital (10 July, 2021).  Services: Reasonable Adjustment Flag.  Retrieved from 

Reasonable Adjustment Flag - NHS Digital 

 

NHS England (n.d.).  Learning disabilities-Improving Health-Reasonable Adjustments.  

Retrieved from https://www.england.nhs.uk/learning-disabilities/improving-

health/reasonable-adjustments/ 

 

NHS England.  (n.d.) Supported Self-Management.  Retrieved from NHS England » 

Supported self-management 

 

NHS England.  (31 July, 2015).  Supporting people with a learning disability and / or autism 

who have a mental health condition or display behaviour that challenges.  DRAFT service 

model for commissioners of health and social care services.  Retrieved from 

ttps://www.basw.co.uk/resources/supporting-people-learning-disability-and-or-autism-

who-have-mental-health-condition-or 

 

NHS England.  (2017).  Accessible Information Standard.  Retrieved from NHS England » 

Accessible Information Standard 

 

NHS England.  (2018).  Annual Health Checks.  Retrieved from Learning disabilities - 

Annual health checks - NHS (www.nhs.uk) 

 

NHS England. (2019).  The NHS Long Term Plan.  Retrieved from 

https://www.longtermplan.nhs.uk/areas-of-work/learning-disability-autism/ 

 

NHS England and NHS Improvement.  (2019).  Improving identification of people with a 

learning disability: guidance for general practice.  Retrieved from Improving 

identification of people with a learning disability: guidance for general practice 

(england.nhs.uk) 

 

NHS England and NHS Improvement.  (2019).  Technical requirements for 2019/20 GMS 

Contract.  NHS England and Improvement.  Retrieved from  NHS England » Technical 

Requirements for 2019/20 GMS contract 

 

NHS Improvement (2018).  The Learning Disability Improvement Standards for NHS Trusts.  

Retrieved from https://improvement.nhs.uk/resources/learning-disability-improvement-

standards-nhs-trusts/ 

 

NHS Wales (n.d).  Directed Enhanced Service for the Care of Adults with Learning 

Disabilities.  Retrieved 

http://www.wales.nhs.uk/sites3/Documents/480/Annex5_LD_DES_Annex-

Health_Check1.pdf 

 

Nind, M.  (2008).  Conducting qualitative research with people with learning, communication 

and other disabilities: Methodological challenges.  ESRC National Centre for Research 

Methods Review Paper. 

 

Northway, R. (Revised 2017, August).  Equality and equity of access to healthcare for people 

with intellectual disabilities. [Online].  University of Hertfordshire.  Retrieved from 

https://digital.nhs.uk/services/reasonable-adjustment-flag#how-the-reasonable-adjustment-flag-can-help
https://www.england.nhs.uk/learning-disabilities/improving-health/reasonable-adjustments/
https://www.england.nhs.uk/learning-disabilities/improving-health/reasonable-adjustments/
https://www.england.nhs.uk/personalisedcare/supported-self-management/
https://www.england.nhs.uk/personalisedcare/supported-self-management/
https://www.england.nhs.uk/ourwork/accessibleinfo/
https://www.england.nhs.uk/ourwork/accessibleinfo/
https://www.nhs.uk/conditions/learning-disabilities/annual-health-checks/
https://www.nhs.uk/conditions/learning-disabilities/annual-health-checks/
https://www.longtermplan.nhs.uk/areas-of-work/learning-disability-autism/
https://www.england.nhs.uk/wp-content/uploads/2019/10/improving-identification-of-people-with-a-learning-disability-guidance-for-general-practice.pdf
https://www.england.nhs.uk/wp-content/uploads/2019/10/improving-identification-of-people-with-a-learning-disability-guidance-for-general-practice.pdf
https://www.england.nhs.uk/wp-content/uploads/2019/10/improving-identification-of-people-with-a-learning-disability-guidance-for-general-practice.pdf
https://www.england.nhs.uk/publication/technical-requirements-for-2019-20-gms-contract/
https://www.england.nhs.uk/publication/technical-requirements-for-2019-20-gms-contract/
https://improvement.nhs.uk/resources/learning-disability-improvement-standards-nhs-trusts/
https://improvement.nhs.uk/resources/learning-disability-improvement-standards-nhs-trusts/
http://www.wales.nhs.uk/sites3/Documents/480/Annex5_LD_DES_Annex-Health_Check1.pdf
http://www.wales.nhs.uk/sites3/Documents/480/Annex5_LD_DES_Annex-Health_Check1.pdf


 

422 
 

PUBLIC / CYHOEDDUS 

http://www.intellectualdisability.info/changing-values/articles/equality-and-equity-of-

access-to-healthcare-for-people-with-intellectual-disabilities 

 

Northway, R. & Dix, A.  (2019).  Improving equality of healthcare for people with learning 

disabilities.  Nursing Times [online], 115: 4, 27-31.  Retrieved from 

https://www.nursingtimes.net/roles/learning-disability-nurses/improving-equality-of-

healthcare-for-people-with-learning-disabilities-18-03-2019/ 

 

Northway R, Holland-Hart D, Jenkins R.  (2017).  Meeting the health needs of older people 

with intellectual disabilities: exploring the experiences of residential social care staff. 

Health Soc Care Community, 25(3), 923-931. doi: 10.1111/hsc.12380. 

