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Abstract 

Background: Women with learning disabilities are less likely to follow up an 

invitation to cervical and breast cancer screening, compared to women without 

learning disabilities. Various barriers have been identified that could inhibit women 

with learning disabilities from making an informed decision and attending cervical 

and breast cancer screening. However, previous research has not highlighted the 

most influential barriers and facilitators to cervical and breast cancer screening and 

accounted for them across different populations including women with learning 

disabilities. This could then maximise the informed decision making, and uptake of 

women with learning disabilities deciding to attend cervical and/or breast cancer 

screening. 

Aim: This thesis explores the attitudes, opinions, knowledge, and experiences of 

women with learning disabilities, family carers (FC) and paid care workers (PCW) 

toward cervical and breast cancer screening in the North East of England.  

Methods: This research utilised three sequential stages. The first phase was a 

qualitative systematic review of attitudes and experiences of people with a learning 

disability towards cancer screening programmes in the UK, to increase the 

understanding around the relevant literature. The second stage involved multiple 

phases of Patient and Public Involvement, to inform the data collection materials 

(information sheet, consent form and Q sort grid). The final stage was a Q 

methodology study comprising of a card sorting task involving women with learning 

disabilities, FCs and PCWs. 

Results: The systematic review synthesised 11 qualitative papers which focused on 

the attitudes and opinions of women with learning disabilities, FCs and PCWs 

towards cervical and breast cancer screening. Results focused on how to support 

women with learning disabilities to attend the screening, their awareness of 

screening, and their psychophysical experiences, the professional practice barriers 

including the need for multidisciplinary working and an understanding of the needs 

of women with learning disabilities and facilitators to improve the uptake of cervical 

and breast cancer screening. Twenty-one people took part in the Q study: 13 

women with learning disabilities, three FCs (two mothers and one husband) and five 

PCWs (all support workers). Following analysis using PQMethod, two factors were 

identified. Factor one named ‘Personal choice and ownership’ explores how women 

with learning disabilities want to be supported to make their own decision to attend 

cancer screening and explored preferences to support needs of the women with 
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learning disabilities through cervical and breast cancer screening. Factor two, 

named ‘Protecting vs enablement’, discussed the battle both FC and PCW felt to 

ensure they were protecting women with learning disabilities from harm or possible 

distress from screening, whilst feeling that they were supporting women with 

learning disabilities to decide to attend screening.  

Conclusions: The findings from this study have been underpinned by the Social 

Ecological Model (SEM). From this, multiple barriers and facilitators have been 

identified which may influence the uptake of women with learning disabilities 

attending cervical and breast cancer screening. The SEM facilitated identification of 

the multiple layers of influence that can aid or hinder women with learning 

disabilities making an informed decision to attend screening, and then in attending 

their screening appointment. This included using easy-read documentation, 

ensuring women with learning disabilities know the symptoms of cancer and 

ensuring carers are informed and supportive of women with learning disabilities 

decisions. From this research specific recommendations for practice have been 

identified. The key recommendations are to ensure that women with learning 

disabilities are routinely given information in an accessible format; FC, PCW and 

screening staff should have training on the needs of women with learning disabilities 

generally and in relation to cancer screening to support women with learning 

disabilities make an informed decision, and the need to embed reasonable 

adjustments within the cervical and breast cancer screening pathways. This will 

ensure women with learning disabilities are aided in the initial decision-making 

phase and then supported throughout the screening to ensure the screening is 

successfully completed. This thesis constitutes an original contribution to knowledge 

as previous research has not used Q methodology to understand and explore the 

perspectives of women with learning disabilities, FCs and PCWs towards cervical 

and breast cancer screening. Nor has previous research utilised the SEM to 

understand the factors influencing the uptake of cervical and breast cancer 

screening by women with learning disabilities.  

 

Keywords: Cancer Screening, Cervical, Breast, Learning Disabilities, Q 

Methodology, Systematic review, Social Ecological Model
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Chapter 1 Introduction to PhD 

This thesis reports and discusses my PhD research on the attitudes, opinions, and 

perspectives of women with learning disabilities, family carers (FC), and paid care 

workers (PCW), towards women with learning disabilities accessing the National 

Health Service (NHS) cervical and breast cancer screening programmes. In this 

Chapter, I provide a brief overview of the background and rationale for focusing the 

PhD on this topic. At the end of the chapter, I report the research question and 

objectives. I start with a section that highlights my previous experiences as a 

support working and research interests.  

1.1 Background of the researcher 

In 2015 I graduated from an undergraduate degree in Psychology with honours. I 

then progressed to a master’s degree in Health Psychology and Clinical Skills, 

graduating in 2016.  

While studying for both degrees, I worked as a support worker primarily with people 

with learning disabilities and/or learning difficulties, in community settings, and in 

accessing further and higher education. Within the education context my main roles 

included note taking, developing organisation skills, first aid, behaviour support and 

exam support. In a community context, I supported people in accessing public 

spaces, going to the GP or healthcare services, as well as management of money. 

Through this role it highlighted the difficulties faced by people with learning 

disabilities in their everyday life.  

Following the completion of the masters, I started a new post as a Research 

Facilitator in a local NHS Foundation Trust, Research and Development 

Department. This role involved supporting other researchers to gain the required 

ethical approval to start their own data collection for research. This ranged from 

supporting master’s students to randomised controlled trials. This experience 

provided me with the platform to gain the knowledge, understanding and skills of the 

requirements to conduct research with patient and/or staff populations. It was also 

while doing this role that I noticed little research was focusing on the health of 

people with learning disabilities, within the Trust I was employed. 

My passion for public health research initially started from personal experience of 

losing my father from undiagnosed heart disease. This formed the basis for my 

master’s dissertation which looked at attitudes towards psychosocial risk factors of 
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Coronary Heart Disease. This experience and completing the course enhanced my 

passion to understand what factors can influence behaviour change, or not. This 

personal experiences from my father, and working with people with learning 

disability, and completing both degrees, I believe was the catalyst for me wanting to 

become research focused on prevention of illness in the general population but also 

vulnerable adults. 

1.2 Identifying the need for this research  

The research topic was developed via a scoping exercise undertaken at the start of 

the PhD in 2017. The topic was originally focused on behaviour change 

interventions to increase the uptake of men attending colorectal cancer screening. 

An initial scoping of published screening uptake statistics from NHS Digital showed 

that whilst 84.0% of females accepted the colorectal cancer screening invitation 

compared with 82.7% of males nationally, overall, both sexes in 2015-2016 had 

over 75.0% of eligible people taking-up invitations (1), which surpassed the optimal 

uptake threshold of 60.0% (2). Looking further at regional statistics for the North 

East and Cumbria at the time (which focused on uptake statistics from 2016-2017), 

showed that 89.6% of eligible males and 90.3% of females in the region had also 

received colorectal cancer screening (22). However, it has been identified that 

people with learning disabilities were less likely to take up cancer screening than the 

rest of the population which is above target (3). From identifying that the original 

research was not viable given the screening uptake rates for colorectal cancer being 

on target. I subsequently investigated groups of people whose uptake statistics 

were lower than the target sought. people with learning disabilities were identified as 

a population in need, especially since there were limited research/investigations into 

why cancer screening rates were low amongst this population group; this, therefore, 

became the population focus of my PhD rather than focusing on men from the 

general population concerning colorectal cancer screening. Additionally, as 

discussed in more detail in section 2.4, it was found that cervical and breast cancer 

uptake rates for people with learning disabilities were particularly low (and in 

comparison, to colorectal screening rates). This then again narrowed the focus of 

the PhD to focus on women with learning disabilities in particular, to focus on why 

they are less likely to attend cervical and breast cancer screening.  

Therefore, the following section provides a brief overview of cancer, cancer 

screening, and then the uptake of people with learning disabilities attending cancer 

screening in England, with further details provided in Chapter 2 (section 2.2.1). 
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Throughout this thesis, I use people with learning disabilities as an overarching term 

when I am discussing men and women with learning disabilities. Whereas when I 

am specifically referring to women with learning disabilities, particularly when 

discussing cervical and breast screening, where women will be invited, the phrase 

‘women with learning disabilities’ is used as women only are invited for cervical and 

breast cancer screening. 

1.2.1 Learning Disabilities  

In the UK, a learning disability can be broadly defined as those who struggle with 

learning new skills, understanding complex or new information, and coping 

independently (4). Having a learning disability can mean that the individual faces 

multiple health inequalities which can put the person at risk of disease and 

premature death (5). A more detailed definition of a learning disability is presented 

in Chapter 2, section 2.1. 

The report ‘Death by Indifference’, published in 2007, described circumstances 

surrounding the deaths of six people with learning disabilities who died while they 

were in the care of the NHS, exposing ‘institutional discrimination’ (6). This led to a 

time-limited Confidential Inquiry into Premature Deaths of People with Learning 

Disabilities (CIPOLD). The CIPOLD was tasked with investigating the avoidable or 

premature deaths of people with learning disabilities through a series of 

retrospective reviews of deaths. The aim of this was to review the patterns of care 

people received in the time leading up to their deaths, identify errors or omissions 

contributing to deaths, illustrate evidence of good practice, and provide improved 

evidence on avoiding premature death (6). The report showed that 42.0% of 238 

deaths were deemed to be premature, because of: delays or problems with 

diagnosis or treatment, and problems with identifying needs and providing 

appropriate care in response to changing needs (6). From the review, and 

assessing the underlying cause of premature death, cancer was found to be the 

second-highest cause of death in people with learning disabilities at 20.0%, with 

heart and circulatory disorders equating to 29.0% of deaths (6). More recently the 

Learning Disabilities Mortality Review (LeDeR) (7) has been set up to look into the 

deaths of people with learning disabilities aged four years and over between 1 July 

2016 and 31 December 2018. The LeDeR was notified of 4302 deaths of which they 

reviewed 1081 (7). The review highlighted that 14.0% of deaths amongst people 

with learning disabilities are attributable to cancer, which is lower than the general 

population where 28.0% of deaths are attributed to cancer (7).  
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Although these statistics seem low, it is important to consider factors that can 

increase the chance of cancer developing in people with learning disabilities. For 

instance, people with learning disabilities are now living longer (8), and are 

approaching similar life expectancy levels to that of the general population (9). As 

age, specifically being older in age, is predominantly viewed as a key risk factor for 

developing cancer (10), this is an important factor to consider. This matched with a 

higher prevalence of lifestyle factors present in people with learning disabilities 

including being overweight or having obesity, having a poor diet, doing less physical 

activity (11) and smoking (12), all of which are risk factors for cancer (13), and 

reinforces the importance of people with learning disabilities accessing cancer 

screening services.  

1.2.2 Cancer and cancer screening 

Cancer screening is one of the most effective ways to improve survival and reduce 

mortality rates from cancer, as it means that potential cancer can be diagnosed at 

an early stage (14). Cancer screening is defined as the process of identifying 

healthy people in the population who may be at increased risk of a disease or a 

condition (15). The World Health Organisation (16) state that detecting cancer in its 

early stages should be prioritised, as it enables a more cost-effective way to treat 

cancer through simpler treatments, and leads to a more successful outcome. This 

highlights the importance of attending for cancer screening once invited.  

Currently, there are three screening programmes available in the UK. They focus on 

detecting cancer of the cervix, breast, and colon (17). Women aged 25 to 49 in the 

UK are invited for cervical cancer screening every three years, changing to every 

five years for women aged 50 to 64. For cervical screening, a sample of cells are 

taken from the cervix to identify any changes within the cells (18). From the age of 

50 to 70, women are also invited for breast screening, where the women receive a 

mammogram, which is an x-ray of the breast tissue (19). However trials are 

currently underway to look at extending the age range for breast cancer screening 

to include women from 47 to 49, and 71 to 73 (20). For colorectal cancer screening, 

both men and women are invited to complete a screening kit to detect blood in the 

stool sample. This is available for all individuals aged 60 to 74 in England, Wales, 

and Northern Ireland, and from ages 50 to 70 in Scotland (21).  

However, cancer screening is not universally accepted. With the efficacy and cost-

effectiveness of the screening programmes being central to the running and 
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provision of screening, it is important that patient participation rates are high and 

that the same provisions are provided nationally.  

Indeed it has been shown that although the screening programmes are on target 

and help reduce mortality, it has been estimated that the national screening 

programmes in England cost over £660 million each year (22). Three of the 

programmes, of which there are 11 in total, focus on cancer screening. Due to this, 

there is a need to review and ensure that screening is both cost-effective and 

efficient in detecting the possible presence of cancer. Regarding cervical cancer 

screening, since the introduction of Human papillomavirus (HPV) screening in 2020, 

the annual amount of samples tested in cytology (explained in detail in section 

2.3.1.1) has been reduced by £276 million (23), yet this may have increased the 

number of colposcopies being completed on HPV-positive cases (23). Breast 

cancer screening has been linked to 30.0% more cases of over-diagnosis and over-

treatment of breast cancer which may not have required it, such as breast cancer in 

situ (24). Since the implementation of the more sensitive faecal immunochemical 

test (FIT), within colorectal cancer screening, it is thought that more lives are being 

saved due to the earlier detection of cancer (25). FIT also seems to be more cost-

effective compared to the guaiac Faecal Occult Blood Test (gFOBt) as the FIT is 

only one test (26), compared with the two samples over three days in the gFOBt 

(27). This debate of acceptability, efficacy, and cost-effectiveness are discussed in 

more detail in Chapter 2, section 2.3.2. 

1.2.2.1 Cancer screening uptake  

When discussing cervical and breast cancer screening uptake throughout this 

thesis, I use ‘women with learning disabilities’, as both screening programmes invite 

women only and those who are biologically male are not invited for screening. When 

colorectal cancer screening is discussed, the acronym ‘people with learning 

disabilities’ will be used as both men and women are invited for colorectal 

screening. Statistics published by NHS Digital (28) document that for the year 2018-

2019, 33.7% of women with learning disabilities underwent cervical screening 

compared to 74.7% of women without learning disabilities; 49.0% of women with 

learning disabilities attended breast cancer screening compared to 64.3% of women 

without learning disabilities, and 83.1% of people with learning disabilities were 

screened for colorectal cancer screening compared to 86.9% of those without 

learning disabilities. From the statistics presented here, it evidences the uptake gap 

between people with learning disabilities undertaking cancer screening when 
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compared to those without learning disabilities. The biggest difference in uptake is 

in cervical and breast cancer screening rates in women with learning disabilities 

(with further details on the uptake statistics in both people with learning disabilities 

and the general population provided in Chapter 2, section 2.4).  

1.2.2.2 Barriers to uptake  

Within the literature, it is highlighted that multiple barriers can prevent or make it 

difficult for people with learning disabilities to access cancer screening services. It 

was noted within the LeDeR that there may be a lack of support to aid people with 

learning disabilities to access cancer screening services, which could be a potential 

factor in some avoidable deaths (29). More specifically, barriers can prevent people 

with learning disabilities from accessing healthcare services of which screening is 

included (30). Barriers to uptake across the cancer screening services are noted as 

a lack of support staff understanding cancer (31), lack of consistent use of easy-

read invitations, difficulties using appointment systems, time pressures for the 

healthcare professional, mobility issues, and communication difficulties (32).  

Specific barriers which relate to women with learning disabilities accessing cervical 

and breast cancer screening include the role of attitudes (32), from the perspectives 

of GPs who consider screening unnecessary for women with learning disabilities 

(33), to perspectives of family and paid carers who support people with learning 

disabilities (10). Paid carers indicate that they often have little to no training in 

cancer awareness, meaning that they felt that did not know enough information 

about the risks, signs and symptoms of cancer, nor did they know how to help 

reduce the risks of cancer in people with learning disabilities (10). Similarly, family 

carers may not always understand the importance of enabling people with learning 

disabilities to be aware of cancer health issues, attending health education sessions 

or to understand and participate in screening (34), because it has also been noted 

that family carers may find it a difficult issue to discuss as it can be perceived as a 

taboo subject (34).   

1.3 Rationale for research 

Considering these documented barriers, whether it be due to a lack of reasonable 

adjustments to services or the attitudes and perceptions of carers or healthcare 

professionals, the uptake of women with learning disabilities to cervical and breast 

cancer screening remains low, and consistently so. Due to this, further research is 

needed to identify the most influential aspects of cervical and breast cancer 

screening which can facilitate or hinder women with learning disabilities accessing 
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screening from the perspectives of women themselves, their FC’s, and PCW’s. This 

can then be utilised to make recommendations for policy and practice that limit the 

inequalities faced by women with learning disabilities deciding to attend, and then 

accessing cervical and breast cancer screening. 

1.4 Research Question and Objectives 

The PhD research presented in this thesis aims to answer: What are the attitudes 

and experiences of women with learning disabilities, FC, and PCW, towards cancer 

screening of the cervix and breasts?  

To answer the above research question, three objectives were set: 

1. To undertake a systematic review and meta-aggregation of studies that 

assess and report the attitudes of people with learning disabilities, FC, and 

PCW towards cancer screening. 

2. To understand the knowledge of, attitudes towards, and decision making 

around cervical and breast cancer screening in women with learning 

disabilities. 

3. To understand the knowledge of, attitudes towards, and decision making 

around cervical and breast cancer screening in those who are FC and PCW 

of women with learning disabilities.
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1.5 Structure of the thesis  

This thesis presents nine chapters. Chapter 1 has provided a brief overview of the 

background and rationale for focusing on understanding the attitudes and opinions 

towards breast and cervical screening for women with learning disabilities, as well 

as the research question and objectives. Chapter 2 is a literature review providing a 

more in-depth discussion of cancer, the national cancer screening programme as 

well as the need to ensure the health of people with learning disabilities. Chapter 3 

then presents the theoretical underpinning of the PhD research. The methodology 

and method employed to obtain attitudes and opinions are discussed. Following on, 

the first phase of the research was the completion of a qualitative systematic review 

to collate the attitudes and perceptions of people with learning disabilities, FC and 

PCW towards attending the national cancer screening programmes, which is 

presented in Chapter 4. Empowering women with learning disabilities is central to 

the thesis. From ensuring that they have every opportunity to take part in research 

to enabling change to practice to help access to service. To ensure this, a phase of 

Patient and Public Involvement was undertaken and is discussed in Chapter 5. 

Chapter 6 then outlines Q methodology and the general methods used including 

the possible analytical steps used in a Q study, while Chapter 7 focuses on the 

actual methods used in my Q study alongside my study results. Chapter 8 provides 

a discussion of the triangulation of the findings from the systematic review and Q 

study. The strengths and limitations of the research are then discussed with 

recommendations for policy, practice, and future research. In appendix A, I have 

written a reflection on the PhD research process which draws upon multiple 

sections of the thesis and is included in the visual representation presented in 

Figure 1.   
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Figure 1: Structure of the thesis 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Chapter 1 - Overview of the thesis 

This chapter discusses the background and rationale as well as the 

research question and objectives. 