 

Northway, R., Oloidi, E.; Morgan, R.; Price, Kathryn & Churcher, C.  (2020).  Learning 

Disability Educational Framework For Healthcare Staff In Wales.  Improvement Cyrmu, 

Welsh Government and University of South Wales.  Retrieved from 

https://phw.nhs.wales/services-and-teams/improvement-cymru/news-and-

blog/publications/learning-disability-educational-framework/ 

 

Northway, R; Rees, S. & Oloidi, E.  (2020).  The Once for Wales Health Profile Tool.  

Improvement Cymru, Public Health Wales.  Retrieved from The Health Profile - for adults 

- Public Health Wales (nhs.wales) 

 

Oppenheim, A. N. (1992). Questionnaire Design, Interviewing and Attitude Measurement. 

London: Printer Publishers. 

 

Ouellette-Kuntz, H., Minnes, P., Garcin, N., Lewis, S.M.E., Martin, C. & Holden, J.J.A.  

(2005). Addressing Health Disparities Through Promoting Equity for Individuals with 

Intellectual Disability.  Can J Public Health, 96 (Suppl 2): S8. doi:10.1007/BF03403699 

 

Page, M.J., McKenzie, J.E., Bossuyt, P.M., Boutron, I, Hoffmann, T.C., Mulrow, C.D., 

Shamseer, L., Tetzlaff, J.M., Akl, E.A., Brennan, S.E., Chou, R., Glanville, J., Grimshaw, 

J.M., Hróbjartsson, A., Lalu, M.M., Li, T., Loder, E.W., Mayo-Wilson, E., McDonald, S., 

McGuinness, L.A., Stewart, L.A., Thomas, J., Tricco, A.C., Welch, V.A., Whiting, P. & 

Moher, D. (2021).  The PRISMA 2020 statement: an updated guideline for reporting 

systematic reviews. BMJ, 372:n71. doi: 10.1136/bmj.n71.  

 

Panca, M., Buszewicz, M. Strydom, A. Hassiotis, A., Welch., C.A. & Hunter, R.M.  (2019).  

Resource use and cost of annual health checks in primary care for people with intellectual 

disabilities.  Journal of Intellectual Disability Research, vol 63 (3), 23-243.  doi:  

10.111/jir. 12569 

 

Panegyres, P.K., Berry, R. & Burchell, J. (2016).  Early Dementia Screening.  Diagnostics, 6, 

6; 1-13, doi:10.3390/diagnostics6010006 

 

Payne, N.  (2019, January).  Constipation.  Dying for a Poo.  LD Mortality Review (LeDeR) 

Programme. Learning into Action Bulletin, (4). Bristol: Norah Fry Centre for Disability 

Studies, University of Bristol.  Retrieved from http://www.bristol.ac.uk/media-

library/sites/sps/leder/ConstipationJANnewsletter.pdf 

 

http://www.intellectualdisability.info/changing-values/articles/equality-and-equity-of-access-to-healthcare-for-people-with-intellectual-disabilities
http://www.intellectualdisability.info/changing-values/articles/equality-and-equity-of-access-to-healthcare-for-people-with-intellectual-disabilities
https://www.nursingtimes.net/roles/learning-disability-nurses/improving-equality-of-healthcare-for-people-with-learning-disabilities-18-03-2019/
https://www.nursingtimes.net/roles/learning-disability-nurses/improving-equality-of-healthcare-for-people-with-learning-disabilities-18-03-2019/
https://phw.nhs.wales/services-and-teams/improvement-cymru/news-and-blog/publications/learning-disability-educational-framework/
https://phw.nhs.wales/services-and-teams/improvement-cymru/news-and-blog/publications/learning-disability-educational-framework/
https://phw.nhs.wales/services-and-teams/improvement-cymru/our-work/learning-disability-health-improvement-programme/health-profile/health-profile-for-adults/
https://phw.nhs.wales/services-and-teams/improvement-cymru/our-work/learning-disability-health-improvement-programme/health-profile/health-profile-for-adults/
https://doi.org/10.1007/BF03403699
http://www.bristol.ac.uk/media-library/sites/sps/leder/ConstipationJANnewsletter.pdf
http://www.bristol.ac.uk/media-library/sites/sps/leder/ConstipationJANnewsletter.pdf


 

423 
 

PUBLIC / CYHOEDDUS 

Pembrokeshire County Council Leisure Services (2021).  Health and Lifestyle Schemes.  

Exercise Buddies   Exercise Buddies | Pembrokeshire Country Council Leisure 

(pembrokeshireleisure.co.uk) 

 

Pembrokeshire People First.  (2021).  Championing Health Checks.  Retrieved from | Health 

Check Champions (pembrokeshirepeople1st.org.uk) 

 

Perera, B., Audi, S., Solomou, S., Courtenay, K. & Ramsay, H.  (2020).  Mental and physical 

health conditions in people with intellectual disabilities: Comparing local and national 

data.  British Journal of Learning Disabilities, 48: 19-27.  doi: 10.1111/bld.12304 

 

Perry, J., Felce, D., Kerr, M., Bartley, S., Tomlinson., J. & Felce, J. (2014).  Contact with 

primary care:  The experience of people with intellectual disabilities.  Journal of Applied 

Research in Intellectual Disabilities, 27, 200-211.  Retrieved from 

http://web.b.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=7&sid=

b3861e0b-b022-4517-b48a-23b3361ec005%40sessionmgr102 

 