 

Chapter 2 - Literature review 

Context on cancer and cancer screening, alongside definitions of learning 

disabilities and a discussion of their health. 

Chapter 3 - Research Design 

Theoretical perspectives, methodology and methods of the PhD. 

 

Chapter 8 - Discussion 

A synthesis of the results from chapter 

4, 5 and 6 will inform strengths and 

limitations of the research. These then 

inform recommendations for policy and 

practice. 

Appendix 1 – Reflections  

Personal reflections alongside 

reflecting on conducting a Q study 

with women with learning disabilities. 

 

Chapter 4 - Systematic review 

Rationale, method and results are 

highlighted. 

 

Chapter 5 - Patient and public involvement  

The importance of PPI, the methods, results 

and how they were used in the PhD. 

 

Chapter 6 and 7– Q methodology and the Q study 

Q methodology is described, with the advantages and disadvantages of the 

method and the rationale for using the method. The methods and results of 

the Q are then presented. 
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Chapter 2 Health of people with a learning disability 

Expanding upon the brief introduction to the research, which was presented in 

Chapter 1, this chapter will go into further detail on learning disabilities and the 

complexity of the healthcare needs facing people with a learning disability (people 

with learning disabilities). The discussion then highlights cancer prevalence within 

people with learning disabilities and the need for early diagnosis through the 

national cancer screening programmes within the UK. This is then followed by a 

discussion of the key policy documents that underpin the health and care of people 

with learning disabilities.    

2.1 What is a Learning Disability? 

The term “Learning Disabilities” replaced the term “mentally handicapped” in the UK 

when the Department for Health used the official term ‘people with learning 

disabilities’ in 1990 (35). A person with a learning disability can be defined as an 

individual who struggles with learning new skills, understanding complex or new 

information, and coping independently (36).  

A learning disability can cover a spectrum of conditions, from a mild learning 

disability, where someone can manage independently but may take longer to learn 

new skills, to a profound and severe learning disability where an individual may 

need substantial care and support with every aspect of their life (37). There are four 

levels of need: profound, severe, moderate, and mild (38). To explain the range of 

different abilities within a learning disability, the idea of a continuum has been used 

for some time (39). Using the continuum, there are no clear dividing lines between 

the terms (40) and no clear differentiation between an individual who is said to have 

a mild learning disability and the general population (40). Each severity level is 

described in Table 1. 

Table 1: Characteristics of Learning Disability 

Severity Definition 

Mild Usually able to hold a conversation and communicate most of their 

needs and wishes. They may need some support to understand 

complex ideas but are often independent in caring for themselves and 

doing many everyday tasks. They may have some basic reading and 

writing skills. People with a mild learning disability quite often go 

undiagnosed (39). 
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Moderate People with a moderate learning disability are likely to have some 

language skills, but they can communicate about their day to day needs 

and wishes. People in this group may need some support with caring 

for themselves, but most will be able to carry out day to day tasks with 

support (39). 

Severe People with severe learning disabilities typically use basic words and 

gestures to communicate. Many need a high level of support with 

everyday activities such as cooking, and budgeting, but many can look 

after some if not all their own personal care needs. Some people have 

additional medical needs and some need support with mobility issues 

(39). 

Profound The individual may have multiple disabilities including impairments of 

hearing, vision, or movement, and they may well have other conditions 

such as autism. Individuals in this group require extensive support to 

help manage their health and enable them to undertake daily activities. 

This can be difficult as there are typically communication problems, so 

expression tends to be through non-verbal means or using few words or 

symbols (41). 

  

2.1.1 Terminology 

There is debate over whether the term learning disabilities should be used, and 

instead, whether intellectual disabilities should be used (41). The term intellectual 

disabilities is becoming increasingly favoured and is replacing or being used 

synonymously with learning disabilities (42).  

An intellectual disability is classified by the Diagnostic and Statistical Manual of 

Mental Disorders (DSM-5) as a neurodevelopmental disorder (43). The World 

Health Organisation (44) provides an international definition of intellectual 

disabilities as: “a significantly reduced ability to understand new or complex 

information and to learn and apply new skills (impaired intelligence). This results in 

a reduced ability to cope independently (impaired social functioning), and begins 

before adulthood, with a lasting effect on development” (n.p) (44). The definition of 

intellectual disability, presented by the World Health Organization, is similar to that 

by the Department of Health and Social Care (36): “A significantly reduced ability to 

understand new or complex information, to learn new skills (impaired intelligence), 

with a reduced ability to cope independently (impaired social functioning) which 
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started before adulthood, with a lasting effect on development” (p. 14). The 

language used within both definitions is almost identical, which could suggest that 

there is no diagnostic difference between a learning disability and an intellectual 

disability.  

It has become common practice that the term ‘learning disability’ is used within 

service provision throughout the UK. Whereas the term ‘intellectual disability’ is 

typically becoming used internationally outside of the UK (45). However, it is 

becoming more visible in UK professional discourse (40), with some NHS providers 

renaming their learning disabilities services ‘Intellectual Disabilities and 

Developmental Disability Services’ (46, 47), as well as it being more visible in policy 

and research (42).  

Service provision in the North East of England specifically use the term ‘learning 

disabilities’. Since this research involves people with learning disabilities from this 

area, the term ‘learning disabilities’ will be used which is in line with current clinical 

practice which uses this terminology. Utilising the term learning disabilities in the 

research will ensure that those supporting the research will have a clear 

understanding of what is the focus of the research, which may not be present if 

‘intellectual disabilities’ was used. The term learning disabilities will be used 

primarily through this thesis. This is unless specific research or findings stipulates 

intellectual disability, in which case, ‘intellectual disability’ will be used in place of 

‘learning disability’.  

2.2 The health of people with a learning disability 

It has long been observed that people with learning disabilities have markedly 

poorer health than those without learning disability (48). Statistics on life expectancy 

indicate that the gap between those with a learning disability and those without has 

consistently stayed wide. Data from 2018-2019 highlights a 17-year lower life 

expectancy for women with learning disabilities than those without learning 

disabilities (a 67 years life expectancy vs 84 years respectively) (49). 

Comparatively, statistics from 2018-2019 show that males with a learning disability 

have a 14-year lower life expectancy compared to males with no recorded learning 

disability (66 years vs 80 years respectively) (49).  

Diagnostic overshadowing refers to “when symptoms arising from physical or 

mental health problems are misattributed to an individual’s learning disability, 

leading to delayed diagnosis and treatment” (p. 8) (50). A report titled ‘Equal 

treatment: closing the gap’ (51) recommended the need for better access to 
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physical health care for people with learning disabilities (52). These health 

inequalities caused by diagnostic overshadowing may be widening, and health and 

social services “have a role to ensure that routine physical services including cancer 

screening are provided equitably” (p.1) (52), and healthcare staff understand the 

health needs of people with learning disabilities (53-55). If this understanding does 

not happen, this may lead to wrong or delayed diagnosis and treatment, including 

for cancer, which reinforces the importance of cancer screening to potentially 

identify symptoms missed in practice (56). 

In addition to having a shorter life expectancy, people with learning disabilities also 

experiences greater morbidity. For example, in a 2016 study, the data of 14,751 

adults with an intellectual disability aged 18-84 years in England was compared to 

that of 86,221 people of the same age and gender but who did not have an 

intellectual disability (57). It was evidenced that those people with an intellectual 

disability had a higher prevalence of epilepsy, severe mental illness, and dementia, 

as well as moderately increased rates of hypothyroidism and heart failure. Yet, it 

also showed that people with an intellectual disability had an approximately 30.0% 

lower incidence of ischaemic heart disease and cancer (57). The authors concluded 

that this should be explored further and acknowledged that this statistic should be 

interpreted with caution as it may be that those with an intellectual disability are 

experiencing later diagnosis or poorer survival rates from cancer (57). A further 

explanation of the 30.0% difference could be attributed to the lower rates of smoking 

and alcohol use among adults with intellectual disabilities (57), which are 

behaviours that may lead to the development of cancer (13). 

Conversely, Glover et al. (58) conducted a mortality review of people with an 

intellectual disability within England. The review highlighted that circulatory, 

respiratory diseases, and specific cancers, were the three most common causes of 

death for this population group, but they were seen as avoidable with mortality 

causes stemming from problems with the care provided (58). However, Glover et al. 

(58) did not expand upon the specific problems, leading to classify these deaths as 

avoidable. In a separate systematic review of early death and causes of death of 

people with intellectual disabilities, it was documented that the majority of underlying 

causes of cancer deaths were from cancer of the digestive organs (59). This differs 

from the pattern of cancer deaths in the general population without learning 

disabilities where cancer of the lung, breast and prostate predominate (59).   
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However, it was concluded that within England, general practice is not identifying 

everyone who has a learning disability (58). This suggests that many people with 

mild learning disabilities may be missed, and therefore they may not be invited for a 

health review through an Annual Health Check. Annual Health Checks aim to 

identify people who may need more support with their health, to provide proactive 

support to ensure they get the treatment they need, and to prevent them from being 

undetected by services (60), for example not being invited to cancer screening. 

These Annual Health Checks are offered by the NHS to anyone aged 14 or over 

with a learning disability. The health check is typically split into two half-hour 

appointments, which are sequentially arranged with a practice nurse and then the 

person’s General Practitioner (GP) (61). During the appointment, a physical check-

up of the person takes place including taking their weight, heart rate, blood 

pressure, blood samples and urine samples (62). As well as the physical 

assessments, conversations will take place on; staying well, and if there is any 

support needed to do this, the person’s medication, to identify if there are any health 

problems such as epilepsy, constipation, problems swallowing, asthma or diabetes, 

and to monitor these. NHS Digital highlights 58.4% of women with learning 

disabilities, 57.4% of males with a learning disability had a health check in 2019-20, 

which has increased from a 52.3% of women with learning disabilities and 51.1% of 

males with a learning disability in 2015-16 (63). 

However, even with these checks in place, people with learning disabilities are 

dying prematurely from preventable causes (64), which could have been found 

during the Annual Health Checks. Therefore, they are more likely to present later at 

services with health complications or more complex health conditions (64). This 

finding has been reflected in the Learning Disabilities Mortality Review (LeDeR) 

Programme (65). Within the LeDeR programmes, if a people with learning 

disabilities dies from a cause that is deemed preventable, the death is highlighted, 

and investigations started. This is to determine what happened leading up to the 

death, to see if any events could have been avoided. Results from the LeDeR 

repeatedly show that there are failings in the healthcare system which has led to 

these preventable deaths (66). Before the LeDeR, the Confidential Inquiry into 

Premature Deaths of People with Learning Disabilities (CIPOLD) (67) was 

published, this found that cancer was one of the most common underlying causes of 

death for people with learning disabilities. However, the frequency of cancer being 

reported as an underlying cause of death was lower than that in the general 

population, with 20.0% of deaths attributed to cancer in people with learning 
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disabilities, compared to 30.0% in the general population (67). That said, the 

recorded deaths from cancer were at a much younger age in people with learning 

disabilities, particularly for women with learning disabilities (67). This is due to 

people with learning disabilities having a much higher prevalence of risk factors, 

which could mean that people with learning disabilities are more likely to develop 

cancer, including from being overweight or having obesity, having a poor diet, doing 

less physical activity (11).  

The Royal College of General Practitioners (RCGP) have published guidance for 

GP and practice nurses to complete these annual health checks for people with 

learning disabilities (68). In the guidance, it specifies the questions asked during the 

check, which include asking whether the person has attended cervical, breast or 

colorectal cancer screening (68). Within the guidance, it notes that the clinicians 

completing the Annual Health Check are to indicate whether the screening has been 

offered, the decision of the person, and then whether advice has been given on the 

screening being offered. If the person has indicated that they have not attended for 

cervical, breast or colorectal cancer screening, it is documented, and an exploration 

should then take place focusing on the facilitators of accessing screening. Table 2 

below outlines the information presented in the guidance for clinicians to use if a 

people with learning disabilities has not attended cancer screening, to identify the 

reasons why.  

Table 2: Guidance to ask the person if cancer screening not attended 

Screening type Information form guidance 

Cervical and 

Breast Cancer 

Screening 

“If they have not [attended] try to explore the barriers to them 

having them and see how these can be addressed. If a woman 

says she is not, or is not thought to be, sexually active it may be 

very distressing to perform a cervical smear. Due consideration 

should be taken in considering the benefits verse the risks. There 

also may be other indications to do periodic gynecologic 

examinations (to evaluate for fibroids, ovarian masses, 

dysmenorrhea). However, this may be more easily achieved by 

abdominal ultrasound. It may be difficult for women to say if they 

are sexually active with others present or without an established 

trust with the person who asks”  (n.p) (68)   
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Colorectal 

Cancer 

Screening 

“If they are aged between 60 and 69 check if they have been sent a 

bowel cancer screening test as part of the NHS Cancer screening 

programme. Patients over 70 can request a screening kit by calling 

the freephone helpline 0800 707 6060.” (n.p) (67) 

The above guidance provides prompts and suggestions to clinicians to explore the 

barriers and facilitators to remove, aid, or assist with the completion of cancer 

screening. As mentioned previously, there is still a proportion of people with learning 

disabilities who still do not go for their health check. With cancer screening being a 

portion of the Annual Health Check, it cannot be concluded for sure whether the 

uptake of the check will influence the uptake of cancer screening.  

The following sub-sections will now go into more detail on what cancer is, which 

leads to more detailed discussion of cervical, breast and colorectal cancer 

screening.  

2.3 What is cancer? 

Cancer is the overarching term for a collection of related diseases where the cells in 

the body start to divide without stopping and spread into surrounding tissues (69). 

There are several forms of cancer (69) including: 

• Carcinoma - Cancer which starts in the skin, in tissues that lines or covers 

internal organs; 

• Sarcoma - Cancer originating in bone, cartilage, fat, muscle, blood vessels, 

or other connective or supportive tissue; 

• Leukaemia - Cancer that starts in blood-forming tissue, such as the bone 

marrow. This causes abnormal blood cells to be produced and enter the 

bloodstream;  

• Lymphoma and multiple myeloma - Cancers that started to develop within 

the cells of the immune system; and  

• The central nervous system (CNS) – Cancers of the CNS begin in the 

tissues of the brain and spinal cord.  

Typically, cancers develop if the cells divide and become abnormal or damaged. It 

can also occur by old cells surviving, when they should have been removed through 

the bloodstream, and new cells developing when they are not needed (69).  

When the cancer cells start to multiply within the tissue, it is important that 

symptoms are recognised which could indicate the presence of cancer (70). The 

earlier a cancer is identified, the more likely it is to be successfully treated (71). 
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However, not all cancers that are diagnosed need to be treated, for instance, 

through breast cancer screening, ductal carcinoma in situ (DCIS) could be 

identified, which is treated by either a mastectomy or breast-conserving surgery 

supplemented with radiotherapy. However, most DCIS remain indolent (72), which 

can be defined as cancer that would not become symptomatic in a patient's lifetime 

and would not contribute to death (73). 

Research conducted by the National Cancer Registration and Analysis Service, in 

partnership with Cancer Research UK, of cancer diagnoses in England from 2013 to 

2016, was analysed to identify the types of treatment received for a cancer 

diagnosis (74). Those who were diagnosed with the earliest stage of cancer were 

more likely to receive treatment which gave the person the best chance of becoming 

cancer-free, as well as experiencing fewer long term side effects (74). This 

promotes the need for early diagnosis. 

One method of ensuring cancer is diagnosed as early as possible is through 

symptom recognition. For instance, common symptoms of cancer include 

unexplained bleeding, unexplained weight loss, a lump or swelling, and/or 

unexplained pain (71). This, however, puts a reliance on individuals to have body 

awareness, which can be defined as the ability to recognise changes in body 

functions and/or symptoms which can be an indicator of physiological 

manifestations of disease (75). Two systematic literature reviews (76, 77) have 

shown that the main risk factor for patients delaying treatment for breast and 

gastrointestinal cancer was that they had a lack of awareness of the severity of their 

symptoms or failed to recognise that it was a symptom with could be caused by 

cancer (78).  

Cancer Research UK (17) promotes “knowing your body and what’s normal for you 

can help you to notice any unusual changes that could be signs of cancer” (n.p). 

Due to each cancer screening programme requiring a specific screening criterion 

relevant to each cancer type, there are currently no cancer screening programmes 

that cover all types of cancer.  

2.3.1 Identifying cancer early through screening  

An effective way to improve survival from cancer and reduce mortality is through 

cancer screening. Screening aims to identify and diagnose cancer at an early stage 

(14) by identifying healthy members of the population who may be at increased risk 

of a disease or condition (15). The screening invited those who do not have signs of 

the disease (79), or are asymptomatic of cancer. This enables early treatment or 
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intervention to be offered (80). The individuals’ risk of cancer is established by 

meeting the specific criteria to be invited for the screening, such as being over 25 

and with a cervix meaning the individual is at an increased risk of developing 

cervical cancer. By attending screening this, in turn, may lead to better health 

outcomes for the people who attend screening (81), which may then also lead to a 

population-level benefit of reduced mortality from cancer (82).  

Screening programmes are established for specific cancer types, but only if 

screening will save lives without too much risk to the individual being screened (79). 

There are three cancer types that have an established screening programme in 

England, which are cancers of the cervix, breast, and colon (79). There have been 

trials conducted into the effectiveness of screening for cancer of the lung, prostate, 

and ovaries (79), but they do not meet the five criteria to deem a screening 

programme effective. These five criteria are:  

• reliable to detect any cancers or abnormal changes that could lead to 

cancer; 

• not cause too many false-positive results; 

• be acceptable to people to complete the test; 

• not be dangerous to personal health; and  

• be cost-effective (79).  

The following subsections discuss cervical, breast and colorectal cancer screening 

programmes in more detail, including the cancer screening pathways for each 

programme. 

2.3.1.1 Cervical Cancer Screening  

The National Cervical Cancer Screening Programme was first introduced in 1988 

(83) is offered free at the point of access by the NHS to women aged 25 to 49 years 

every three years, and every five years for women aged between 50 and 64 years. 

The first invitation is sent to women at 24.5 years of age (84).  

Cancer of the cervix is the most commonly diagnosed cancer for women under the 

age of 35 and is the 12th most common cancer overall in the UK (85). Since the 

introduction of cervical cancer screening, the number of new diagnoses has fallen 

(86). In 1988, the year the screening was introduced, 4,132 women were diagnosed 

with cervical cancer during screening. In 2015, it was noted to have fell by 42.0% to 

2,369 in 2008 (more recent statistics could not be identified)(87). Between 1987 and 

1989, the survival rate at one year was 83.1%, with a five-year survival of 64.1% 
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(88), compared with statistics from between 2007 and 2009, where one-year 

survival was 87.5%, falling to 69.8% for five-year survival between 2003 and 2005 

(88). By attending cervical screening, it could prevent at least 2,000 cervical cancer 

deaths per year (83). 