Perry, J., Kerr. M., Felce, D., Bartley, S. & Tomlinson, J.  (2010).  Monitoring the public 

health impact of health checks for adults with a learning disability in Wales.  Public Health 

Wales.  Retrieved from  

www.wales.nhs.uk/sites3/Documents/256/Health_Checks_Final_Report_March_2010.pdf 

 

Phillips, P.  (Oct, 2020).  Health Checks.  [Online Meeting/19th Oct 2020: 1030 -1.00 am] 

 

Photosymbols.  (2017).  Bristol:  Photosymbols Ltd.  Retrieved from The Easy Read Photo 

Library – Photosymbols 

 

Pilling, R. (2014).  Diabetic eye screening in people with learning disabilities: Improving 

access. Journal of Diabetes Nursing, 18 (5), 99 to 202.  Retrieved from  

  Diabetic eye screening in people with learning disabilities: Improving access 

DiabetesontheNet 

 

Pottie, C. & Sumarah, J.  (2004).  Friendships between persons with and without 

developmental disabilities.  Mental Retardation, 42, 55-66.  doi:  10.1352/0047-

6765(2004)42<55:FBPWAW>2.0.CO;2 

 

Public Health England (8 May 2016 b).  Constipation and people with learning disabilities.  

(Ref: PHE publications gateway number 2016215). Retrieved from 

https://www.gov.uk/government/publications/constipation-and-people-with-learning-

disabilities# 

 

Public Health England (8 May 2016 c) Obesity and weight management for people with 

learning disability.  (Ref: PHE publications gateway number 2016205).  Retrieved from 

https://www.gov.uk/government/publications/obesity-weight-management-and-people-

with-learning-disabilities 

 

Public Health England.  (18th June, 2018).  Dementia and people with learning disabilities: 

making reasonable adjustments-guidance.  Retrieved from Dementia and people with 

learning disabilities: making reasonable adjustments - guidance - GOV.UK (www.gov.uk)  

 

https://pembrokeshireleisure.co.uk/schemes/exercise-buddies/
https://pembrokeshireleisure.co.uk/schemes/exercise-buddies/
http://www.pembrokeshirepeople1st.org.uk/?page_id=1216
http://www.pembrokeshirepeople1st.org.uk/?page_id=1216
https://doi.org/10.1111/bld.12304
http://web.b.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=7&sid=b3861e0b-b022-4517-b48a-23b3361ec005%40sessionmgr102
http://web.b.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=7&sid=b3861e0b-b022-4517-b48a-23b3361ec005%40sessionmgr102
http://www.wales.nhs.uk/sites3/Documents/256/Health_Checks_Final_Report_March_2010.pdf
https://www.photosymbols.com/
https://www.photosymbols.com/
https://diabetesonthenet.com/Journal-diabetes-nursing/diabetic-eye-screening-in-people-with-learning-disabilities-improving-access/
https://diabetesonthenet.com/Journal-diabetes-nursing/diabetic-eye-screening-in-people-with-learning-disabilities-improving-access/
http://dx.doi.org/10.1352/0047-6765(2004)42%3C55:FBPWAW%3E2.0.CO;2
http://dx.doi.org/10.1352/0047-6765(2004)42%3C55:FBPWAW%3E2.0.CO;2
https://www.gov.uk/government/publications/constipation-and-people-with-learning-disabilities
https://www.gov.uk/government/publications/constipation-and-people-with-learning-disabilities
https://www.gov.uk/government/publications/obesity-weight-management-and-people-with-learning-disabilities
https://www.gov.uk/government/publications/obesity-weight-management-and-people-with-learning-disabilities
https://www.gov.uk/government/publications/people-with-dementia-and-learning-disabilities-reasonable-adjustments/dementia-and-people-with-learning-disabilities
https://www.gov.uk/government/publications/people-with-dementia-and-learning-disabilities-reasonable-adjustments/dementia-and-people-with-learning-disabilities


 

424 
 

PUBLIC / CYHOEDDUS 

Public Health England (updated 25 September 2018).  Flu vaccinations: supporting people 

with learning disabilities.  Retrieved from 

https://www.gov.uk/government/publications/flu-vaccinations-for-people-with-learning-

disabilities/flu-vaccinations-supporting-people-with-learning-disabilities 

 

Public Health England. (2020).  Reasonable adjustments: a legal duty.  Retrieved from 

Reasonable adjustments: a legal duty - GOV.UK (www.gov.uk) 

 

Public Health Wales.  (2017).  Accessible Information Standard.  Public Health Wales.  

Retrieved from ttps://phw.nhs.wales/services-and-teams/equality-and-human-rights-

information-resource/accessible-information-standard/ 

 

Public Health Wales (2020).  Beat Flu.  Accessible Resources.  Accessible Resources - Public 

Health Wales (nhs.wales) 
 

Public Health Wales & NHS Wales Shared Services Partnership. (2018).  Annual Health 

Checks for People with Learning Disabilities:  Rates and Numbers by Health Board.  

Unpublished. 

 

Public Health Wales & NHS Wales Shared Services Partnership. (2020).  Claims for LD 

Annual Health Checks (as per HB).  Unpublished.   

 

Redley, M. Lancaster, I., Pitt, A., Holland, A., Thompson, A., Bradley, J., Glover, G., 

Thompson, K., Jones, S., Herbert, B., Holme, A. & Clare, I.C.H.  (2019).                 