Cervical cancer screening is a clinical indicator in the Quality and Outcomes 

Framework (QOF). The QOF is a voluntary programme for General Practices 

across the UK (89) and is designed to encourage services to offer cervical 

screening for a financial reward to maintain and improve the levels of uptake (89). 

Due to the reliance on QOF income from cervical screening, this could mean 

practices prioritise QOF-related activities over other aspects of care (90).  

There has been much debate as to the appropriateness of the ages for receiving the 

first invitation to attend for cancer screening. Before the current criteria, women in 

England were invited at least once every five years from age 20 to 64 years (91). 

This was changed in October 2013 to limit the first invite to age 25 (91). Evidence 

against women aged 20 to 25 being invited to attend cervical screening is because 

before the age of 25 the cells within the cervix change, which can indicate 

abnormalities, but which are not necessarily cancer (92). Similarly, as cervical 

cancer is rarer in women aged 20-24, even if screening was offered, it may not be 

possible to justify the cost of screening against potential harms (e.g. misdiagnosis) 

(91). Herbert (93) contradicts this and proposes that women should be invited from 

age 23, as refusing women to be screened under 25 is against GPs ‘open access’ 

for tests, good clinical practice, and the evidence of prevalent cervical cancer and its 

precursors (93). However, Herbert (93) does recognise that there is a limitation of 

screening women aged 20-24, due to the potential for unnecessary treatment; in 20-

25.0% of cases, a diagnosis does progress to more severe types of cancer, 

however, half regress spontaneously (94).  

To be invited for screening, invitees must be registered with a GP as a female. If 

women are registered as female they will automatically receive an invitation by 

postal mail (95). Transgender men (assigned female at birth) do not receive 

invitations if they are registered at the GP as being male. However, they are still 

entitled to screening if they have a cervix (95). On the invite letter, the invitee is 

asked to make an appointment to be screened (96). Along with the invitation letter, 

women are provided with a leaflet that describes what the screening entails as well 

as any limitations of attending the screening (97). It highlights that the screening, 

including preparation and cell collection, takes approximately five minutes to 
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perform (98). A speculum is inserted into the vagina to gain access to the cervix (the 

lower part of the womb). A small soft brush is used to collect the cells from the 

cervix (98). When the sample of cells has been taken, it is sent to the laboratory for 

testing.  

Historically, the sample is prepared in a laboratory and viewed under a microscope 

to detect abnormal cell changes which could develop into cancer (99). Within the 

laboratory, the cells are tested to detect whether the epithelial cells have undergone 

dyskaryosis (a change of the cell nucleus) which is used to determine the grade of 

abnormality either being mild, moderate or severe, also known as cervical 

intraepithelial neoplasia (CIN) (100). CIN grade 1 means that it is unlikely the cells 

will become cancerous and no treatment is needed, and the woman would therefore 

be invited for cervical screening in 12 months (101). If CIN grade 2 is identified, 

there is a moderate chance the cells will become cancerous, and so it is usually 

recommended that the cells are removed (101). CIN grade 3 means there is a high 

chance that the cells will become cancerous. For CIN grades 3 and cervical 

glandular intraepithelial neoplasia (CGIN); which affects cells inside the cervical 

canal (102), treatment to remove the cells is recommended (101). However, 

recently the screening has changed to test primarily for the presence of high-risk 

Human papillomavirus (HPV). If high-risk HPV is identified within the sample, then 

the cells will be looked at under a microscope for any physical changes (103). 

Whereas, if high-risk HPV is not found, the sample will not be checked further, and 

the woman will be invited for their routine cervical cancer screening in three or five 

years (depending on their age) (103). 

The change to the method of testing coincides with the progression of the HPV 

vaccination programme. Now, younger women who were vaccinated against HPV 

are beginning to enter the screening programme and research indicates that there is 

an 89.0% reduction in the prevalence of CIN grade 3 or worse, an 88.0% reduction 

in CIN grade 2 or worse and a 79.0% reduction in CIN grade 1. These results 

indicate that the HPV vaccine is reducing the prevalence of cervical cancers (104). 

However, it is still reinforced that attending screening is important, even if women 

have had the HPV vaccine, as there are over 100 strains of HPV (105) and the 

vaccine only protects against two strains; also there are other causes that can put 

women at risk of cervical cancer (105).  

The HPV vaccination programme was initially implemented in 2008 where girls aged 

12 to 13 years old received a vaccination, to reduce the number of women catching 
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HPV type 16 and 18 (106). HPV type 16 and 18 have been identified as causing 

70.0% of cervical cancer (107). The HPV vaccine is now being offered to boys aged 

12 to 13, in school year 8, as the vaccine does not just protect against cervical 

cancer but also some head, neck, anal, and genital cancers (108).  

Women who attended cervical cancer screening typically receive their screening 

results in the post within two weeks, but this could be up to six weeks (109). The 

results identify either no further action is needed, or that further tests are required, 

and an appointment will be made for the women to attend for these (109). If you 

reside in England and Wales, the three possible results are: 

• HPV negative or HPV not found - It is very unlikely that you have abnormal 

cervical cells. You will have a routine screening every three to five years, as 

normal; 

• HPV positive but no abnormal cells - HPV was found, but the cells within the 

sample look normal. You will have a routine screening; or, 

• HPV positive and abnormal cells found - HPV was found and cell changes 

were seen. You will get an invitation for a colposcopy. This will indicate 

whether treatment is needed for abnormal cells (109).   

It should be noted that in February 2021, Public Health England stated that a trial 

had commenced testing the effectiveness of a home testing kit for women to obtain 

swab samples to detect the presence of HPV (110). The home kit is initially being 

trialled with women aged 25-64 years who are 15 months overdue screening, from 

the date of their planned screening appointment. The trial is inviting women in 

Barnet, Camden, Islington, Newham and Tower Hamlets in England. This equates 

to 31,000 women being part of the trial; these are specific areas where cervical 

screening uptake is low (110). This is the first time home testing kits have been 

trialled in England (110). The trial asks women to complete the swab and post it 

directly back to the NHS Cervical Screening Programme’s London laboratory. 

Results will be sent back in the post and to the women’s GP surgery, and if HPV is 

detected women will be invited to attend an appointment at their GP practice for a 

standard cervical screen as a follow up (110). The trial is due to be completed by 

December 2021 (110). 

 
As part of the current national screening programme, women are given a leaflet to 

aid in their decision-making process, to help them to decide if they want to be 

screened for cervical cancer or not. Within the leaflet, it highlights how many healthy 

people have to be screened to detect one cancer. Public Health England (111) have 
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highlighted that for every 100 women who attend cancer screening, 87.0% received 

an HPV negative result, meaning that the women then do not need any further 

diagnostic tests and will be invited for screening again in three or five years 

depending on their age. From the 100 women,13.0% will likely receive an HPV 

positive result, and 9% of these women will be invited for further screening in one 

year, and 4.0% will be referred to attend a colposcopy appointment to undergo 

additional tests to identify if they need to undergo diagnostic tests to determine 

whether they have cancer (111).  

That said, no screening test is 100% effective (112), therefore it is important to 

highlight there are some potential limitations to cervical cancer screening. Cervical 

cancer screening can be a painful, uncomfortable, and/or embarrassing experience 

for some women (113). This could mean that they may not take up later invites to 

cancer screening because of the feeling brought on by screening (112). Also, there 

is the chance that a woman could receive a false-positive result, meaning that the 

women are highlighted as having CIN change in the cervix when they do not. 

Receiving a false positive could cause the person to worry unnecessarily (15). A 

false positive may lead to some people having further unnecessary tests or 

treatment (15). Also, through cervical screening, a problem could be missed, known 

as a ‘false-negative’, where the presence of HPV or CIN in the cells could be 

missed (112). As cervical screening is not a diagnostic test, not every abnormality of 

the cervix may be identified. This could lead to the progression of cancer and 

worsening of symptoms (15). Also, abnormal cells can develop and turn into cancer 

in between screening tests, meaning that cancer could have progressed, even if the 

women do not recognise or identify any symptoms (15). There is also the potential 

of overtreatment, where women are treated for minor CIN when minor abnormalities 

could dissipate on their own without the woman ever knowing about them (15). 

2.3.1.2 Breast Cancer Screening  

The NHS Breast Cancer Screening Programme was established in 1987 and began 

inviting women in 1988 (114). Breast cancer screening is offered every three years 

to women aged 50 to 70 years. Those who are over 70 years of age can still be 

screened but they will not receive an invite and will be required to make their own 

appointment (115). For breast screening, women are invited via a letter through the 

post to attend a mammogram every three years, from 50 to 70 years old. However, 

women can opt to continue screening after their 71st birthday, with screening being 

available every three years. It should be noted that within England a clinical trial is 

underway testing the benefits and risk of extending the ages of screening to 
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between 47 and 73 years (116). Along with the invitation letter, women are provided 

with a leaflet of information for them to read (117) within the invitation letter it states 

that during the mammogram an X-ray of the breast is taken (19).  

The year after the programme was introduced, in 1989, there were 27,768 new 

registrations of breast cancer (118). No data can be identified on incidence rates 

before the programme was introduced. This is compared to data from 2015, which 

shows that there were 46,083 new cases of breast cancer in the UK, equating to 

45,764 in women and 319 in men (119). The increased incidence rates have been 

attributed to several elements of daily life which can enhance the risk of breast 

cancer, including alcohol consumption, hormone replacement therapy, and the 

menopause (120). Even though it is noted that men can get breast cancer, they are 

not invited for routine screening. Yet, women who are transitioning from a female to 

a male gender will continue to be invited for breast screening if they registered as a 

female with their GP practice unless they ask to be removed from the programme or 

have had both breasts removed (121). 

Before the screening programme was introduced, data shows that one-year survival 

from breast cancer was 82.0% between 1971 and 1972, reducing to 53.0% for five-

year survival and dropping to 40.0% for 10-year survival (122). Comparatively, 

statistics from 2013-2017, indicate that one-year post-diagnosis survival was 96.0%, 

falling to 85.0% for five-year, and for 10-year survival, post-diagnosis, this drops to 

76.0% (122). The rise in survival rates can be attributed to advances in treatments, 

as well as earlier diagnoses through screening, which has facilitated treatment plans 

to enable people to live with and beyond breast cancer (123). No cancer survival 

data has been published for men with breast cancer. Ultimately, cancer that is 

diagnosed earlier can enable a better chance of survival when compared to the 

same cancer presenting later symptomatically (124). This can equate to 1,300 

breast cancer deaths being prevented in the UK a year (125). 

Screening involves attending a mammogram, which is a form of X-ray of each 

breast. The woman’s breast is placed onto the mammography machine and a plate 

is lowered onto the breast to flatten it. Two X-rays are taken of each breast, one 

from above and one from the side (126). The X-ray can identify changes in tissue 

and of the milk ducts, which might otherwise be undetectable. The images are 

reviewed to look for any abnormalities in the lobules, the milk-producing glands, the 

ducts, or the passages that drain milk from the lobules to the nipple (127).  



Kate Byrnes                             Chapter 2: Health of people with a learning disability  

24 

The results from the mammogram are normally received within two weeks, with a 

letter sent to patients by postal mail (128). The letter indicates whether the person 

has normal readings. If the results are unclear, or if they show any abnormalities, 

patients will be recalled for further tests which may include a breast examination, 

additional mammograms, ultrasounds or a biopsy (128). If a biopsy is taken, the 

cells are examined under a microscope, with additional tests being conducted to 

identify the stage of breast cancer and inform treatment.  

Within the leaflet which is provided to women to help them to decide if they want to 

attend breast cancer screening, it highlights how many healthy people have to be 

screened to detect one cancer (129). Public Health England (129) have explained 

that for every 100 women who attend breast cancer screening, 96.0% received a 

normal mammogram, meaning that the women do not need any further tests and 

will be invited for a routine mammogram after three years. However, four women out 

of 100 will need to have more tests to determine if there is any presence of cancer 

in the breasts. Of the four, one woman will be diagnosed with breast cancer (129). 

Even though breast cancer screening can improve survival rates and reduce cancer 

mortality, there are limitations to screening. A limitation experienced by women 

includes enhanced worry and anxiety by receiving false-positive results. 

Mammograms may identify changes in the breast, which gives a positive screening 

result, but the further investigation can indicate that there is no cancer (130). The 

mammogram may also identify benign cysts or tumours (called Fibroadenoma), or 

calcification in the milk ducts (131). This in turn could potentially cause more harm 

than good. The screening process may also identify cancers that would never cause 

harm. These breast cancers are indistinguishable from harmful breast cancers but 

can result in unnecessary treatment which may include surgery, hormone therapy, 

radiotherapy and chemotherapy (130).  

2.3.1.3 Colorectal Cancer Screening 

There were 34,729 new cases of colorectal cancer in the UK in 2015, this equated 

to 19,178 in men and 15,551 in women (119). In the UK between the years of 2006 

and 2008, there were 21,070 men and 17,211 women diagnosed with colorectal 

cancer, indicating an increase in detection after the programme was introduced in 

2006. Regarding one, five, and 10-year survival rates, there are slight differences 

between genders. Women have a 74.0% survival rate one year post-diagnosis, a 

58% chance of survival after five years, and 57.0% at 10 years. Men have a 77.0% 

chance of survival after one year, reducing to 59.0% at five years, and 56.0% at 10 
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years (132). However, colorectal screening can reduce overall mortality by 16.0% 

(133), which is estimated to prevent 2000 deaths by 2025 (134). 

The NHS Bowel Cancer Screening Programme was introduced in England in 2006. 

The screening aims to detect pre-cancerous conditions in the form of polyps at an 

early stage (135). Colorectal screening is offered every two years (135) to men and 

women aged between 60 and 74 in England, Wales, and Northern Ireland (135). 

Screening in Scotland differs as it is offered to those aged 50–74 years (136). The 

screening is completed at the person’s home, and the kit is sent alongside an 

invitation letter.  

Up until 2019, invitees were required to complete a Guaiac faecal occult blood test 

(gFOBt), via a home testing kit. The kit included instructions, six cardboard sticks to 

collect the samples, a test card and a prepaid hygienic envelope to return the 

samples (137). The invitee was required to collect two small faecal samples, from 

three bowel motions, over 10 days (137). Each sample is placed onto a window on 

the testing card using the sticks provided. After the six samples are collected, the 

card is sealed in a hygienic Freepost envelope and sent to a laboratory to be tested 

for traces of blood (137).  

In 2019, the Faecal Immunochemical Test (FIT) replaced the gFOBt (135). The FIT 

requires invitees to take one small faecal sample from one single bowel motion 

(136) using the brush-like stick provided. When collected, the sample is placed into 

the bottle provided and returned via Freepost to the laboratory (138). The FIT has 

been shown to more reliably detect human haemoglobin at lower concentrations 

meaning the screening is better at detecting cancer (139). The FIT has also been 

shown to increase overall uptake by 7.0%, compared to the gFOBt (140), especially 

in groups with noticeably low participation rates including men, ethnic minorities, 

and those who live in deprived areas (141).  

The samples of the FIT are received at the laboratory and are tested for the 

presence of blood. All invitees who complete a colorectal screening test will receive 

their results in a postal letter within two weeks (136). The letter will state either a 

normal or abnormal result will be sent in a letter to the participants, and if an 

abnormal result is indicated the person will be offered an appointment to discuss a 

colonoscopy which is used to examine the lining of the bowel for abnormalities 

(138).  

Within the leaflet provided to support the person in deciding if they want to complete 

the screening kit, it highlights how many healthy people have to be screened to 
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detect one cancer (142). Public Health England (143) indicate that for every 100 

people who complete and return a testing kit, 96.0% do not need further tests and 

will receive an invitation and testing kit to complete the home testing kit again in two 

years. However, 2.0% will need to have further investigation as the presence of 

blood will have been found in the sample (143). The leaflet does not indicate how 

many diagnosed cancers result from 2.0% of people undergoing further tests. 

However, Cancer Research UK do highlight that in total 10.0% of all colorectal 

cancer cases in England are diagnosed by screening (143). 

Completing the cancer screening kit can reduce the risk of a person dying from 

bowel cancer by at least 25.0% (143). This is because a person who undergoes 

further investigations can have treatment to remove any identified polyps during the 

colonoscopy (143). There are however documented limitations of colorectal cancer 

screening. Similar to cervical and breast screening, colorectal cancer screening is 

not 100% effective. Patients may not require further investigation as the blood 

present in the sample is within parameters, however, they could still have cancer 

(143). This reinforces the need to be aware of the symptoms of colorectal cancer, 

even if screening is undertaken (143). Being scared or fearful of the need to have 

further investigations could mean that people are reluctant to take up the screening 

invite, which could lead to a progression in cancer (144). 

Cancer Research UK has published a wealth of guidance from understanding the 

barriers and facilitators to screening, through to how to complete colorectal cancer 

screening. Steps to overcome these barriers are provided to reduce inequalities in 

uptake across the screening programme (145). The main difference between 

cervical and breast cancer screening, and colorectal cancer screening, is the receipt 

of home testing kits which has been viewed as unusual and impersonal by the 

receiver of the kit. Similarly, as the kits are completed at home, there may be a 

detachment of screening from clinical settings which could be viewed by receivers 

as indicating screening is less important (146). These barriers to uptake have been 

addressed by endorsed invitations from GPs, which carry credibility for those who 

view their GP or other medical professionals as critical decision-makers for the 

health of patients (147). All of which could be helping to increase the uptake of 

colorectal cancer screening.  

The cancer screening programmes are underpinned by cancer screening pathways 

which depict the process of how attendees enter and exit the pathway based on the 
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result of their screening attendance. The pathways are described in the below 

section. 

2.3.2 Cancer screening pathways  

In the UK, generic care pathways were introduced in the early 1990s (148). Care 

pathways, also known as clinical pathways, critical pathways, care paths, integrated 

care pathways, case management plans, clinical care pathways, or care maps, are 

used in healthcare to systematically plan and follow-up a focused patient or client 

care programme (149). Vanhaecht (148) highlights that the aim of care pathways is: 

“to enhance the quality of care by improving patient outcomes, promoting patient 

safety, increasing patient satisfaction, and optimizing the use of resources.” (p. 8) 

(148). Care pathways map out the care journey that a person can expect to receive. 

They should be multi-professional; they may cross organisational boundaries and 

can act as a prompt for care (150). They can also create a consistently high 

standard of documentation ensuring patient data is recorded, which can provide the 

basis for ongoing audit (150).   