“Reasonable adjustments” under the UK’s Equality Act 2010: An enquiry in to the care 

and treatment to patients with learning disabilities in acute hospital settings.  Journal of 

Applied Research in Learning disabilities.  2019; 00, 1-19.  doi: 10.1111/jar.12623 
 

Rees, S. (2021).  An exploratory study to investigate how community learning disability 

nurses (CNLD’s) support adults with learning disabilities in Wales to access secondary 

healthcare.  (Doctoral thesis, Faculty of Life Sciences and Education, University of South 

Wales, Pontypridd, Wales).  

 

Ritchie, J. & Spencer, L.  (1994).  Qualitative data analysis for applied policy research.  In  

Bryman, A. & Burgess, R. (Eds.),  Analysing qualitative data, pp. 173-94.  Routledge:  

London.   

 

Robertson, J., Hatton, C., Emerson, E. & Baines, S.  (2014).  The impact of health checks for 

people with learning disabilities: An updated systematic review of evidence.  Research in 

Developmental Disabilities, 35, 2450-2462. doi: 10.1016/j.ridd.2014.06.007  

 

Robertson, J., Roberts, H., Emerson, E., Turner, S., Greig, R.  (2011).  The impact of health 

checks for people with intellectual disabilities: an updated systematic review of evidence, 

Journal of Intellectual Disability Research, 11, 1009-1019. Retrieved from 

https://onlinelibrary.wiley.com/doi/pdf/10.1111/j.1365-2788.2011.01436.x  

 

Rogers, J.  (2002).  Action for health, health action plans and health facilitation.  London:  

DHSS. 

 

https://www.gov.uk/government/publications/flu-vaccinations-for-people-with-learning-disabilities/flu-vaccinations-supporting-people-with-learning-disabilities
https://www.gov.uk/government/publications/flu-vaccinations-for-people-with-learning-disabilities/flu-vaccinations-supporting-people-with-learning-disabilities
https://www.gov.uk/government/publications/reasonable-adjustments-a-legal-duty/reasonable-adjustments-a-legal-duty
https://phw.nhs.wales/services-and-teams/beat-flu/resources/accessible-resources/
https://phw.nhs.wales/services-and-teams/beat-flu/resources/accessible-resources/
https://doi.org/10.1111/jar.12623
http://dx.doi.org/10.1016/j.ridd.2014.06.007
https://onlinelibrary.wiley.com/doi/pdf/10.1111/j.1365-2788.2011.01436.x


 

425 
 

PUBLIC / CYHOEDDUS 

Rogers, N.B., Hawkins, B.A. & Eklund, S.J.  (1998).  The nature of leisure in the lives of 

older adults with intellectual disability.  Journal of Intellectual Disability Research, 42, 

122-130.  doi: 10.1046/j.1365-2788.1998.00103.x. 

 

Romeo, R., Knapp, M., Morrison, J., Melville, C., Allan, L., Finlayson, J. & Cooper, S-A.  

(2009).  Cost estimation of a health-check intervention for adults with intellectual 

disabilities in the UK.  Journal of Intellectual Disability Research, 53(5), 426-439.  doi:  

10.1111/j.1365-2788.20009.01159.x 

 

Ross, A., Potter, G.R., Barratt, M. J., & Aldridge, J. A. (2020). ‘Coming out’: Stigma, 

reflexivity and the drug researcher’s drug use. Contemporary Drug Problems, 47(4), 268-

285.  doi: 10.1177/0091450920953635 

 

 

Royal College of General Practitioners. (2020).  Health checks for people with learning 

disabilities toolkit.  Royal College of General Practitioners.  Retrieved from 

https://www.rcgp.org.uk/clinical-and-research/resources/toolkits/health-check-toolkit.aspx  
 

Rushbrooke, E., Murray, C.  & Townsend, S.  The Experiences of Intimate Relationships by 

People with Intellectual Disabilities:  A Qualitative Study.  Journal of Applied Research in 

Intellectual Disabilities, 27(6), 531-541.  doi: 10.1111/jar.12091 
 

Ryan, R. & Sunada, K. (1997).  Medical Evaluation of Persons with Mental Retardation 

Referred for Psychiatric Assessment.  General Hospital Psychiatry, 19 (4), 274-280. 

doi: 10.1016/s0163-8343(97)00023-6  
 

Saldaña, J.  (2003).  Longitudinal Qualitative Research.  Analysing Change Through Time.  

Oxford:  Alta Mira Press.   
 

Sandelowski, M. Theoretical saturation. In Given, L.M. (ed.) The SAGE Encyclopedia of 

Qualitative Research Methods, vol. 2, 875–876. Thousand Oaks:  SAGE 

 

Scott, J.K., Wishart, J.G. & Bowyer, D.J.  (2006).  Do consent and confidentiality 

requirements impede or enhance research with children with learning disabilities.  

Disability and Society, 21(3), 273-287.  doi:  10.1080/09687590600617550 

 

Shankar, R., Bradley-Smith, G., Brigham, P., Devapriam, J., Osborne, A. and Axby, S.  