There are multiple advantages to having care pathways. The first is the potential for 

a reduced risk of errors due to standardised processes, which can also lead to a 

reduction in costs related to care duplication (151). This process can also lead to 

increased job satisfaction as there is clear guidance for the healthcare 

professionals, offering them more autonomy to make decisions, and the ability to 

complete routine tasks as part of the pathway without waiting for prior approval from 

a senior member of staff (151). Conversely, there are some disadvantages to care 

pathways (151).  First, care pathways can be viewed as contrary to the concept of 

person-centred care, as they do not sufficiently allow for non-standard situations, 

such as people with complex co-morbidities who may need specialised care that is 

out with existing pathways. Pathways can also result in a restrictive framework for 

practice (150). Care pathways can limit staff and reduce the scope for creativity and 

problem-solving in healthcare (151). This could cause stress as staff have to, for 

example, complete specific actions within a set timeframe, which means they have 

no flexibility if patients do not fit the mould for which the pathway was designed and 

do not behave like a ‘normal’ view of the patient (151). 

All of the population screening programmes, including those for cancer screening, 

have national screening standards that ensure stakeholders have access to reliable 

and timely information about the quality of the screening programme; data at the 
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local, regional and national level; and quality measures across the screening 

pathway without gaps or duplications (152). 

As part of the National Institute for Health and Care Excellence (NICE) Pathways, 

there is a pathway for cervical cancer, breast cancer and colorectal cancer, where 

screening forms part of the pathway, which can be viewed in Appendix B1, B2, and 

B3. Screening for cancer is one method of ensuring a diagnosis of cancer within the 

62 days target set by the NHS (153); the other method is through GP referral. In 

England, an urgent referral means that the person should be seen by a specialist 

within two weeks for further tests to rule out cancer (154). This two-week timeframe 

is not part of the waiting time targets for Scotland and Wales and only used for 

referrals for suspected breast cancer in Northern Ireland (154). To support the 

delivery of the cancer screening programmes, each of the cancer screening 

programmes has a designated pathway. Each pathway has themes and screening 

stages. All pathways have eight themes from 1) the identification of eligible people 

to be invited for screening; 2) coverage; 3) uptake; 4) test; 5) diagnosis/intervention; 

6) referral; 7) intervention/treatment; and 8) outcome of screening. Within each 

theme in the pathway, there are tasks and stages to complete. Each of the 

pathways is designed to ensure every person starts at the beginning of the pathway 

and is taken through each theme until it has been determined that they do or do not 

have cancer.  

As previously noted, a limitation of care pathways is that they could limit the 

patient’s choice (151), may not support those who need additional support to access 

the service due to the rigidity of the pathway (151), and can result in a lack of 

professional awareness to deviating from pathways which may reduce person-

centred care by not employing reasonable adjustments (155). Reasonable 

adjustments are steps that are put in place to overcome disadvantages that a 

person faces due to a physical disability, a learning disability, or an additional need. 

These steps help the person to access and receive effective care (156).  

The Equality Act (157) legally requires healthcare professionals to provide these 

reasonable adjustments for people with learning disabilities to ensure that they are 

not disadvantaged when accessing healthcare. More detail of the Equality Act is 

presented in section 2.8.5. Adjustments must be made if it is reasonable to do so 

(158). What is defined as reasonable however depends on several factors, including 

if the change requested would address the disadvantage that people with learning 

disabilities experience; the practicalities of making the changes; the size of the 
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organisation; the cost of making the changes and the resources available for this; 

and whether any changes have already been made (156). Reasonable adjustments 

are specific to each individual and should be based on that person’s needs (156). 

This should be reflected in a care pathway, which provides the structure to facilitate 

care with reasonable adjustments made, ensuring that care is person-centred and 

individual to the person’s needs. These adjustments should be put in place to 

support people with learning disabilities to make an informed decision as to whether 

they attend for cancer screening or not. If the person decides they wish to attend the 

screening, then further steps should be put in place to support them throughout the 

cancer screening pathway.  

In a recent article by Heslop, Turner, Read, Tucker, Seaton and Evans (156), 

highlighted multiple examples have been shared on implementing reasonable 

adjustments for disabled people in healthcare services. The article highlights two 

adjustments on a system level. This means the adjustments are available to all 

disabled people and embedded in the health and social care system (156). The first 

example describes how a screening programme team for Abdominal Aortic 

Aneurysms (AAA) collaborated with local learning disability services in Bristol to 

establish a reasonably adjusted care pathway and policy alongside an easy-read 

AAA leaflet, to support men with a learning disability in deciding to attend the 

screening and then attending the AAA programme (156). Heslop, Turner and Read 

(156) indicate that the partnership working was an essential mechanism for the 

success of the screening programme, however, the authors do not report the 

effectiveness or improvement in uptake specifically (152) 

The second example presented focused on colorectal cancer screening, where the 

North East and Cumbria Learning Disability Network developed a project where the 

group created a pathway that identifies/ ‘flags’ eligible people with learning 

disabilities who are due to be invited for colorectal cancer screening. These ‘flags’ 

enable healthcare professionals to offer and provide support for these individuals to 

help them to decide whether or not to complete the screening. In the first year, 64 

people with learning disabilities were identified through the flagging system and 

were offered support from the community learning disability team before the 

screening, 50.0% of those identified accepted support from the team, 25.0% stated 

they already had support from carers or family to understand the information, and 

the remaining 25.0% were not accounted for (156). Of the 64 people identified 39 

completed the screening, nine of which had not completed screening when 

previously invited (156). This highlights the importance of involving professionals 
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from a range of areas including healthcare commissioners, community learning 

disability teams and primary care professionals coming together to adjust the 

pathways to offer individually tailored, person-centred support for people with 

learning disabilities (156). To ensure appropriate adjustments are made there is 

also a need to fully understand the barriers and facilitators for people with learning 

disabilities in taking up cancer screening. These factors are discussed in detail in 

2.8 after the uptake statistics for the screening programmes are presented.   

2.4 Attendance and uptake of cancer screening by people with learning 

disabilities 

The UK National Screening Committee stipulate national targets for cancer 

screening coverage; this measures the proportion of eligible people who have been 

screened (159). Table 3 indicates the current efficiency and optimal performance 

standards for the cancer screening programs. There is a two-tiered target system, 

where there is a minimum efficiency standard and an optimal performance standard 

for cancer screening uptake (160).  

Table 3: National Cancer Screening programmes performance standard 

 Cervical cancer 

screening 

Breast cancer 

screening 

Colorectal cancer 

screening 

Efficiency Standard 75.0% 70.0% 55.0% 

Optimal Performance Standard 80.0% 80.0% 60.0% 

 

It has been highlighted that people with learning disabilities are less likely to take up 

screening invitations for the three types of cancers compared to patients without 

learning disabilities.  

Figure 2 a, b and c, below, show the difference in uptake rates between people with 

learning disabilities and those without a registered learning disability, attending the 

three cancer screening programmes from 2015-2016 to the most up-to-date 

statistics 2019-2020. The uptake statistics table, which formed the basis for the 

figures can be accessed in Appendix B4. The uptake percentages evidence that the 

smallest difference between rates for people with learning disabilities and those 

without learning disabilities is for colorectal cancer screening. However, the largest 

difference in uptake is for cervical cancer screening (3).  

Observing the uptake statistics of cervical cancer screening in the first instance 

(figure 2a), consistently from 2015-2020, women with learning disabilities did not 
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pass 35.0% uptake, with the highest uptake being for women with learning 

disabilities aged 35-44 in 2019-2020, compared to a 72.2% uptake in those without 

learning disabilities of the same age and the same year. The lowest uptake 

throughout all ages represented, is women with learning disabilities aged 55-64 

which ranges from 26.2% across 2015-2016 and 2016-2017, to 28.0% in 2019-

2020. The statistics do show that the uptake for women with learning disabilities has 

however increased from 2015-2020, increasing by 3.2% in those aged 25 to 34, 

2.5% in those aged 35 to 44, 2.5% in those aged 45 to 54, and 1.8% in those aged 

55 to 64 (3). 

A similar trend can be seen for the uptake of breast screening (figure 2b), with 

women with learning disabilities being less likely to attend screening than those 

without learning disabilities. The lowest uptake for the 2019-2020 year is recorded 

at 45.6% of women with learning disabilities aged 50 to 54 years, with the highest 

uptake being 53.3% of women with learning disabilities aged 60 to 64 years. 

Compared to those without learning disabilities reaching 55.7% in those aged 50 to 

54, whilst reaching 70% in those aged 60 to 69. The data shows that breast cancer 

screening attendance by women with learning disabilities decreased between 2015-

2016 and 2019-2020 for women with learning disabilities aged between 55 to 59, by 

1.6%. Whereas uptake has increased in the other age groups by 3.5% in those 

aged 50 to 54, by 1.1% in those aged 60 to 64 and by 0.2% in those aged 65 to 69 

(3). 

Out of the three screening programmes, the programme that has a consistent 

uptake rate over time is the colorectal cancer screening programme (figure 2c). The 

lowest uptake for people with learning disabilities for colorectal cancer screening in 

2019-2020 was 89.8% in those aged 65 to 69 years. The uptake of people with 

learning disabilities has gradually increased each year by 22.1% in those aged 60 to 

64, 20.9% in those aged 65 to 69, and 23.4% in those people with learning 

disabilities aged between 70 and 74. This is similarly reflected in the uptake of 

colorectal cancer screening by people without learning disabilities, except 2017-

2018 (3). Overall, people with learning disabilities are more likely to take up 

colorectal cancer screening, than cervical and breast cancer screening. Due to this, 

the rest of the chapter will focus on women with learning disabilities accessing 

cervical and breast cancer screening given lower uptake rates and higher disparities 

between people with learning disabilities and those without.
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Figure 2: Cancer screening uptake (%) for people with and without learning disabilities from 2015-2020  

a) Cervical cancer screening uptake 

 

 

 

b) Breast cancer screening uptake 

 

 

 

 

 

0

10

20

30

40

50

60

70

80

25 -
34

35 -
44

45 -
54

55 -
64

25 -
34

35 -
44

45 -
54

55 -
64

25 -
34

35 -
44

45 -
54

55 -
64

25 -
34

35 -
44

45 -
54

55 -
64

25 -
34

35 -
44

45 -
54

55 -
64

2015-2016 2016-2017 2017-2018 2018-2019 2019-2020

Cervical cancer screening uptake from 2015-2020

0

10

20

30

40

50

60

70

80

50 -
54

55 -
59

60 -
64

65 -
69

50 -
54

55 -
59

60 -
64

65 -
69

50 -
54

55 -
59

60 -
64

65 -
69

50 -
54

55 -
59

60 -
64

65 -
69

50 -
54

55 -
59

60 -
64

65 -
69

2015-2016 2016-2017 2017-2018 2018-2019 2019-2020

Breast cancer screening uptake from 2015-2020

Registered learning disabilities

Registered learning disability  No learning disability  Efficiency standard  Optimal Standard

Registered learning disability  No learning disability  Efficiency standard  Optimal Standard



Kate Byrnes                             Chapter 2: Health of people with a learning disability  

33 

c) Colorectal cancer screening uptake 

 

 

2.4.1 Criticism of the data 

There are however some concerns raised regarding the cancer screening uptake 

statistics shown in the above in the above Figures and Appendix B4. For each year 

coverage rate is reported. The coverage rate is the percentage of patients 

registered in England who are represented in the data set (3). Table 4 shows the 

coverage rate for all patients. The coverage rates range from 54.0% in 2015-2016 to 

57.0% in 2019-2020. This highlights that the data only captures half of the entire 

population in England. This may be a limitation of the uptake statistics as the uptake 

percentages may not be an accurate representation of women with learning 

disabilities attending cervical and breast cancer screening. Therefore, the data may 

not provide an accurate portrayal of people with a learning disability attending 

cancer screening. Across the five-years there is an average coverage of 55.0%, this 

is because the screening figures and uptake is based on the data captured by GP 

and CCG’s on their patient registers, which is then shared with NHS Digital.    

 Table 4: Coverage rate for uptake of people attending cancer screening 
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2.5 Right to decline screening invite and best interest decisions 

A personal informed choice is a core principle to screening (161). When an 

individual is invited to screening, the invite should be considered and either 

accepted or declined on each occasion (162). Invitees can decide whether or not to 

have screening based on the information provided, alongside their attitudes and 

values (161).  

Those with a learning disability may require support to help make their own 

decision, this could be through the giving of information in an appropriate format, 

which might be in the form of easy-read information, or explaining information 

without jargon (163). However, if the individual makes a decision not to accept the 

invite to cancer screening, this does not mean that the individual lacks capacity; it 

may be because others (including family, friends or support staff) believe it is an 

unwise choice (164). However, if the decision is to decline the invitation, this 

decision is made only for that invite and does not apply to further invites unless the 

individual is withdrawn from the screening programme(s) (165). 

The Mental Capacity Act (166) is a law protecting vulnerable adults over the age of 

16 years around decision-making. The Act states that all adults regardless of their 

disability have the right to make their own decisions wherever possible (163). There 

are five main principles of the Act (166): 

1. “Always assume the person is able to make the decision until you have proof 

they are not; 

2. Try everything possible to support the person make the decision themselves; 

3. Do not assume the person does not have capacity to make a decision just 

because they make a decision that you think is unwise or wrong; 

4. If you make a decision for someone who cannot make it themselves, the 

decision must always be in their best interests; 

5. Any decisions, treatment or care for someone who lacks capacity must 

always follow the path that is the least restrictive of their basic rights and 

freedoms.” (n.p) (163). 

Under Part 1, section 1, of the Mental Capacity Act (166) states: “A person must be 

assumed to have capacity unless it is established that he lacks capacity” and “A 

person is not to be treated as unable to make a decision unless all practicable steps 

to help him to do so have been taken without success” (166). This highlights that 

people with learning disabilities should be able to decide whether they attend cancer 
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screening or not. The only way someone else would intervene in the decision is if it 

is certain the individual cannot decide.   

Comparatively, the Act highlights that a person is unable to decide if they do not 

meet one or more of the following four aspects:  

1. Understand information given to them; 

2. Retain that information long enough to be able to make the decision; 

3. Weigh up the information available to make the decision; and 

4. Communicate their decision (166). 

 

If a person with a learning disability is identified as having one or more of the above 

four aspects the decision will need to be made for them, as the Mental Capacity Act 

states the decision must be made in their best interests (167). It may be decided 

that for non-invasive and painless tests such as colorectal cancer screening, the 

decision to proceed may depend on behavioural compliance by the people with 

learning disabilities, as screening is likely to be in their best interest (167). Due to 

the non-invasive nature, carers can make this decision (162). 

For women with learning disabilities invited to attend breast cancer screening, it is 

likely in the best interest of those women with learning disabilities who are non-

compliant and cannot complete the screening procedure, to remain on the 

screening register (162). This will enable them to be invited for screening at a later 

date which can allow for involvement from others to support the women with 

learning disabilities in the future (162).  

Cervical screening programmes are the most invasive out of the three tests (162). 

Due to this if a woman with learning disabilities cannot consent, a formal best 

interest process is likely to be required before deciding whether or not to leave an 

individual on the screening register to be invited for future screening (162). 

However, it should be clear to all attendees invited to screening, whether they can 

consent or not, that if the results from the screening indicate a positive test this may 

lead to further investigation (162). If the people with learning disabilities cannot 

consent to this further investigation, a formal best interest decision will be required 

where others are consulted, including people who know the person well, a range of 

professionals, carers, and family members (162). This should not affect the decision 

to complete the initial screening test, but the process should be clear to all involved 

(162). 
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2.6 Deciding whether to attend cancer screening  

Given the uptake statistics, and the information discussed in section 2.2 and 2.3 on 

the health of people with learning disabilities and cancer screening, it is important to 

consider the potential reasons why women with learning disabilities do not attend 

cervical and breast cancer screening. Firstly, women with learning disabilities can 

decide not to attend cervical and breast cancer screening. This should be an 

informed decision, rather than it being made for them unless following a best 

interest procedure. As mentioned in the previous section, reasonable adjustments 

can be made to support people with learning disabilities in accessing healthcare 

services to help them to make an informed choice.  

That said, multiple factors can influence decision-making to attend the screening. 

Decision-making involves cognitive tasks including human thoughts, reasoning, past 

experiences, as well as reactions to the external world including possible future 

outcomes, and psychological consequences (168). Decision making is the process 

of preparing an option or a course of action over other alternatives based on given 

criteria or strategies (168). In this context, there are different types of decisions; it 

can be decisions about other people, decisions about themselves, decisions that 

are influenced by others, and decisions that are interactive regarding a situation that 

requires multiple parties to make a decision (168).  

It is important to know that factors influence decisions, such as past experiences 

(169), cognitive biases (170), age and individual differences (170), belief in personal 

relevance (171), information overload, the illusion of knowledge, heuristics, and an 

escalation of commitment (168). Therefore, often people utilise their past 

experiences in future decision-making (169). For instance, if someone has a 

positive experience, they are more likely to make a similar decision if they find 

themselves in a comparable situation in the future. Also, people sometimes tend to 

avoid repeating past experiences if they deem the earlier decision made to be a 

wrong one (172). This is an important consideration as making future decisions 

based on past experiences alone is not necessarily the best choice (168). This is 

because past experiences are one mechanism to inform decision making and the 

other aspects should also be included which are; human thoughts, reasoning and 

reactions to the external world (including the possible future orientations, and 

psychological consequences to the person making the decision) (168). In addition to 

past experiences, several other cognitive biases influence decision making, such as 

thinking patterns based on observations and generalizations that may lead to 
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memory errors, inaccurate judgments, and faulty logic (170). Cognitive biases can 

influence people by causing them to rely on their beliefs, expected observations and 

previous knowledge, while dismissing information or observations that are novel, 

without looking at the bigger picture. All in all, these cognitive biases can influence 

judgement and sometimes may lead to poor decisions. 

There are also individual differences, which may influence decision-making. 

Researchers have indicated that age, socioeconomic status, and cognitive abilities 

influence decision making (173). Cognitive functions decline with age, and as a 

result, decision-making performance may decline as well (174). Such factors, which 

impact decision-making, can be encapsulated within the Social Ecological Model 

(SEM) (175). The SEM emphasises multiple levels of influence, which can be seen 

in Figure 3 (which I modified for this thesis). The SEM proposes that health is 

affected by the interaction between the characteristics of the individual, the 

community, and the environment that includes the physical, social, and political 

components (176). The model assumes that these interactions are reciprocal, 

implying that an individual is influenced by his/her environment and the environment 

is influenced by the individual (177).  