(2016).  Patient- and Carer-held health records: can they improve AHC for patients with 

learning disability?   British Journal of General Practice, 6(645), 210.  

doi:10.3399/bjgp16X684697 

 

Shakespeare, T.  (2014).  Disability Rights and Wrongs Revisited (2nd ed.).  London: 

Routledge  
 

Shekelle, P.  (2003).  New contract for general practitioners: a bold initiative to improve 

quality of care, but implementation will be difficult. British Medical Journal, 326:457–

458.  Retrieved from New contract for general practitioners | The BMJ 

 

Shooshartari, S., Temple, B., Waldman, C., Abraham, S., Ouellette_Kuntz, H. & Lennox, N.  

(2017).  Stakeholders’ Perspectives towards the Use of the Comprehensive Health 

https://doi.org/10.1177/0091450920953635
https://www.rcgp.org.uk/clinical-and-research/resources/toolkits/health-check-toolkit.aspx
https://doi.org/10.1111/jar.12091
https://doi.org/10.1016/s0163-8343(97)00023-6
http://dx.doi.org/10.1080/09687590600617550
https://doi.org/10.3399/bjgp16X684697
https://www.bmj.com/content/326/7387/457.short


 

426 
 

PUBLIC / CYHOEDDUS 

Assessment Program (CHAP) for Adults with Intellectual Disabilities in Manitoba.  

Journal of Applied Research in Intellectual Disabilities, 30(4), 672-683.  doi:  

10.1111/jar.12261 
 

Silverman, D.  (1998).  The quality of qualitative health research:  The open-ended interview 

and its alternatives.  Social Sciences in Health, 4, 104-108.   
 

Smith, M.V.A.; Adams, D., Carr, C. & Mengoni, S.E. (2019).  Do people with intellectual 

disabilities understand their prescription medication?  A scoping review.  Journal of 

Applied Research in Intellectual Disabilities, 00: 1-14.  doi: 10.1111/jar.12643 
 

Smith, C. & Elgar, T.  (2012).  Critical Realism and Interviewing Subjects.  School of 

Management, Royal Holloway University of London Working Paper Series SoMWP–

1208.  Surrey:  Royal Holloway University of London.   
 

Smith, J. A., Flowers, P., & Larkin, M. (2009). Interpretive phenomenological analysis: 

Theory, method and research. SAGE. 

 

Social Services and Well-being (Wales) Act 2104, copy 4.   Retrieved from 

https://www.legislation.gov.uk/anaw/2014/4/contents 
 

Spassiani, N., & Friedman, C. (2014). Stigma: Barriers to culture and identity for people with 

intellectual disabilities. Inclusion, 2(4), 329-341.  doi:  10.1352/2326-6988-2.4.329 

 

Spassiani, N.A., Sawyer, A.R., Abou Chacra, M.S., Koch, K., Muñoz, Y.A., Lunsky, Y. & 

Chacra, M.S.A. (2016).  “Teaches people that I’m more than a disability”:  Using nominal 

group technique in patient-orientated research for people with intellectual and 

developmental disabilities.  Intellectual and Developmental Disabilities, 54(2), 112-122.  

doi: 10.1352/1934-9556-54.2.112 

 

Spencer, L., Ritchie, J., Lewis, J. & Dillon. (2003).  Quality in qualitative evaluation:  A 

framework for assessing research evidence.  London:  Government Chief Social 

Researcher’s Office.   
 

Spencer, L.  & Ritchie, J.  (2012).  In Pursuit of Quality in Harper, D. & Thompson, A.R. 

(Eds).  Qualitative Research Methods in Mental Health and Psychotherapy.  A Guide for 

Students and Practitioners, 227-240.  Chichester:  Wiley-Blackwell  

 

Stalker, K.  (1998).  Some ethical and methodological issues in research with people with 

learning difficulties.  Disability and Society, 13, 5-19:   doi.10.1080/09687599826885 

 

Stalker, K.; Gilliard, J. & Downs, M.G.  (1999).  Eliciting user perspectives on what works.  

International Journal of Geriatric Psychiatry, 14, 120-134.  doi: 10.1002/(SICI)1099-

1166(199902)14:2<120::AID-GPS947>3.0.CO;2-9 

 

Starling S, Willis A, Dracup M, Burton M. & Pratt C. Right to sight: Accessing eye care for 

adults who are learning disabled. Journal of Intellectual Disabilities. 2006;10(4):337-355. 

doi:10.1177/1744629506070057 

 

https://doi.org/10.1111/jar.12261
https://doi.org.10.1111/jar.12643
https://www.legislation.gov.uk/anaw/2014/4/contents
https://doi.org/10.1352/1934-9556-54.2.112
https://doi.org/10.1080/09687599826885
https://doi.org/10.1002/(SICI)1099-1166(199902)14:2%3C120::AID-GPS947%3E3.0.CO;2-9
https://doi.org/10.1002/(SICI)1099-1166(199902)14:2%3C120::AID-GPS947%3E3.0.CO;2-9
https://doi.org/10.1177/1744629506070057


 

427 
 

PUBLIC / CYHOEDDUS 

Stein, K.  (2000).  Caring for people with learning disability: a survey of general practitioners’ 

attitudes in Southampton and South-west Hampshire.  British Journal of Learning 

Disabilities, 28, 9-15.  Retrieved from 

http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=25&sid

=8effc7b6-8caa-4416-bdd8-1eab9e945a72%40sessionmgr4010&hid=4109 

 

Stigstad, H.M.H.  (2014).  Characteristic interviews, different strategies: Methodological 

challenges in qualitative interviewing among respondents with mild intellectual 

disabilities.  Journal of Intellectual Disabilities, 18(2), 188-202.  doi: 

10.1177/174462951452315 

 

The British Psychological Society.  (2008).  Conducting research with people not having the 

capacity to consent to their participation.  A practical guide for researchers.  Leicester:  

Author.   