Figure 3: Social Ecological Model 
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The SEM model has been used to promote cervical cancer screening (178) and 

improve human papillomavirus vaccination uptake (179), by enhancing 

communication, commitment, and collaboration among stakeholders at all levels of 

the SEM (180). However, the SEM has not been previously applied to women with 

learning disabilities accessing cervical and breast cancer screening. The following 

subsections will detail each section of the SEM and identify the factors which can 

influence women with learning disabilities deciding to attend, or not, cervical and 

breast cancer screening. 

2.6.1 Individual factors 

Individual-level factors embody characteristics of the individual’s knowledge, 

attitudes, behaviour, developmental history, and demographic characteristics such 

as gender, race/ethnicity, economic status and health literacy (181). 

Allport (182) defines attitudes as a “mental or neural state of readiness, organized 

through experience, exerting a directive or dynamic influence on the individual’s 

response to all objects and situations to which it is related” (p. 44) (183). Attitudes 

are combinations of an individual’s personality, beliefs, values, behaviours and 

motivations (183). The attitudes held by an individual can lead them to behave in a 

particular way (183, 184), and are developed from learning, modelling others, and 

direct experiences with people and situations (183), in addition, some attitudes are 

inherited, in part, via genetic transmission from our parents (185). In comparison, 

other attitudes are learned through direct and indirect experiences (186). Indeed, 

attitudes of women with learning disabilities are important in affecting whether they 

attends screening, as the women may not understand why screening is important 

and they may be scared and/or embarrassed about going to screening (187). In 

addition, women with learning disabilities may have communication difficulties (188), 

have a fear of medical intervention (187), or lack awareness of cancer screening 

prior to invitation (189, 190).  

Public Health England (162) published guidance on providing equal access to 

cervical and breast cancer screening. Within the guidance, it highlights that 

information should be given to women with learning disabilities to help them in 

making an informed choice about whether they wish to participate in screening or 

not. This can help them become advocates for their health, by having information 

about, and an understanding of, their health (191). The provision of easy-read 

information is also a requirement of the NHS's own Accessible Information Standard 

(192). This is especially important, as people with learning disabilities may have 
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poor health literacy, may struggle to read, and have been highlighted as vulnerable 

and at risk of poor health outcomes (191). Poor health literacy and difficulties 

reading health information may cause a reliance on family carers (FC) or paid carer 

workers (PCW) to take a primary role in promoting healthy lifestyles (193, 194). 

Through education, FC, PCW and people with learning disabilities on the early signs 

and symptoms of cancer and the importance of a healthy lifestyle was 

recommended as a mechanism that may help lead to more informed healthier 

lifestyle choices and lower cancer risk and morbidity (194). In addition, the people 

with learning disabilities may not be aware of, and therefore be able to identify, 

cancer signs and symptoms, all individual-level factors that may deter them from 

attending for screening (195). 

2.6.2 Interpersonal factors 

The microsystem closest to the individual is an interpersonal factor, which includes 

influences, interactions and relationships with immediate surroundings (176). 

Interpersonal level factors include the impact of social networks and support 

systems including family members, co-workers, and friends (196). For example, 

family and PCW have been shown to not always perceive cancer screening for 

people with learning disabilities as important (193, 194), or appropriate (162, 197, 

198). For instance, FC may not deem cancer screening to be of a high priority, 

therefore having discussions on screening can be difficult due to it being considered 

as a potentially sensitive topic (188). This may be carers receiving little or no formal 

training about cancer awareness, cancer screening, or cancer health promotion 

activities for people with learning disabilities (10, 194, 199). 

The influence of family and paid workers should be accounted for in influencing the 

health and behaviours of people with learning disabilities (200). Some people with 

learning disabilities live independently with no formal support, others may live in 

supported living or residential care, but half of all adults with a learning disability live 

in the family home (201). Additionally, the support that people with learning 

disabilities need will vary, for instance, a person with a mild learning disability may 

need support from other people to understand health information and access health 

screening (202). Whereas people with severe or profound and multiple learning 

disabilities may need substantial support to help understand information and be 

supported to access services due to being more likely to have physical disabilities 

as well (202).  
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This reinforces the need to understand the attitudes of the carers of women with 

learning disabilities, to recognise the potential influence of their attitudes and actions 

on decisions made by women with learning disabilities. It has been shown that the 

attitudes and knowledge of professionals and carers supporting women with 

learning disabilities particularly play a role in the uptake of screening (203). For 

instance, research has identified that women with learning disabilities are less likely 

to receive cervical screening than women without learning disabilities (203). This 

has been attributed to more women with learning disabilities being removed from 

screening invitation Call-and-Recall system for cervical cancer screening due to 

them having a learning disability and refusing to have screening (203), rather than 

them meeting two of the reasons for ceasing invitations - their age and whether they 

have had a hysterectomy (203).  

2.6.3 Community factors  

Community-level factors encompass the relationships among organisations, 

institutions, and informational networks (196). At a community level, one barrier for 

women with learning disabilities accessing cervical and breast cancer screening can 

include health literacy, which has also been discussed as an individual factor. 

Health literacy at a community level focuses on providing standardised invitation 

letters sent to women to invite them for cervical and breast cancer screening. Due to 

this, it may be beneficial to introduce easy-read documentation which can support 

communication with people with learning disabilities on cancer and cancer 

screening (204). In addition, accessing the cancer screening may be problematic, 

as some women with learning disabilities may need support with navigating and 

accessing transport to attend for example (30). Similarly, due to high levels of co-

morbidities, some women with learning disabilities have physical disabilities also. 

This could mean getting to healthcare facilities may be challenging, due to needing 

help with transfers or transportation (205).  

2.6.4 Organisational and institutional factors  

Organisational/institutional level factors relate to characteristics of social institutions, 

incorporating organisational characteristics and operational rules and regulations 

(196). This can include a lack of using easy-read invitations, difficulties using 

appointment systems, time pressures (188), and scarcity of information (187). 

Similarly, screening professionals may not have had the experience of supporting 

people with learning disabilities and may lack the appropriate knowledge and skills 

(188). Due to the severity of some learning disabilities, being able to give informed 



Kate Byrnes                             Chapter 2: Health of people with a learning disability  

41 

consent for invasive procedures, such as those undergoing cervical and breast 

cancer screening, can be a barrier. Therefore, the professional will need to ensure 

steps are taken to assist people with learning disabilities to give informed consent, 

as all people with learning disabilities should be initially assumed to have the 

capacity to consent to have the test (162). Unless there is a valid reason to think the 

people with learning disabilities cannot make this decision at this time (162) 

2.6.5 Public policy factors  

At the policy level of the SEM, it relates to local, state, national, and global laws and 

policies (196). National policy has been implemented which aims to enable people 

with learning disabilities to access the healthcare and services they require to live 

full, healthy and independent lives (206). With the implementation of the 

Transforming Care agenda, it emphasises that there should be greater access to 

services through the community (208) as long-term hospitals have closed for people 

with learning disabilities, so they are now utilising mainstream NHS services (195). 

However, this can cause problems as mainstream NHS services are not always 

usable by people with learning disabilities (195).  

‘Access’ is typically used in two ways: to ‘have access’ where a physically 

accessible service exists, and to ‘gain access’ where a service is successfully used 

(195). However, Goddard and Smith (209) postulate that access to healthcare could 

differ due to: availability, quality, costs, and information. Northway (210) concludes 

that each of the four areas can apply to people with learning disabilities as, for 

example, they may not be “offered certain treatments or be made aware of them in 

a way that can be understood” (n.p) (210). Multiple factors which could affect 

access may include difficulties in recognising that they have a health problem and 

their ability to communicate this to others (195). As highlighted in section 2.3.2.4, 

having access to services or healthcare is governed under the Equality Act (157).  

Under the Equality Act 2010 (157), it highlights that “all public bodies are required to 

make reasonable adjustments to ensure that people with learning disabilities can 

use their services” (162). Specifically, under section 20 and 21 of the Equality Act 

2010 (157), it states that the need for reasonable adjustments is “to avoid putting 

disabled people at “a substantial disadvantage” (157). The requirement is that the 

implementation of reasonable adjustments is ‘anticipatory’, meaning services are 

required to anticipate and act upon adjustments that people may require and make 

provision for adjustments that disabled people may require (Section 149) (157). This 

applies to any of the following: 
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(a) A “provision, criterion, or practice”. This could be, for example, adjusting 

uniform or dress policy to accommodate different impairment types; 

(b) A physical feature. This could include, for example, steps, parking areas, 

signage, floor covering, furniture, and toilets, or washing facilities. 

(c) Lack of an auxiliary aid or service. Examples here are providing a specialist 

piece of equipment, a videophone, or a sign language interpreter (211).  

 

Within a learning disability context, reasonable adjustments can mean physical 

alterations such as ensuring buildings have lifts, wide doors, and ramps to ensure 

access for people who use wheelchairs (212). In addition to this, it may also require 

adaptations to policies, procedures and staff training, required to ensure people with 

learning disabilities can access the service to the same level that those people 

without learning disabilities can (212). Adaptations to how a service runs and is 

managed can also be conducted through reasonable adjustments, for instance, 

people with learning disabilities may require repeated explanations of information, 

support to attend appointments, and extended lengths of appointments (212).  

However, it has been acknowledged that every person is different, so the 

adjustments that an individual with a learning disability will need may differ from 

person to person (213). But, there are common adjustments that can be employed, 

regardless of setting or service, to help people with learning disabilities (213). These 

include: 

1. Speaking clearly, use simple words and check for understanding;  

2. Take your time as people with learning disabilities may need a bit longer 

than others to be able to understand the information they are given and to 

make themselves understood; 

3. Support people with learning disabilities in making their own decisions with 

their carers; 

4. Be flexible with appointment times when it is quieter within the service, but 

also a time when their supporter can accompany them; 

5. Make sure people can get into and around the location by ensuring there are 

no physical barriers and ensure signs can be easily understood; 

6. Provide a quiet place to wait for their appointment to reduce the likelihood of 

overwhelming the people with learning disabilities and causing anxiety; 

7. Provide written information in Easy-read format; and 

8. Ask the person what they need. 
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Despite the legal requirement to implement reasonable adjustments, this may not 

always be the case. women with learning disabilities are still facing barriers to 

attending cervical and breast cancer screening (214). Therefore, whilst public policy 

theoretically caters for people with learning disabilities (and thus women with 

learning disabilities), the below-average representation of people with learning 

disabilities, the low uptake rates and the high disparity between people with learning 

disabilities and people without learning disabilities brings into question the 

effectiveness of the public policy’s implementation. 

2.7 The rationale for completing a PhD 

Given the aforementioned information discussed within this chapter, there are 

multiple reasons which rationalise the completion of this PhD research.  

Firstly the uptake statistics, retrieved from NHS Digital (3), highlight that people with 

learning disabilities are consistently less likely than those without learning 

disabilities to take up cancer screening. However, looking closely at the uptake 

statistics more people, and regularly, take up the invite to colorectal cancer 

screening as opposed to cervical and breast cancer screening. The statistics 

highlight in section 2.4 shows that the uptake of women with learning disabilities to 

cervical cancer screening did not pass 35.0%, compared to a 72.2% uptake in those 

without learning disabilities of the same age (3). Similarly, regarding breast cancer 

screening, the lowest uptake for women with learning disabilities was for those aged 

50 to 54 years with 45.6% taking up screening, compared to 55.7% in those of the 

same age without learning disabilities (3). This reinforces the disparity in uptake to 

cervical and breast cancer screening of women with learning disabilities. This, 

therefore, warrants the research to be undertaken to further explore why the uptake 

of women with learning disabilities is and remains low.   

However, and secondly, this chapter has highlighted previous research that has 

been conducted on the areas of women with learning disabilities attending cervical 

and breast cancer screening consistently highlight multiple barriers and facilitators 

to screening including; have a fear of medical intervention (187), lack of awareness 

of cancer screening before invitation (189, 190), the influence of FC and PCW on 

health and behaviours (195), giving information in an easy-read format to support 

women with learning disabilities in understanding what cancer screening and the 

processes within it (204). However, these have been noted multiple times in the 

literature as just a few factors which influence uptake, yet uptake statistics remain 

low. As a result, there is a need to complete further exploratory work with women 
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with learning disabilities, FC and PCW on which factors are the most influential or 

important aspect that can support women with learning disabilities to firstly make 

their own decision to attend the screening, and then if they decide to attend, that 

adjustments are made to practice supporting them through the cancer screening 

pathways. 

The importance of understanding the attitudes, opinion, perspectives and 

experiences of women with learning disabilities is clear. The attitudes held by an 

individual can lead them to behave in a particular way (183, 184), and the attitudes 

of women with learning disabilities towards screening may highlight that they do not 

understand why screening is important and they may be scared and/or 

embarrassed about going to screening (187). This can then be a barrier for them to 

making an informed decision to attend the screening. Similarly, it is just as beneficial 

to identify that the attitudes and perspectives of FC and PCW can have a direct 

influence on the women with learning disabilities. FC and PCW have been shown to 

not always perceive cancer screening for people with learning disabilities as 

important (193, 194), or appropriate for women with learning disabilities (162, 197, 

198). In addition, FC may not deem cancer screening to be of a high priority, which 

may mean discussions on screening can be difficult as it is considered a sensitive 

topic (188). Their attitudes may then influence the attitudes or perspectives of 

women with learning disabilities to decide to cervical or breast cancer screening or 

not.  

Based on this, research must be completed to ensure women with learning 

disabilities are supported to make their own decision to attend cervical and breast 

cancer screening. Whilst also account for any adjustments that are required to aid in 

the attendance at the screening and if throughout the screening pathways. This 

research should not only reiterate the barriers and facilitators discussed previously 

but move forward to identify the most influential aspects to then make 

recommendations to policy and practice, to bridge the gap between women with 

learning disabilities and women without learning disabilities accessing cervical and 

breast cancer screening.  

The final sections of this chapter will present a summary of the information 

discussed in this chapter. This is then followed by Chapter 3, which explores the 

research design and methodology of the PhD research. 
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2.8 Chapter summary 

Chapter 2 focused on the health of people with learning disabilities, particularly on 

cancer and cancer screening. people with learning disabilities are less likely than 

those without learning disabilities to take up cervical and breast cancer screening, 

however, it has been noted that attending cervical and breast cancer screening 

could enable the early identification of cervical and breast cancer, meaning the 

cancer is more likely to be treated. The literature documents multiple barriers, which 

I have discussed in line with the SEM, to evidence the barriers to women with 

learning disabilities attending for screening. In particular, the documented barriers 

indicate that reasonable adjustments to cancer screening pathways should be 

implemented to reduce or remove the barriers faced by women with learning 

disabilities accessing cervical and/or breast cancer screening. Yet, the first step is to 

ensure women with learning disabilities are empowered to make an informed choice 

as to whether they take up cancer screening or not. Due to this, there is a need to 

complete research to bridge this gap in uptake and help ensure women with 

learning disabilities are supported to make their own decision whether to attend, or 

not, cervical and breast cancer screening, and then be supported through the 

screening pathways. The next chapter will focus on the research design and 

methodological approach used to understand and explore the attitudes, opinions 

and decision making for women with learning disabilities, FC and PCW concerning 

women with learning disabilities accessing cervical and breast cancer screening. 
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Chapter 3 Research design  

In this Chapter, I discuss the epistemological and ontological assumptions of this 

research. Following this, I discuss the methodology and give a brief overview of the 

methods employed in this PhD. 

 

3.1 Research Philosophy  

To plan and complete research, it is important to consider research paradigms 

(215). A research paradigm is a set of fundamental beliefs that define how the 

holder views the world they inhabit (216); they are important as they influence what 

should be studied, how it should be studied, and how the results of the study should 

be interpreted (215). A research paradigm is constructed based on several “building 

blocks” (p. 546) (217), that influence the thinking and actions of the researcher, for 

example by determining the final methods of the research (217). The researcher 

should consider the research paradigm before the research methods being 

executed, as each element informs one another (218). The major dimensions of 

research are ontology, epistemology, methodology, and methods (219), which are 

explored in the following subsections.  

 

3.1.1 Ontology  

Ontology is concerned with the nature of reality; researchers ontological 

assumptions shape how the person views and studies the research objects (220). It 

is our ontology that leads us to formulate the questions that become our research 

(215). Moon and Blackman (221) recognise that ontology lies on a continuum where 

realism and relativism lie at opposite ends. This is illustrated in Figure 4, which has 

been adapted from Moon and Blackman (221). A relativist ontology assumes that 

reality is constructed within the human mind, so no one ‘true’ reality exists. Rather, 

the reality is ‘relative’ according to how individuals experience it at any given time 

and place (222). Relativists argue that reality exists in the mind, with everyone 

creating his or her own version (221); through either a bounded relativist or pure 

relativist stance. Realist ontology relates to the existence of one single reality which 

can be studied, understood, and experienced as a 'truth' (221). Under a realist 

perspective, there are three specific stances; realism, structural realism, and critical 

realism (221).  
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Figure 4: The ontological continuum 

  

 

 

 

 

 

 

 

 

 

3.1.2 Epistemology 

Epistemology is the study of knowledge and is concerned with what we accept as 

being valid knowledge (220). The question asked within epistemology is: “What is 

the nature of knowledge and the relationship between the knower and the would-be 

known?” (p. 9)(223). To explain epistemological positions, the continuum focuses on 

the relationship between the subject and the object, which is illustrated in Figure 5, 

adopted from Moon and Blackman (221). In a constructionist epistemology, the 

researcher rejects the notion that an objective ‘truth’ is waiting to be discovered, but 

rather the ‘truth’ or meaning, comes into existence from our interaction and 

engagement with the realities in our world (221). This position posits that different 

people construct meaning of the same object or phenomenon in different ways; 

therefore how an individual engages with and understands their world is purely 

based on their perspectives, cultures and history, and from this, meaning arises 

through an interaction with a human community (221). A subjectivist epistemology 

argues that knowledge depends on how people perceive and understand reality 

(221). It is posed that the person imposes meaning and value on the world and 

interprets their interaction with the world in a way that makes sense to them (224). 

Thirdly, an objectivist epistemology, assumes that reality exists independent, or 

outside, of the individual mind (221). An objectivist argues that they can discover an 

objective “truth” that is verifiable, valid and generalizable (224). To do this, the 

researcher uses methods that can test reality by collecting and analysing evidence 

to explore assertions, corroborate claims, and provide correspondence with the real 

world (225).  