 

The Coronavirus and people with learning disabilities study.  (March, 2021).  Wales Briefing 

Paper, Wave One.  Retrieved from University of South Wales.   

 

The Coronavirus and people with learning disabilities study.  (June, 2021).  Wales Briefing 

Paper, Wave Two.  Retrieved from University of South Wales. 

 

The Open University.  (2007).  DSE212 Exploring Psychological Research Methods.  Walton 

Hall, Milton Keynes: Open University.    

 

The National Assembly for Wales. (2004).  Proposed Amendment of the National Health 

Service (General Medical Services Contracts) (Wales) Regulations.  The National 

Assembly for Wales. Debate under Standing Order No 31, 75-99.  The National Assembly 

for Wales (The Office Record). 

 

The Paul Ridd Foundation.  (2020).  Learning Disability Champions.  Retrieved from 

Learning Disability Champions - Paul Ridd Foundation 

 

The Paul Ridd Foundation. (2020).  Our Vision For The Future.  Retrieved from Our Vision - 

Paul Ridd Foundation 

 

The Scottish Government.  (June 2015).  The Keys to Life:  Improving Quality of Life for 

People with Learning Disabilities Implementation Framework and Priorities 2015-2017.  

The Scottish Government.   

 

The Scottish Government.  (March 2019).  The Keys to Life:  Unlocking Futures for People 

with Learning Disabilities Implementation Framework and Priorities 2019-2021.  The 

Scottish Government.   

 

Thomas, H.  (June 2021).  Covid:  NHS Wales Under ‘substantial pressure’ amid backlog.  

Retrieved from Covid: NHS Wales under 'substantial pressure' amid backlog - BBC News 

 

Thompson, A.G.H.  (2007).  The meaning of patient involvement and participation in health 

care consultations.  A taxonomy.  Social Science and Medicine, 64(6), 1297-1310.  doi:  

10.1016/j.socsimed.2006.11.002 

 

http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=25&sid=8effc7b6-8caa-4416-bdd8-1eab9e945a72%40sessionmgr4010&hid=4109
http://web.a.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=25&sid=8effc7b6-8caa-4416-bdd8-1eab9e945a72%40sessionmgr4010&hid=4109
https://paulriddfoundation.org/learning-disability-champions/
https://paulriddfoundation.org/our-vision/
https://paulriddfoundation.org/our-vision/
https://www.bbc.co.uk/news/uk-wales-57499950


 

428 
 

PUBLIC / CYHOEDDUS 

Thorpe, L., Davidson, P. & Janicki, M.P.  (2000).  Healthy Ageing-Adults with Intellectual 

Disabilities:  Biobehavioural Issues.  Geneva, Switzerland:  World Health Organisation.  

Retrieved from Healthy Ageing - Adults with Intellectual Disabilities (who.int) 

 

Todd, S.  & Jones, S.  (2003).  Mum’s the word:  Maternal accounts of dealings with the 

professional world.  Journal of Applied Research in Intellectual Disabilities, 16(3): 229-

244.  doi.org/10.1046/j.1468-3148.2003.00163.x 

 

Trainor, A. & Bouchard, K.A. (2013).  Exploring and developing reciprocity in research 

design.  International Journal of Qualitative Studies in Education, 26(8), 1-18 

doi: 10.1080/09518398.2012.724467 

 

Truesdale, M. & Brown, M. (2017). People with Learning Disabilities in Scotland: 2017 

Health Needs Assessment Update Report. Glasgow: NHS Health Scotland. 

 

Tuffrey-Wijine, I., Bernal, J., Butler, G., Hollins, S. & Curfs, L. (2007).  Using Nominal 

Group Technique to investigate the views of people with intellectual disabilities on end of 

life care provision.  Journal of Advanced Nursing, 58(1), 80-89. doi: 10.1111/j.1365-

2648.2007.04227.x 

 

Tuffrey-Wijine, I., Bernal, J. & Hollins, S.  (2008).  Doing research on people with learning 

disabilities, cancer and dying: ethics, possibilities and pitfalls.  British Journal of Learning 

Disabilities, 36(3), 185-90. doi.10.1111/j.1468-3156.2008.00519.x 

 

Tyrer, F., Dunkley, A.S., Singh, J., Kristunas, C., Khunti, K., Bhaumik, S., Davies, M.J., 

Yates, T.E. & Gray, L.J.  (2019).  Multimorbidity and lifestyle factors among adults with 

learning disabilities: a cross-sectional analysis of a UK cohort.  Journal of Learning 

disability Research, 63(3), 255-265. doi:10.111/jir.12571 

 

University of South Wales.  (n.d).  Teaching and Research Advisory Committee (TRAC).  Unit 

for Development in Intellectual and Developmental Disabilities, University of South 

Wales.  Retrieved from  Teaching and Research Advisory Committee (TRAC) | University 

of South Wales 

 

UPIAS. (1976).  Fundamental Principles of Disability.  London:  UPIAS 

 

Van Dooren, K., Dean, J., Boyle, F.M., Taylor-Gomez, M. & Lennox, N.G.  (2015).  

Consider the support worker in the role of health assessments.  Journal of Applied 

Research in Intellectual Disabilities, 29(6), 585-586.  doi.org/10.1111/jar.12211 

 

Van Timmeren, E. A., Waninge, A., van Schrojenstein Lantman-de, H. M. J., van der Putten, 

A. A. J., & van der Schans, C. P. (2017). Patterns of multimorbidity in people with severe 

or profound intellectual and motor disabilities. Research in developmental disabilities, 67, 

28-33. doi:10.1016/j.ridd.2017.05.002 

 

Vasileiou, K., Barnett, J., Thorpe S. & Young, T.  (2018).  Characterising and justifying 

sample size sufficiency in interview-based studies: systematic analysis of qualitative health 

research over a 15-year period.  BMC Medical Research Methodology, 18(1): 148.  doi: 

10.1186/s12874-018-0594-7 

 

https://www.who.int/mental_health/media/en/24.pdf
https://doi.org/10.1046/j.1468-3148.2003.00163.x
http://dx.doi.org/10.1080/09518398.2012.724467
https://doi.org/10.1111/j.1365-2648.2007.04227.x
https://doi.org/10.1111/j.1365-2648.2007.04227.x
https://doi.org/10.1111/j.1468-3156.2008.00519.x
https://udidd.research.southwales.ac.uk/teaching-research-advisory-committee-trac/
https://udidd.research.southwales.ac.uk/teaching-research-advisory-committee-trac/
https://doi.org/10.1016/j.ridd.2017.05.002
javascript:;
javascript:;
https://bmcmedresmethodol.biomedcentral.com/articles/10.1186/s12874-018-0594-7


 

429 
 

PUBLIC / CYHOEDDUS 

Wang, Y.  (2008).  Single-handed General Practice in urban areas of Scotland.  (Doctoral 

dissertation).   Retrieved from 2008WANGPHD (gla.ac.uk) 

 

Warburg, M.  (2001).  Visual impairment in adult people with moderate, severe and profound 

intellectual disability.  Acta Ophthalmologica, 79(5), 450-454.  doi: 10.1034/j.1600-

0420.2001.790504.x   

 

Ware, R.S. & Lennox, N.G.  (2016).  Characteristics influencing attendance at a primary care 

health check for people with intellectual disability:  An individual participant data meta-

analysis.  Research in Developmental Disabilities, 55, 235-241.  Retrieved from 

http://www.sciencedirect.com.ergo.southwales.ac.uk/science/article/pii/S08914222163008

28 

 

Walmsley, J. (2011) An investigation into the implementation of Annual Health Checks for 

people with intellectual disabilities.  Journal of Intellectual Disabilities, 15(3), 157-166.  

doi: 10.1177/1744629511423722 

 

Webb, O.J. & Rogers, L.  (1999).  Health screening for people with intellectual disability: the 

New Zealand experience, Journal of Intellectual Disability Research, 43(6), 497-503.  

Retrieved from 

http://web.b.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=9&sid=

bb46ecea-3466-4e42-8116-49572176a405%40sessionmgr104&hid=102 

 

Well-being of Future Generations (Wales) Act. (2015). Retrieved from 

https://www.futuregenerations.wales/wp-content/uploads/2017/01/WFGAct-English.pdf 

 

Welsh Ambulance Services NHS Trust.  Annual Health Checks For people with learning 

disabilities.  Retrieved from Annual health check_636657072028766669.pdf 

(wales.nhs.uk) 

 

Welsh Assembly Government.  (2004).  LD Strategy.  Section 7 Guidance on Service 

Principles and Service Responses.  Welsh Assembly Government.  

 

Welsh Assembly Government.  (2007).  Statement on Policy and Practice for Adults with a 

Learning Disability.   

 

Welsh Government. (2016).  Prudent Health Care: Securing Health and Wellbeing for Future 

Generations.   Retrieved from Prudent healthcare | GOV.WALES 

 

Welsh Government. (2017).  Prospects for All:  The national strategy.  Taking Wales 

Forward.  Retrieved from 

ttps://www.housinglin.org.uk/_assets/Resources/Housing/OtherOrganisation/170919-

prosperity-for-all-en.pdf 

 

Welsh Government.  (2018).  A Healthier Wales:  our Plan for Health and Social Care.  

Welsh Government.   

 

Welsh Government (June 2018).  Learning Disability Improving Lives Programme.  

Retrieved from http://allwalespeople1st.co.uk/learning-disability-improving-lives-

programme/ 

https://theses.gla.ac.uk/759/1/2008wangphd.pdf
https://doi.org/10.1034/j.1600-0420.2001.790504.x
https://doi.org/10.1034/j.1600-0420.2001.790504.x
http://www.sciencedirect.com.ergo.southwales.ac.uk/science/article/pii/S0891422216300828
http://www.sciencedirect.com.ergo.southwales.ac.uk/science/article/pii/S0891422216300828
https://jdoi.org/10.1177/1744629511423722
http://web.b.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=9&sid=bb46ecea-3466-4e42-8116-49572176a405%40sessionmgr104&hid=102
http://web.b.ebscohost.com.ergo.southwales.ac.uk/ehost/pdfviewer/pdfviewer?vid=9&sid=bb46ecea-3466-4e42-8116-49572176a405%40sessionmgr104&hid=102
https://www.futuregenerations.wales/wp-content/uploads/2017/01/WFGAct-English.pdf
https://111.wales.nhs.uk/easyreads/Docs/Annual%20health%20check_636657072028766669.pdf
https://111.wales.nhs.uk/easyreads/Docs/Annual%20health%20check_636657072028766669.pdf
https://gov.wales/prudent-healthcare
http://allwalespeople1st.co.uk/learning-disability-improving-lives-programme/
http://allwalespeople1st.co.uk/learning-disability-improving-lives-programme/