 

Realist: 

one reality 

exists 

•Reality can be understood using appropriate methodsRealism

•Reality is described by scientific theory but its 
underlying nature remains uncertain

Structural 
Realism

•Reality captured by broad critical examination
Critical 

Realism

•Mental constructs of reality are equal in space and time 
within boundries (e.g. cultural, moral and cognitive)

Bounded 
Relativism

•Realities exist as multiple, intangible mental 
constructions; no reality beyond subjects

Relativism

Relativist: 

multiple 

realities exist 
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Figure 5: The epistemology continuum 

 

 

 

 

 

 

 

3.1.3 Philosophical perspective 

Philosophical perspectives, also referred to as paradigms (216), are a “basic set of 

beliefs that guide action” (p. 17) (226). To plan and conduct research the researcher 

needs to understand their own philosophical perspective, as it is personal and can 

therefore drive and influence how research is conducted. These perspectives are 

underpinned by ontological and epistemological leanings and influences how a 

researcher creates knowledge and derives meaning from their data (221). The lines 

between paradigms are not altogether clear, and they only act as a 

recommendation to guide a researcher’s thinking and practice; the researcher 

should be able to identify the worldview that most closely approximates their own 

(223).  

It has been described that a research paradigm should be perceived as a glass box 

in which the researcher stands, where the glass box frames how the researcher 

sees the outside world, their beliefs on the ontology and epistemology and 

knowledge acquisition colouring the glass in different ways (217). This may mean 

that different people will see the same problem or situation differently, as the box is 

coloured differently. Given this metaphor, two researchers in the same discipline 

may choose different approaches to how they view and conduct research because 

of their own perspectives and how they view the world outside.  

There are different ways which methods can be applied to seek/gain knowledge, 

which is linked to research, they are; ‘to predict’, ‘to understand’, ‘to emancipate or 

liberate’ or ‘any or all’ of the aforementioned (221). Figure 6 depicts the five 

• Meaning exists within an object: an objective 
reality exists in an object independent of the 
subject

Objectivism  

• Meaning created from the interplay between the 
subject and object: subject constructs reality of 
object

Constructionism

• Meaning exists within the subject: subject 
imposes meaning on an object

Subjectivism
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applications and matches them to the paradigms. An explanation of each 

application then follows.  

Figure 6: Paradigms based on the application of knowledge 

 

As the first application focuses on applying knowledge to predict an outcome, I 

rejected both positivism and structuralism paradigms for this research, they are not 

aligned with this research. This is because the aim of this research to gain an 

understanding of the attitudes, experiences, and decision-making processes of 

women with learning disabilities, FC and PCW. To explore these, I needed to collate 

spoken data, rather than numerical data, in addition, the aim was not to predict an 

outcome (227), but explore the phenomena, therefore, aligning more closely to 

other applications of knowledge. I feel that constructivist, interpretivist approach, 

critical theory or pragmatism were the most suitable applications to then chose a 

specific philosophical perspective from. The appropriateness of these applications is 

discussed in turn below.  

Constructivism focuses on unique individual experiences (224), and due to this 

there is not one truth to which a certain method can gain access (228), so instead of 

having ‘knowledge’ we have ‘knowledges’ (228). Constructivism differs from 

positivism, as it argues there is no singular reality that can provide the foundation for 

true knowledge (228). Similar to this is interpretivism, which emerged as a 

contradistinction to positivism; where interpretivism attempts to understand and 

explain human and social reality (224) by looking at individual cases to discover 

how a phenomenon or event develops (224). Within general interpretivism, there 

Any or all of the above

Pragmatism

To emancipate or liberate

Critical theory

To understand

Constructivism Interpretivism 

To predict

Positivism Post-positivism Structuralism
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are three strands that drive the paradigm: hermeneutics (identifying the hidden 

meaning), phenomenology (to understand lived experiences) or symbolic 

interactionism (understanding phenomena through shared meaning or language) 

(221). 

Moving onto the third application of knowledge; if the application is to emancipate or 

liberate the population (such as political agendas) then the critical theory should be 

used (221). Critical theory aims to challenge, reveal conflict and oppression, and 

bring about change (221). Like interpretivism, there are three strands to critical 

theory: emancipatory research (of producing knowledge that can be of benefit to 

disadvantaged people) (229), advocacy/participatory research (inquiry needs to be 

intertwined with politics and a political agenda to possibly enable the research to 

reform and change the lives of the participants) (230) and feminist research 

(understanding the world through a patriarchal view where the culture inherits a 

masculine perspective) (221). 

Finally, for research that focuses on aspects of any or all of the aforementioned 

outcomes, pragmatism is the recommend approach (221). Pragmatism aims to seek 

a compromise between empiricism (where knowledge is derived from sensory 

experience) and rationalism (where knowledge is derived from logical and deductive 

reason) (221). Pragmatists hold the view that research should be contextually 

situated, and not constrained to any one philosophical position, but rather research 

should instead use a diversity of methods to understand a given problem (230).  

3.1.4 The paradigmatic underpinning of the PhD research  

Given the outline above on the different epistemological, ontological, and theoretical 

perspectives that underpin research, this section discusses how I have considered 

my own views, the topic under investigation, the research question and objectives, 

to choose the underpinning paradigm of this PhD research. This is illustrated in 

Figure 7.  

Figure 7: Ontology, epistemology, and theoretical perspective of PhD 

 

 

 

 

Ontological position 
Epistemological 

position
Theoretical 
perspective

Relativist Subjectivist Pragmatism
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I feel I hold a pragmatic view of the world, where I cannot truly complete research 

that fits into a pure positivist or a pure interpretivist camp. This research is aligned to 

a pragmatic stance by emancipating or liberating women with learning disabilities by 

involving them in research and sharing their perspectives and attitudes towards 

screening. I feel that to be able to fully understand the complex nature of why 

women with learning disabilities may or may not attend cervical and breast cancer 

screening, the research approach needed to acknowledge these complexities whilst 

also enabling me to identify attitudes, opinions, and experiences of all those who will 

be involved in the cancer screening. This research, therefore, aimed to account for 

the women with learning disabilities themselves, as well as those around them; their 

family carer (FC) and paid care workers (PCW) to highlight the reality that they see 

and find themselves in.  

Pragmatists argue that researchers should use the method that is the most effective 

in producing the desired outcome, whether it is single-method, multiple methods, or 

a mix of methods (231). I feel this aligns with my perspective, that to fully 

understand the complex nature of why women with learning disabilities may or may 

not attend cervical and breast cancer screening, research needs to be conducted 

which acknowledges the needs of women with learning disabilities to take part in the 

research. As a result, a pragmatist approach enables the research to be planned 

and conducted that best supports women with learning disabilities in taking part in 

the research. While also enabling women with learning disabilities to share their 

attitudes, opinions, and experiences towards cervical and breast cancer screening.  

In addition to pragmatism, I also believe in the value of critical theory, especially 

emancipatory research. Emancipatory research is a perspective of producing 

knowledge that can benefit disadvantaged people (229). One of the main 

assumptions is that multiple realities exist (229). I believe research should be 

completed to improve outcomes for women with learning disabilities or to bring 

about positive change to cervical and breast cancer screening that aligns with the 

attitudes, opinions and experiences raised in the research. Therefore, this research 

aligns with emancipatory research.    

3.2 Methodology 

Determining an epistemology and ontology, along with the research question, drives 

the plan for studying the phenomenon being investigated (219). The methodology 

determines the methods and techniques used (232). To do this the researcher asks 

‘How can the knower go about obtaining the desired knowledge and 
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understandings?’ (223). There are three approaches or methods to conducting 

research: qualitative methods, quantitative methods, and mixed methods. A 

definition of each is provided below: 

• Quantitative methods aim to quantify data and generalise the results from a 

relatively large sample (which is usually determined by sample size 

calculation (233)) which represent the population of interest. The data 

obtained is analysed statistically to obtain descriptive, conclusive results 

(234). 

• Qualitative methods aim to gain an understanding of underlying reasons and 

motivations; to provide insights into the setting of a problem; to uncover 

prevalent trends in thoughts and opinions. This understanding is obtained 

from a small number of people who have insight into the topic being 

discussed (234). The sample size of qualitative research has been 

contended and researchers argue “there is no straightforward answer to the 

question of ‘how many’ and that sample size is contingent on a number of 

factors relating to epistemological, methodological and practical issues” (p. 

2)(235).   

• Mixed methods are when researchers collect and analyse both quantitative 

and qualitative data within the same study. The approach draws on potential 

strengths of both qualitative and quantitative methods which enable 

researchers to explore diverse perspectives (236).  

Pragmatism is associated with mixed-methods or multiple-methods to complete 

research (231), as it enables the researchers to have freedom of choice concerning 

the methods, techniques, and procedures of research that best meet their needs 

and purposes (230). Similarly, pragmatism allows researchers to use multiple 

methods, to obtain different worldviews, different assumptions, as well as different 

forms of data collection and analysis, to identify truth through methods that best 

work at the time of the research (230). Using mixed methods designs can enable 

the researcher to gain a comprehensive understanding of a research topic and 

involves the collecting, analysing and integration of both quantitative and qualitative 

research data (230). Mixed-methods research has been widely used in nursing and 

healthcare research (236), research which focuses on disability (237) and research 

on complex social issues (237), particularly in populations where a questionnaire 

alone may not be appropriate, but quantitative methods can demonstrate the scale 
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and thereby achieve change (238). Given the aforementioned, I have adopted a 

pragmatist view for this PhD, that uses a mix of methods that will able me to fully 

explore the attitudes, opinions, and experiences of women with learning disabilities 

thoroughly and appropriately, FC and PCW towards cervical and breast cancer 

screening.  

The pragmatist mixed methods approach was chosen to obtain a current account of 

what is already known of the ‘reality’ for women with learning disabilities accessing 

cancer screening, as well as to identify new perspectives to enhance what we know 

about this ‘reality’. Due to this, a mix of methods was chosen, incorporating both 

quantitative and qualitative approaches; they would enable this research to identify 

information from research already conducted in the field whilst also supporting the 

design and conduct of primary research which would involve women with learning 

disabilities in the research, which is in line with pragmatism. A systematic review 

(considered a positivist approach due to the quantification of research, however with 

a qualitative analysis lends itself to a constructionist approach, but given the 

methods used it aligns to a pragmatist philosophy), and Q methodology (a statistical 

and interpretivist method) were utilised to answer the research question.  

This PhD research also involved sequencing, where one method informs the next, 

with data which is then brought together or ‘triangulated’ (239). The purpose of this 

sequencing design is to obtain different but complementary data on the same topic. 

The intent in using this design was to bring together the differing strengths and 

weaknesses of quantitative and qualitative methods (239). Specifically, an 

exploratory sequential design was employed where qualitative data is collected 

initially to explore the phenomenon, and then the researcher builds to a second, 

quantitative phase (240). Given this, the qualitative review was used to identify 

qualitative statements which could then be used and built upon in a Q methodology 

study, where quantitative analysis is undertaken to identify shared viewpoints. Both 

sections are linked together as the findings of the first aspect influence the second. 

This enables the researcher to make interpretations based on the qualitative and 

quantitative results.  

3.3 Methods 

Methods refer to the techniques or procedures used to gather and analyse data 

related to the research questions, aims or hypotheses (218). The exploratory 

sequential design was utilised as the basis of this research. This PhD research was 

formulated with three distinct stages where the emergent findings from the first 
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stage of work (systematic literature review) were directly used in subsequent stages 

of work. The following Figure 8 depicts the format of the PhD design. 

Figure 8: Structure of research methods  

 

 

 

 

 

 

 

 

 

 

 

In the below section I briefly discuss each stage of this PhD, signpost the systematic 

review and Q methodology study back to the philosophical approach of pragmatism 

and signposted to further details provided in later Chapters of the thesis. I do not 

relate the PPI section to the philosophical stance as this phase was used to inform 

the primary research.  

 

3.3.1 Qualitative systematic review 

Systematic reviews are viewed as a cornerstone of evidence-based medicine (241). 

Qualitative systematic reviews focus on identifying qualitative research to bring 

“together research on a topic, systematically searching for research evidence from 

primary qualitative studies and drawing the findings together” (p. 36) (242). Due to 

this, the first piece of work within this PhD was a qualitative systematic review. A 

qualitative review was chosen over a quantitative one as this would ensure 

questions could be answered that could not be answered with quantitative research 

and data alone (243). This is further rationalised in section 4.2. The systematic 

review was planned to be and was used to provide, an understanding of the 

available literature on cancer screening for people with a learning disability (people 

with learning disabilities). The aim of the review specifically was to identify and 

synthesise qualitative literature to provide a full account of attitudes, perspectives, 

and opinions of people with learning disabilities, FC and PCW towards the cervical, 

breast and colorectal cancer screening programmes within the UK.  
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The review was the first phase of the PhD research as it would highlight what has 

research has been completed on the topic in the UK. Within a sequential research 

design, completing a systematic review of the literature was the initial phase of 

research activity to inform later research within the PhD. It has been identified that 

the completion of a systematic review is acceptable in PhD research amongst other 

research activity such as primary data collection, as opposed to the PhD thesis 

being exclusively based on the review alone (244). 

The methods used in the systemic review, specifically the Joanna Briggs process of 

meta-aggregations to synthesise qualitative evidence, has been argued to be 

aligned to the philosophy of pragmatism (245). This is because meta-aggregation 

produced synthesized statements that are referred to as “lines of action” (p. 1633) 

(245), which can then be used to inform decision-making in clinical practice or 

influence decision-making at a policy level (245). In addition, the knowledge 

develops from a meta-aggregation, is not believed to be a fixed belief, but provides 

an overview of a confirmed belief represented by the people involved in the original 

research (245). This could then highlight that one truth has been identified which 

can be used to inform action, this aligns with the pragmatist perspective where 

knowledge is meaningful only when it is coupled with action (246). 

3.3.2 Patient and public involvement  

Patient and Public Involvement (PPI) is defined as conducting research “‘with’ or ‘by’ 

members of the public not just ‘to’, ‘about’ or ‘for’ them” (n.p) (247). The PPI in this 

PhD study aimed to identify the perspectives of women with learning disabilities 

towards written information intended to be used as part of primary research data 

collection, including what the information sheets and consent form should look like 

and the terminology used within them. A more in-depth discussion of the PPI is 

presented within Chapter 5.  

 

3.3.3 Q methodology study 

Q methodology was developed by William Stephenson in 1935 (248). The aim of 

the method is to give participants a platform to express their own opinions or 

viewpoints on a topic (249) and is mostly used when studying attitudes (250).  

Q methodology combines the strengths of qualitative and quantitative research 

(251). Newman and Ramlo (252) explain that Q incorporates both qualitative and 

quantitative components where data is collected qualitatively, analysed 

quantitatively (253), and interpreted back into a qualitative narrative. However, the 

methodology is aligned to a specific approach called ‘quali-quantilogical’ (254), 
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which somewhat separates Q from being a mixed method. The approach used in Q 

is seen as a hybrid, as opposed to mixing of methods, the qualitative and 

quantitative aspect of Q are intertwined and cannot then be mixed (254). 

In an article by Ramlo (254), she highlights how being a pragmatist researcher who 

uses Q methodology may enable a better exploration and understandings of the 

world, as opposed to the purist or interpretivist philosophical camps (254). In the 

same article, it is highlighted how some critics of Q have faulty assumptions and 

perceive the approach as lacking validity and reliability. These critiques Ramlo (254) 

argue, are from positivist research that specifically focuses on the quantitative 

aspects of Q methodology, and fails to look at the wider methodology as a quali-

quantilogical approach, which also accounts for operant subjectivity in a qualitative 

manor (254).  

Pragmatism seems to fit with Q methodology given that multiple eminent 

researchers who have used Q methodology are from a pragmatistic philosophical 

perspective (254). This includes Steven Brown, William Stephenson, Paul Stenner, 

and Rex Stainton-Rogers (254). In addition, Q methodology aims to identify 

participants specific subjectivity (255). Coogan and Herrington (255) express that 

“no other methods capture the essence of what the participants feel about a topic 

from collective voices, while at the same time identifying subtle differences between 

some of these voices” (p. 27) (255). This supports the perspective that researchers 

should use pragmatism as this enables the researcher flexibility to choose the 

philosophical and/or methodological approach that is most suitable for the research 

problem being investigated (231). 

Given that this research aimed to explore the attitudes, opinions and decision-

making factors that are present in women with learning disabilities, FC and PCW, 

towards women with learning disabilities attending cervical and breast cancer 

screening, Q methodology is a suitable method to use. The approach would enable 

me to identify the subjectivities of each participants group while also looking for 

shared perspectives, that can aid or hinder women with learning disabilities in 

deciding to take up the invitation to cervical and breast cancer screening. The study 

aimed to recruit 40 participants: 20 women with learning disabilities, 10 FC and 10 

PCW from the North East of England. A more in-depth discussion of Q methodology 

is presented within Chapter 6, and the methods and results of the Q study are 

presented in Chapter 7.  
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3.4 Chapter summary 

Within this Chapter, I have highlighted the building blocks of research; 

epistemology, ontology, methodology and methods. Our ontology, epistemology and 

overall philosophical perspective govern how we conduct research as they have a 

direct influence on our decision making of choosing a research methodology and 

methods we use in research. This is further rationalised in section 4.2.  

In this chapter I have discussed these theoretically and how they align with this PhD 

research. In this PhD, I adopt a pragmatist approach, with a relativist ontology and 

subjectivist epistemology. A relativist ontology is a perspective that reality is a finite 

subjective experience; thus, there is no one singular reality. With a subjectivism 

epistemology, it is perceived that phenomena are created from perceptions; this, 

there is a relational aspect to how a phenomenon develops. Both of which are 

encompassed within a Pragmatism approach. I chose Pragmatism due to the 

flexibility it provides and the multiple components of the topic under investigation not 

fitting clearly into one application of knowledge. The approach would enable me to 

employ a mix of methods to explore the attitudes, opinions and experiences of 

women with learning disabilities, FC and PCW concerning the uptake of cervical 

and breast cancer screening.
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Chapter 4 Qualitative Systematic Literature Review 

This Chapter will detail the rationale, methods, and findings of the qualitative 

systematic review. The review has already been published in Psycho-Oncology in 

2019 (256) (Appendix C1). However, before submission of this thesis, I re-ran the 

searches in January 2020. The findings within the chapter, therefore, present the 

most up-to-date evidence and synthesis. This does not differ from the published 

paper.  

4.1 Background 

As discussed in Chapter 2, people with a learning disability (people with learning 

disabilities) are less likely to take up cancer screening invites compared to those 

without learning disabilities (67), which can be attributed to multiple reasons 

including the attitudes they hold towards the behaviour, the influence of other 

people including their family and peers, but also organisational and community 

factors. All of which can influence their decision on whether or not to attend breast 

and cervical screening. Considering the barriers to attending the screening, as 

discussed in section 2.3.4, initial scoping of the literature showed that there was no 

synthesised published research on the attitudes, opinions, or experiences of people 

with learning disabilities, family carer (FC) and paid care workers (PCW) towards 

the UK’s NHS national cancer screening programme. This systematic review was 

therefore conducted to fill this gap in research by identifying and synthesising the 

available evidence documenting the attitudes and opinions of people with learning 

disabilities, FC, and PCW, towards the national screening programmes for cervical, 

breast and colorectal cancer in the UK. It was anticipated that the findings of this 

review could help to identify the range of research previously completed, but also 

highlight specific attitudes and perspectives, as well as the barriers and facilitators 

to cancer screening. 