 

430 
 

PUBLIC / CYHOEDDUS 

 

Welsh Government.  (2020).  Reducing Restrictive Practices Framework.  Retrieved from 

Delivering Home First (gov.wales) 

 

Welsh Government.  (March 2021).  Health and Social Care Wales in Wales-Covid-19:  

Looking Forward.  Retrieved from Improving health and social care (COVID-19 looking 

forward) | GOV.WALES 

 

Welsh Government.  (January 2022).  Learning Disability Policy Strategic Action Plan 2021-

2026-Draft for Discussion and Consultation-January 2022, pp 1-13.  Retrieved from 

Learning-Disability-Strategic-Action-Plan2021-26-Draft-V5-Action-Plan-January-

2022.pdf (ldw.org.uk) 

 

Welsh Office.  (1983).  The All Wales Strategy for the Development of Services for Mentally 

Handicapped People.  Cardiff.  

 

Whitehead, L.C., Trip, H.T., Hale, L.A. & Conder, J. (2016).  Negotiated autonomy in 

diabetes self-management: the experiences of adults with intellectual disability and their 

support workers. J Intellect Disabil Res, 60(4), 389-397.  doi: 10.1111/jir.12257.  

 

Whitehurst, T.  (2006).  Liberating silent voices-perspectives of children with profound and 

complex learning needs on inclusion.  British Journal of Learning Disabilities, 35, 55-

61.   doi: 10.1111/j.1468-3156.2006.00405.x 

 

Williams, S. (2017).  Annual health checks for People with Learning Disabilities: A survey of 

uptake in two health boards.  Public Health Wales: 1000 Lives. 

 

Willis, D.S.  (2014).  Inconsistencies in the roles of family-and paid-carers in monitoring 

health issues in people with learning disabilities: some implications for the integration of 

health and social care.  British Journal of Learning Disabilities, 43, 24-31.  

doi:10.1111/bld.12082 

 

Wilkinson, H., Kerr, D. & Cunningham, C.  (2005).  Equipping staff to support people with 

an intellectual disability and dementia in care home settings.  Dementia 4, 387-400.  

doi:10.1177/1471301205055029 

 

Wilson, P.M.  & Goodman, C.  (2011).  Evaluation of a modified chronic disease self-

management programme for people with intellectual disabilities.  Journal of Nursing and 

Healthcare of Chronic Illness.  doi.org/10.1111/j.1752-9824.2011.01105.x 

 

Wilson, D.N. & Haire, A.  (1990).  Health care community screening for people with mental 

handicap living in the community.  The British Medical Journal, 301, 1379-81.  Retrieved 

from https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1664536/pdf/bmj00210-0049.pdf 

 

 

Worth, A. & Tierney, A.J.  (1993).  Conducting telephone research interviews with elderly 

people by telephone.  Journal of Advanced Nursing, 18, 1977-1984.   doi: 10.1046/j.1365-

2648.1993.18071077.x. 

 

https://gov.wales/sites/default/files/publications/2021-07/reducing-restrictive-practices-framework.pdf
https://gov.wales/improving-health-and-social-care-covid-19-looking-forward
https://gov.wales/improving-health-and-social-care-covid-19-looking-forward
https://www.ldw.org.uk/wp-content/uploads/2022/02/Learning-Disability-Strategic-Action-Plan2021-26-Draft-V5-Action-Plan-January-2022.pdf#:~:text=Learning%20Disability%20Policy%20-%20Strategic%20Action%20Plan%202021-2026,the%20current%20term%20of%20government%2C%202021%20to%202026.
https://www.ldw.org.uk/wp-content/uploads/2022/02/Learning-Disability-Strategic-Action-Plan2021-26-Draft-V5-Action-Plan-January-2022.pdf#:~:text=Learning%20Disability%20Policy%20-%20Strategic%20Action%20Plan%202021-2026,the%20current%20term%20of%20government%2C%202021%20to%202026.
https://doi.org/10.1111/j.1468-3156.2006.00405.x
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1664536/pdf/bmj00210-0049.pdf


 

431 
 

PUBLIC / CYHOEDDUS 

Wray J; Archibong U. & Walton S. (2017).  Why undertake a pilot in a qualitative PhD 

study? Lessons learned to promote success. Nurse Res, 24(3):31-35.  doi: 

10.7748/nr.2017.e1416. 

 

Young, A.F., Naji, S. & Kroll, T. (2012).  Support for self-management of cardiovascular 

disease by people with learning disabilities, Family Practice, 29(4), 467-475.  Retrieved 

from https://doi.org/10.1093/fampra/cmr106 

 

Zakaria, R. & Musta’amal, A.H.  (2014).  Rapport building in qualitative research.  CORE. 

Retrieved from 83531594.pdf (core.ac.uk) 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
 

https://doi.org/10.1093/fampra/cmr106
https://core.ac.uk/download/pdf/83531594.pdf


 

432 
 

PUBLIC / CYHOEDDUS 

 