4.2 Reviews in health care 

With the expansion of evidence-based practice across healthcare settings, there 

has been an increase in the variety of review types (257). Grant and Booth (2009) 

document that 14 types of reviews can be undertaken to identify research evidence 

to answer a specific question. These are critical review, literature review, mapping 

review, meta-analysis, mixed-methods review, overview, qualitative systematic 

review, rapid review, scoping review, state of the art review, systematic review, 

systematic search and review, systematized review, and umbrella review. Table 5 
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describes each review type, alongside a categorisation of whether the review was 

deemed suitable to answer the aim of this proposed literature review. This is noted 

by red (not suitable) and amber (potentially suitable). Reasons for why each review 

type was placed into each category is also provided.  

Table 5: Description of different types of literature reviews 

Type of 
review 

Description 
Review 

Suitability 
Explanation 

Critical 

review 

Aims to demonstrate that the writer has 

extensively researched the literature and 

has critically evaluated its quality. This 

review goes beyond description to 

include a degree of analysis and 

conceptual innovation. Typically results 

are presented in a hypothesis or model. 

Not 

suitable  

The review purpose 

was not to develop a 

hypothesis or model.  

Literature 

review 

Published materials that provide an 

examination of recent or current literature 

are included. This can cover a wide range 

of subjects at various levels of 

completeness and comprehensiveness 

and may include research findings.  

Not 

suitable  

Identification of the 

literature was 

required, but 

systematically.  

Mapping 

review 

Maps out and categorises existing 

literature from which to commission 

further reviews and/or primary research 

by identifying gaps in the research 

literature. 

Potentially 

suitable  

Discussed in more 

detail below. 

Meta-

analysis 

A technique that statistically combines 

the results of quantitative studies to 

provide a more precise effect of the 

results. 

Not 

suitable  

No quantitative data 

was to be identified or 

analysed in this 

review. This review 

strives to identify and 

analyse qualitative 

data only. 

Mixed 

methods 

review 

Refers to any combination of methods 

where one significant component is a 

literature review (usually systematic). 

Within a review context, it refers to a 

combination of review approaches, for 

example, combining quantitative with 

qualitative research or outcome with 

process studies. 

Potentially 

suitable 

Discussed in more 

detail below. 
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Overview 

Generic term: summary of the [medical] 

literature that attempts to survey the 

literature and describe its characteristics. 

Not 

suitable  

This review was not 

simply focusing on 

medical literature, as 

papers could be from 

other disciplines such 

as psychology 

Qualitative 

systematic 

review 

Method for integrating or comparing the 

findings from qualitative studies. It looks 

for ‘themes’ or ‘constructs’ that lie in or 

across individual qualitative studies. 

Potentially 

suitable 

Discussed in more 

detail below. 

Rapid review 

Assessment of what is already known 

about a policy or practice issue, by using 

systematic review methods to search and 

critically appraise existing research. 

Not 

suitable  

This review was not 

aiming to identify 

policy or problems 

with practice, but 

rather to identify 

attitudes, experiences 

and perspectives 

towards the topic. 

Scoping 

review 

Preliminary assessment of potential size 

and scope of available research 

literature. Aims to identify the nature and 

extent of research evidence (usually 

including ongoing research). 

Not 

suitable  

The nature and extent 

of the topic area had 

previously been 

identified, so there 

was no need for 

scoping research on 

the topic.  

State of the 

art review 

Tends to address current matters in 

contrast to other combined retrospective 

and current approaches. May offer new 

perspectives on an issue or point out an 

area for further research. 

Not 

suitable  

This review aimed to 

identify prior 

published work to 

obtain a full picture of 

attitudes on the topic. 

Systematic 

review 

Seeks to systematically search for, 

appraise and synthesise research 

evidence, often adhering to guidelines on 

the conduct of a review. 

Potentially 

suitable  

Discussed in more 

detail below. 

Systematic 

search and 

review 

Combines the strengths of critical review 

with a comprehensive search process. 

Typically addresses broad questions to 

produce ‘best evidence synthesis’. 

Potentially 

suitable  

Discussed in more 

detail below. 

Systematized 

review 

Attempts to include elements of the 

systematic review process while stopping 

short of a systematic review. Typically 

conducted as a postgraduate student 

assignment. 

Potentially 

suitable  

Discussed in more 

detail below. 

Umbrella 

review 

Specifically refers to a review compiling 

evidence from across multiple reviews 

into one accessible and usable 

document. Focuses on the broad 

Not 

suitable  

No systematic review 

has been completed 

on this topic 

previously, therefore 
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condition or problem for which there are 

competing interventions and highlights 

reviews that address these interventions 

and their results. 

there is a need to 

aggregate primary 

research. 

 

Of the 14 review types highlighted in Table 5, six types were deemed potentially 

suitable to achieve the aim of this review. Four of the review types utilise systematic 

methods (systematized review, systematic search and review, systematic review, 

and qualitative systematic review). Therefore, these can be classified under the 

systematic review umbrella. This leaves three potentially suitable methods; a 

mapping review, a mixed-method review and a systematic review. 

Mapping reviews are focused on a visual synthesis of the data and are question-

based rather than topic-based (258). For instance, a mapping review has been 

undertaken to map the literature on access to primary and community healthcare 

services for people 16 years and over with intellectual disabilities (259). The 

mapping review aided the researchers to decide on the final scope for a targeted 

systematic review (259). Mapping reviews are typically designed for, 1) when there 

are an abundance and a diversity of research; 2) as the first step to a systematic 

review, and 3) to identify gaps in the literature. A strength of a mapping review is 

that they are a valuable tool in providing policymakers, practitioners and 

researchers with a clear means of identifying narrower policy and practice-relevant 

review questions (257). However, mapping reviews may lack high-quality synthesis 

and analysis, which could lead to an oversimplification of findings and masking of 

variation between studies and their findings (257). Similarly, mapping reviews do not 

usually include a quality assessment process. This was deemed to be an important 

consideration as the amount of research on the topic for this PhD review was 

unknown, thus the quality was also unknown. In addition, the results of this review 

were planned to be utilised in later phases of the PhD (discussed in section 4.7), 

therefore I needed to ensure that all relevant papers were identified, and quality 

assessed. 

The next method which was considered was a mixed-method review. As highlighted 

within Table 5, both quantitative and qualitative research methods are searched and 

then analysed within this type of review, usually including primary data collection. 

This could include, for example, completing a systematic review accompanied by 

interviews (257). This can provide a potentially more complete picture for the 

researcher on a specific topic area (257). A mixed-method review can also enable 
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the researchers to have a more holistic understanding of the intervention, condition 

or topic being discussed, which can be beneficial for policymakers (257). However, 

this is dependent upon the reviewing team being able to combine both qualitative 

and quantitative approaches, as well as managing the potential challenges of larger 

datasets (257). Additionally, there is no consensus on the point at which quantitative 

and qualitative components should be integrated (257). Although a mixed-method 

review was deemed potentially beneficial for this research to identify attitudes, 

opinions, and perspectives of people with learning disabilities, FC and PCW toward 

cancer screening, it was decided that this review would only obtain qualitative 

research findings to fully identify what these groups of people perceive about cancer 

screening (discussed in more detail later in this section). Therefore, a mixed-method 

review was not appropriate.  

Subsequently, the remaining type of review to consider was a systematic review. 

This type of review is deemed as “the ‘gold standard’ of reviews because the review 

is based on explicit, prespecified and reproducible methods used to systematically 

search all sources of evidence and critically appraise, summarise and synthesise 

research findings to address a highly focused clinical question.” (p. 40) (260). 

Systematic reviews can be completed within various fields, including policy within 

education, criminal justice, social work (261) as well as healthcare (243), all to 

progress understanding of the body of research in that area. Systematic reviews 

have been considered as the pillar of evidence-based healthcare (243, 262, 263). 

This is because the results and conclusions can be utilised to guide clinical 

decision-making, to inform or improve the delivery of care, as well as aiding the 

development of healthcare policy (264). The methodology of a systematic review 

provides a clear and precise structure that aims to minimise bias, therefore 

improving the reliability of the conclusions (261) as well as ensuring future 

replicability (265). Systematic reviews share several processes with scoping reviews 

(266). Both utilise rigorous methods for identifying and analysing all relevant 

literature which answers a research question (267). However, there are key 

differences between the two review methods (266). The main difference being 

varying purposes and aims (266). Compared to scoping reviews which aim to 

provide an overview or map of the evidence (263) and answer a broader research 

question with the general aim of mapping the literature (263). They also present an 

overview of a large diverse body of literature (268). 

Comparatively, systematic reviews aim to synthesise the best available research on 

a specific question (269), which typically focuses on a smaller number of studies 
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compared to a scoping review (268). Systematic reviews can further differ from 

scoping reviews due to the potential focus on obtaining articles that adopt specific 

methodologies (268). Using this information, it was decided that a scoping review 

was not a suitable method to achieve the aim of this review. This is because this 

review aimed to answer a focused research question on specific cancer screening 

programmes, and precise populations of interest. Comparing the three types of 

reviews, I deemed that a systematic review was the most appropriate method to 

achieve the aim of the review because it allowed a systematic, robust and rigorous 

method for identifying evidence, the critical appraisal would also provide the 

opportunity to highlight whether the papers retrieved were of poor or good quality.  

There are 10 types of systematic reviews with various aims and search strategies to 

ensure effective completion within health and medical sciences (263). The 10 types 

of systematic reviews are: effectiveness reviews, experiential (qualitative) reviews, 

costs/economic evaluation reviews, prevalence and/or incidence reviews, diagnostic 

test accuracy reviews, ethology and/or risk reviews, expert opinion/policy reviews, 

psychometric reviews, prognostic reviews and methodological systematic reviews 

(263).   

Traditionally, systematic reviews focused on quantitative methodologies (270). They 

often focus on clinical tests, public health interventions, adverse harm effects, 

economic evaluations, and how and why interventions work (271). One limitation of 

such quantitative reviews is that they tend not to capture the reason why 

interventions work, or not, or how acceptable interventions are (272). Therefore, 

qualitative systematic reviews are often conducted to address questions that cannot 

be answered with quantitative research and data alone (243). Qualitative reviews 

can provide a more complete understanding of the social phenomena of interest 

(273) by understanding values (273). Qualitative reviews directly inform evidence-

based practice by identifying and integrating service user values to enable patient-

centred healthcare (274). Patient-centred care focuses on the patients and service 

users particular health care needs, intending to empower them to become active 

participants in their care (275). This can ensure people feel in control of their health 

and wellbeing and have the ability to influence their care, support and treatment to 

fit in with what matters to them (276). Moreover, qualitative evidence also has the 

ability and can be impactful in terms of potential to influence policy and practice 

(277). To ensure patient-centred healthcare, it is important to explore barriers and 

facilitators on delivering and the uptake of services, which can be achieved by 

accounting for patients or service user views (257). To obtain an in-depth 
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understanding of views, qualitative research methods are best utilised, rather than 

quantitative questionnaires or surveys (257). 

Systematic reviews themselves constitute a useful and important contribution to 

scholarly conversations. Carrying out systematic reviews helps the credibility of the 

research by providing additional publication(s) and further establishing the author(s) 

credibility among the particular scholarly community (278). There are advantages 

and disadvantages of conducting a systematic review, and qualitative systematic 

review, these are presented below within Table 6.  

Table 6: Advantages and disadvantages to systematic reviews  

Advantages Disadvantages 

• Reduces bias (279).  

• Replicable due to rigorous methods 

(279). 

• Resolves controversy between 

conflicting findings (279). 

• Provides a reliable basis for decision 

making (279). 

• Qualitative systematic reviews can be 

invaluable in bringing together 

research evidence to help inform 

practice and understand what works 

(242). 

• A qualitative systematic review can 

also uncover new understandings, 

often helping illuminate ‘why’ (242). 

•  

• Time constraints: could take 6-8 months 

to complete the search strategy (280). 

• The search may have to be updated to 

ensure no new data was published 

during the time of analysis and synthesis 

of the data thus lengthening the time to 

complete (280). 

• Not having adequate access to 

electronic databases (280). 

• Depending on the research question, a 

large or little amount of literature can 

constrict the literature review process 

therefore there is a level of uncertainty 

(280).  

• The screening process is subjective, 

particularly when high numbers of 

researchers are involved, as each 

member of the research team interprets 

inclusion criteria slightly differently (242).  

• Systematic reviews are often difficult to 

publish in peer-reviewed journals (280). 

 

Completing a systematic review of qualitative research work is a method that can 

offset the risks of conducting primary studies involving participants. These studies 

take a long time and have a large number of uncontrollable facets, including 

challenges obtaining ethics approval for primary research, recruitment, and the 

length of time required for data generation, analysis, and publication (278). 

Considering the aforementioned rationale and purpose of my research, I, therefore, 

decided to conduct a systematic review. 
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4.3 Methods 

The protocol for this systematic review was registered with PROSPERO 

(CRD42018093967) in April 2018, with two minor revisions to the protocol since 

registration. The amendments were to 1) edit the list of keywords to add in words to 

focus on attitudes and opinions, and 2) to widen the inclusion criteria from studies 

conducted within the UK rather than England only, to be able to capture data 

relating to NHS screening across all devolved nations. The review is reported in line 

with the Preferred Reporting Items for Systematic Reviews and Meta-Analyses 

(PRISMA) guidelines (281).  

The review was undertaken following the Joanna Briggs Institute (JBI) approach of 

meta-aggregation. This approach was chosen as it offers an internationally 

recognised, rigorous pathway for systematic reviewing of qualitative research 

evidence (282). Further discussion on the rationale for using JBI meta-aggregation 

is presented in section 4.3.6. The systematic review process using meta-

aggregation is depicted below in Figure 9, obtained from Pearson, Rittenmeyer and 

Robertson-Malt (283).  

Figure 9: Methods of a qualitative systematic review 

 

The JBI approach of meta-aggregation was used as it provides a structured, 

process-driven approach to systematic reviews which is modelled on the 

conventional systematic review process of quantitative literature governed by 

Cochrane and Campbell Collaboration (272). A more in-depth discussion of each 

step of the systematic review process is below.   

4.3.1 Search strategy 

I conducted an initial scoping search of The Cumulative Index to Nursing and Allied 

Health Literature (CINAHL) before completing the search in all databases. I chose 

CINAHL as it has a large body of health-related evidence (284). During initial 

scoping, I identified key indicator papers which should have met the inclusion 

criteria. Following the full database search, the key indicator papers were identified 

demonstrating that the search criteria were robust (285). 
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Systematic searching of multiple sources was conducted to ensure all eligible 

papers were identified which met the inclusion criteria. Five electronic databases 

were searched: MEDLINE, CINAHL, PubMed, Scopus, and PsycInfo. A single 

database was not deemed sufficient to retrieve all published literature (286), and 

including multiple sources can reduce the potential of missing relevant material 

(287). The five databases were searched to provide the most relevant publications, 

concerning the topic being explored. To ensure that the databases chosen were 

comparable to published systematic reviews, the range and number of databases 

used in other published systematic reviews were checked and choices made in this 

review were comparable. 

Additionally, the review included an unpublished grey literature search of MEDNAR 

and Google Scholar. Grey literature searches can make important contributions to a 

systematic review (288). They can provide data that is not found within 

commercially published literature (288), especially important in this review, as the 

published literature involving people with learning disabilities was limited (289). 

MEDNAR is an alternative source that can provide additional results as it uses deep 

web searching (288). This means the search identifies web pages where contents 

may not always be indexed by search engines. This could mean that items may be 

missed by a lone google scholar search. Additionally, google scholar uses a ranking 

system so grey literature may rank low in the search results and therefore be 

missed by a single search via search engines (288). For these reasons, both 

sources were used for the search. The first 100 articles from the grey literature 

searches in MEDNAR and Google Scholar were sifted, as they would be the most 

relevant (290). 

Additionally, the reference list of all identified papers was reviewed for potential 

papers. To search the reference list of identified papers, hand searching was 

completed. Hand searching is a manual method of scanning select journals from 

cover to cover, page-for-page for relevant articles in case they were missed during 

indexing (291).  

4.3.2 Searching for the evidence  

Original databases and grey literature searches were completed in April 2018. The 

five electronic databases were searched again in February 2019 and November 

2020.  
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4.3.2.1 Search Terms 

To complete the systematic review, a search tool was used as an organising 

framework to list terms for the main concepts within the search question (292). 

There are various mnemonic frameworks to ensure a structured and systematic 

search is undertaken; PICo, PICO, PICOS and SPIDER are four examples (292). 

The decision of which framework to use was based on the type of question and the 

type of data the reviewer aimed to obtain. The various frameworks are listed and 

described below in Table 7.  

Table 7: Components within search tools 

PICo PICO PICOS SPIDER 

Population, the 

phenomenon of 

Interest, Context 

Population, 

Intervention, 

Comparison, 

Outcome 

Population, 

Intervention, 

Comparison, 

Outcome, Study type 

Sample, the 

phenomenon of 

Interest, Design, 

Evaluation, 

Research type 

 

Typically, PICO is most commonly used for systematic reviews of a quantitative 

nature, which aim to compare a specific intervention to a comparator or control 

group, with the option of including ‘S’ identifying the type of study design required 

(293). This is specifically relevant when reviews are focusing on randomised 

controlled trials (293). Comparatively, to identify qualitative evidence the PICo 

mnemonic is often used, as there are no outcome or comparator to be considered 

(293). Alternatively, SPIDER can be also used to retrieve qualitative data which is 

an extension of thinking around the PICO search strategy tool (293). It has been 

noted, however, that due to poor indexing of qualitative papers within electronic 

databases, the SPIDER tool may fail to identify key papers (293). Also, Cooke et al. 

(2012) recommend that the SPIDER tool is further tested for qualitative literature 

searches (294). 

Due to this, the PICo framework was chosen for this review as the aim of the review 

did not include interventions or a comparative component, rather, it aimed to identify 

qualitative rather than quantitative data. Within the three PICo headings, there were 

seven core concepts: learning disabilities, FC, PCW, breast, cervical, cancer 

screening and attitudes. See Table 8 for the full search terms.  
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Table 8: Search Term

Population 
Phenomena 

of interest 
Context Population columns combined with 

OR 

Learning 

AND 

(disabilit* 

OR disord* 

OR difficult* 

OR delay) 

OR 

intellectual 

disabilit* 

OR Down 

Syndrome 

OR 

mentally 

disabled 

persons OR 

handicap* 

OR 

impairment 

OR problem 

OR mental 

retardation 

OR special 

needs 

Family 

caregivers 

OR 

Informal 

caregivers 

OR 

relatives 

OR family 

OR 

caregiv* 

OR 

Spouse 

OR 

Parents 

OR 

mothers 

OR 

fathers 

OR friends 

OR 

siblings 

OR 

brothers 

OR sisters 

OR 

supporters 

Care 

worker OR 

paid 

carers OR 

paid 

support 

OR nurses 

OR 

physicians 

OR 

doctors 

OR 

support 

workers 

OR 

healthcare 

workers 

OR 

profession

als OR 

general 

practitione

rs OR gp 

OR family 

doctor OR 

primary 

care 

Attitudes OR  

views OR 

perceptions 

OR opinions 

OR thoughts 

OR feelings 

OR beliefs 

OR 

experiences 

OR 

knowledge 

 

Cancer 

OR 

Neoplas* 

OR 

Benign 

OR  

Cancer 

OR 

Malignan* 

OR 

Tumo* 

OR 

Oncology 

OR 

Cytology 

OR 

Carcino* 

OR 

Lymphon* 

 

Breast 

OR 

cervical 

OR 

cervix 

OR 

colorectal 

OR  

bowel 

OR colon 

OR 

colonic 

Screening   

OR Mass 

screening 

OR early 

diagnosis 

OR early 

detection of 

cancer OR 

cancer 

screen OR 

cancer  test 

OR early 

prevent OR 

periodic 

examination  

OR mammo 

OR smear   

OR self-

sampling OR 

self-

Examination 

OR 

Mammograp

hy 
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4.3.2.2 Inclusion criteria 

To identify eligible papers, inclusion criteria were developed. Papers were included 

if they reported qualitative research about the attitudes, perceptions, or beliefs 

towards cervical, breast, and/or colorectal cancer screening in people with learning 

disabilities or their FC/PCW of people with learning disabilities. To be eligible for 

inclusion in the review, the following inclusion criteria were used:  

• Published after 1988, as this was the year when the National Cervical 

Cancer Screening Programmes were first introduced (83) 

• Published in the UK 

• Focuses on cervical, breast and/or colorectal cancer screening programmes 

• Primary research papers only 

• Adults 18 and over 

• Qualitative methodology 

• Mixed methodology papers if the qualitative elements can be isolated. 

• Population: People with a learning disability, or family carers or paid care 

workers. 

As part of the inclusion criteria, the participants from the research papers needed to 

be people with learning disabilities, FC, or PCW. Therefore, pre-determined 

definitions were utilised to aid the inclusion or exclusion of papers. The definitions 

for each population can be seen in Table 9. 

Table 9: Definitions of terms used in a systematic review 

Terms used 

in the review 
Definition 

People with a 

learning 

disability 

Someone who has a significantly reduced ability to understand new or 

complex information, to learn new skills with a reduced ability to cope 

independently which started before adulthood, with a lasting effect on 

development (36). 

Family carers  

Referring to parents, family members, neighbours, friends, and anyone 

who does not get paid for caring for people with a learning disability. 

This definition was adapted from the Care Act (2014) (295) definition of 

‘carer’. 

Paid care 

workers  

Referring to anyone who is paid for caring for a person with a learning 

disability such as support workers, learning disabilities nurses, 

community nurses and doctors. This definition was adapted from the 

International Labour Office (2018)(296) definition of ‘Paid care work’. 

 



Kate Byrnes                                               Chapter 4: Qualitative systematic review 

70 

The definitions link to the inclusion criteria of the review, as it ensures the retrieved 

papers matched the target population and provided clear guidance of the target 

population for reviewers. However, some areas within the UK use the term 

intellectual disabilities instead of learning disabilities, so it was ensured before 

searching that the characteristics of intellectual disabilities, as defined by the World 

Health Organisations (44) were encompassed by the definition of people with 

learning disabilities (see section 2.2.1 which discusses the similarities and 

differences of learning disabilities and intellectual disabilities). The definition of 

‘Family carers’ used in the review was obtained from the definition of ‘carer’ within 

the Care Act (2014), for the review the definition was better matched to the term of 

FC. Similarly, the paid care worker definition was obtained from a non-learning 

disabilities context. The original definition of paid care work was used: “performed 

for pay or profit by care workers. They comprise a wide range of personal service 

workers, such as nurses, teachers, doctors and personal care workers” (296). 

Before conducting the review, the definition was amended to reflect specific PCW 

who get paid for working with people with learning disabilities with a healthcare 

focus, such as support workers, nurses and doctors. 

4.3.3 Selecting studies 

References were downloaded into Endnote version X7.01 for storage, duplicate 

removal and sifting. All titles and abstracts were sifted against pre-determined 

inclusion criteria (see section 4.4.5). Two additional reviewers independently sifted 

10.0% of each of the titles and abstracts. I discussed any discrepancies with the 

reviewers until we could reach a consensus. Based on the title and abstract sifting, 

any papers meeting the inclusion criteria were put through to full paper sifting. At 

this second stage, one reviewer sifted all papers, with double sifting undertaken by 

two independent reviewers sifting 50.0% each.  

At the full paper stage, there was a 77.0% agreement rate between reviewers that a 

paper should be included. This, when converted into a Cohen’s Kappa statistics for 

inter-rater reliability, presented a fair agreement at 0.39 (297). The 33.0% of 

disagreements were discussed between the reviewers who reviewed the papers 

until a consensus was reached on all papers. Discrepancies were related to 

confusion with the inclusion criteria, particularly around the definition of PCW, which 

was provided to reviewers before the screening but did not always match how the 

original paper categorised the population group. This, therefore, meant that 

reviewers excluded papers when they should have been included. It was unclear in 
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some papers where the study took place, with some non-UK papers erroneously 

being included. All relevant papers were included following discussions with 

reviewers. 

4.3.4 Critically appraising studies 

Within JBI meta-aggregation, there are three forms of quality assessments that are 

conducted. These assess the methodological quality, data quality and overall 

dependability and credibility of the original papers.  

4.3.4.1 Appraisal of methodological quality 

All papers that met the inclusion criteria were quality assessed independently by two 

reviewers using the JBI Quality Appraisal Review Instrument (QARI) for qualitative 

studies (282). The QARI tool enables reviewers to assess the methodological 

quality of papers to determine the extent to which the authors have addressed the 

potential bias within the design, conduct, and analysis of their research (298). The 

tool comprises 10 questions, with the following response categories: ‘yes’, ‘no’, 

‘unclear’ or ‘not applicable’. The questions asked are: 

1. Is there congruity between the stated philosophical perspective and the 

research methodology?  

2. Is there congruity between the research methodology and the research 

question or objectives?  

3. Is there congruity between the research methodology and the methods used 

to collect data?  

4. Is there congruity between the research methodology and the representation 

and analysis of data?  

5. Is there congruity between the research methodology and the interpretation 

of results?  

6. Is there a statement locating the researcher culturally or theoretically?  

7. Is the influence of the researcher on the research, and vice-versa, 

addressed?  

8. Are participants, and their voices, adequately represented?  

9. Is the research ethical according to current criteria or, for recent studies, and 

is there evidence of ethical approval by an appropriate body?  

10.  Do the conclusions drawn in the research report flow from the analysis, or 

interpretation, of the data? 
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If there were any discrepancies between the two reviewers, this was evidenced on 

the SUMARI software and was resolved through discussion. The results of the 

QARI tool are in section 4.5.1. 

4.3.4.2 Assessment of data quality 

From the included papers, the stated theme name, developed by the original author, 

and an illustrative quote from the theme is entered into the SUMARI software. This 

is to create ‘findings’. An illustrative quote can either be a direct quotation of a 

participant's voice, field-work observations from the author or other supporting data. 

One quote is extracted to support a conclusion by the authors (299). JBI 

recommends that double data extraction is performed by two reviewers 

independently; one person initially extracting, and this is checked by another 

reviewer (299). This aims to reduce errors through the data extraction of papers, 

which is assisted by the JBI SUMARI software being a standardised online tool 

(299). To develop findings, I extracted the theme and an illustrative quote from the 

papers, which were double-checked by another reviewer who has completed 

multiple JBI reviews previously. No discrepancies or changes were made. 

All extracted findings were assigned a level of credibility, either ’unequivocal’, 

‘credible’ or ‘unsupported’ (300). The grading relates to the assessment of the 

congruency between the finding from the paper and the accompanying illustrative 

quotes. An ‘Unequivocal’ (U) finding is one that is supported by at least one 

illustrative quote and is not open to challenge; ‘credible’ (C) findings are those 

where the finding and quote are not so strongly linked and therefore open to 

challenge; and the ‘unsupported’ findings are not supported by the quotes (300). 

The assigning of the credibility rating is however subjective. In this review, one 

reviewer applied a credibility rating. All allocations were checked by one PhD 

supervisor, who was part of the supervisory team from 2017-2020, of which there 

was 100% agreement. No unsupported findings were identified.   

4.3.4.3 Confidence of synthesised qualitative findings (ConQual) assessment 

Meta-aggregation was developed to identify the evidence needs of healthcare 

practitioners and policymakers (300). This is to establish confidence in how the 

findings have been developed and reported, which can be achieved by ensuring 

that there is a level of transparency. Confidence is defined as the belief or trust that 

can be placed in the results of the research (300). 
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To aid with the reporting of the synthesised findings (SFs), and to ensure 

transparency in the findings, reviews that employ meta-aggregation are required to 

complete a ConQual assessment to grade the original findings from the included 

papers (300). The ConQual approach was employed which assesses the credibility 

and dependability for each SF as well as obtain a ConQual overall score.  

The ConQual score was calculated by utilising the responses of the two reviewers 

who completed the QARI tool. Each response to questions 2, 3, 4, 6, and 7 in the 

QARI tool were counted only if the response was “Yes” (300). These scores were 

then utilised after meta-aggregation to assess the dependability of the SF (243). 

Within the meta-aggregation approach, there is a focus on the concepts of 

dependability and credibility, as these are equivalent to the ideas of reliability and 

internal validity in quantitative research (243).  

The categorisation of confidence can be either ‘high’, ‘moderate’, ‘low’, or ‘very low’, 

with all findings starting at ‘high’. Credibility is determined by cross-checking how 

many findings within each SF are either ‘Unequivocal’, ‘Credible’ or ‘Unsupported’ 

(243). Downgrading for credibility may occur when not all the findings included in a 

synthesised finding are considered ‘Unequivocal’. The following criteria were used, 

as documented in Munn et al. (2014), to calculate credibility: 

• Where there are only unequivocal findings the SF remains the same; 

• Where there is a mix of unequivocal and credible findings, the SF can be 

downgraded one (−1); 

• For credible findings, the SF can be downgraded two (−2); 

• For a mix of credible and unsupported findings, the SF can be downgraded 

three (−3); 

• For non-supported findings, it can be downgraded four (−4).  

To calculate the dependability, the critical appraisal responses were utilised and 

categorised. Downgrading the dependability rating may occur when the five 

questions of the JBI –QUARI have not been met across the included papers. The 

following criteria were used, as documented in Munn et al. (2014), to calculate 

dependability: 

• Where four to five of the responses are ‘yes’, then the finding will remain at 

its current level of high for qualitative research; 

• If two to three of the responses are ‘yes’, it will move down one level (from 

High to Moderate); 
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• If zero to one of these responses are ‘yes’, it will move down two levels (from 

High to Low, or Moderate to Very Low. 

The results of the ConQual assessment can be found in section 4.5.4. 

4.3.5 Data Extraction 

A data extraction table, created in Microsoft Excel, was used to aid the recording of 

data that was extracted from the included papers. The extraction table included 

headings that mapped onto the JBI System for the Unified Management, 

Assessment and Review of Information (SUMARI) software. This included: authors, 

year of publication, country, the methodology used, sample size and participant 

characteristics (age, gender, location, demographics), and key findings. To ensure 

the extraction captured the correct information, the extraction table was piloted with 

10.0% of the included papers, which was verified by a second reviewer. No changes 

were made because of the piloting. After piloting, double data extraction of all 

included papers occurred. The extracted data was transferred onto JBI SUMARI 

software to undertake data synthesis.  

4.3.6 Data Synthesis 

To explore the attitudes and opinions of women with learning disabilities, FC and 

PCW, a synthesis of qualitative research was required. Before undertaking a review 

of qualitative papers there are multiple methods to consider to ensure the most 

suitable approach is adopted (301). Qualitative evidence synthesis is the process of 

amalgamating individual qualitative research reports which relate to a specific 

phenomenon of interest, to develop a new or enhanced understanding of the 

phenomenon (302). There has been a growth in the range of methods to synthesise 

qualitative research (303), with multiple types of analysis which can be used in 

qualitative systematic reviews. These are described below, along with the 

advantages and disadvantages of the method. The information within Table 10 has 

been collated from multiple sources, all of which have been referenced within the 

table.  
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Table 10: Methods of analysis in qualitative systematic reviews 

Method 
Description 
of method 

Advantages Disadvantages 

Thematic 

Analysis 

(also known 

as meta-

synthesis) 

Thematic 

analysis refers 

to the various 

processes of 

reading texts 

and refining 

the findings 

into key 

‘themes’ (304).  

Can be used to summarise 

the collective conclusions 

of the included studies 

(304). 

Can analyse qualitative or 

mixed-methods (304). 

Provides an articulated 

method of analysis (304). 

Most accessible form of 

synthesis. A clear 

approach can be used with 

‘thin’ data to produce 

descriptive themes and 

with ‘thicker’ data to 

develop descriptive themes 

into more in-depth analytic 

themes (304, 305). 

Limited 

conclusions/understandings 

could be drawn from rich 

qualitative data within the 

context of the overall review 

(304).  

The qualitative data can be 

over shadowed by the 

quantitative findings (304). 

May be limited in interpretive 

‘power’ and risks over-

simplistic use and thus not 

truly informing decision 

making such as guidelines 

(304). 

Complex synthesis process 

that requires an experienced 

team. Theoretical findings may 

combine empirical evidence, 

expert opinion and conjecture 

to form hypotheses (304, 305). 

Realist 

synthesis 

Describing 

what the 

literature has 

to say about 

the influence 

of context 

upon findings 

(304). 

Guides specific policy 

questions, in complex 

contexts (304). 

Qualitative data and 

quantitative data (306). 

Iterative approach (307).  

Complex and laborious 

undertaking (307). 

Requires a high level of 

experience in academia, 

program service, and 

systematic reviewing (307).  

Ensuring a standardised 

approach can be difficult, this 

can lead to problems in terms 

of reproducibility (307). 

Framework 

synthesis 

Based on 

framework 

analysis (306) 

and "offers a 

highly 

structured 

Works well within reviews 

of complex interventions by 

accommodating complexity 

within the framework, 

including representation of 

theory. The framework 

Requires identification, 

selection and justification of 

framework (304).  

A framework may be revealed 

as inappropriate only once 
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approach to 

organising and 

analysing data  

(308). 

allows a clear mechanism 

for the integration of 

qualitative and quantitative 

evidence in an aggregative 

way (309).  

Works well where there is 

broad agreement about the 

nature of interventions and 

their desired impacts (304, 

305). 

extraction/synthesis is 

underway (304).  

Risk of simplistically forcing 

data into a framework for 

expedience (304). 

Critical 

Interpretive 

Synthesis 

Is an 

adaptation of 

meta-

ethnography. 

The approach 

is used for 

synthesising 

multidisciplinar

y and multi-

method 

evidence 

(310). 

CIS has an emphasis on 

theory development, critical 

orientation, and flexibility 

(310)  

Can synthesis both 

qualitative and quantitative 

research (310) 

Flexibility is also one of the 

greatest disadvantages 

associated with the use of CIS 

since it may introduce 

ambiguity in how the review is 

applied and reported in 

research (310). 

Meta-

Ethnography 

Building a new 

theory from 

series of 

studies (304). 

Can be used when building 

theory, and understanding 

relationships across 

studies (304). 

Can provide a deep, 

interrogative understanding 

of the phenomena (304). 

Explicit transparent and 

reflexive processes (304). 

Primarily interpretive 

synthesis method leading 

to the creation of 

descriptive as well as new 

high order constructs. 

Descriptive and theoretical 

findings can help inform 

decision making such as 

guidelines. Explicit 

reporting standards have 

been developed 

(239)(305). 

May be too reductionist (304). 

The method of conducted 

meta-ethnography is lacking in 

some research (304). 

Complex methodology and 

synthesis process that 

requires a highly experienced 

team (304).  

Can take more time and 

resources than other 

methodologies (304).  

Theoretical findings may 

combine empirical evidence, 

expert opinion and conjecture 

to form hypotheses (305).  

May not satisfy requirements 

for an audit trail (304, 305).  
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The most frequently used method within qualitative synthesis is meta-ethnography 

(315), which utilises the actual data from the original papers as described by the 

authors (316). As part of meta-ethnography, the data within the studies are 

compared to understand how they relate to each other, and during the review, the 

interpreter asks questions such as ‘How does this concept in this study relate to 

concepts in another study’ (316). However, meta-ethnography was not an 

appropriate method to use within this review, as the interpretation of qualitative 

synthesis aims to contribute to or create theory (315). Similarly, critical interpretive 

synthesis (317) and realist reviews (318) share the aim to contribute to or create 

theory, which was not the aim of this review, therefore both were deemed to be 

inappropriate.  

To answer this review, meta-aggregation was chosen as the most appropriate 

method. Meta-aggregation does not require any re-interpretation of the original 

findings, but it does aim to obtain usable data for application to clinical settings, 

thereby enabling clinical improvements (319) and guiding practitioners and 

policymakers (245). The data itself, in the form of the interviews or focus groups 

Meta-

aggregation 

A process that 

identifies 

meanings from 

qualitative 

studies that 

may be from 

different 

methodologies 

and further 

abstracts 

those 

meanings into 

categories that 

are then 

synthesized 

(311). 

Provides a robust and 

pragmatic methodology to 

synthesise qualitative 

research (312). 

Does not seek to re-

interpret those findings as 

with other methods of 

qualitative synthesis (299). 

Seeks to generate 

generalisable statements in 

the form of 

recommendations to guide 

practitioners and policy 

makers (245).  

The JBI SUMARI software 

is designed to facilitate 

meta-aggregation. It can 

also be used as a data 

management tool in meta-

ethnography and other 

interpretive processes 

(299).  

JBI Sumari software is not 

freely available (313). 

The methods of aggregating 

findings are not documented 

consistently (314). 

The development of 

synthesised findings are 

reductionist and can be 

ambiguous (314).  

The approach does not aim to 

contribute towards or create 

theory, which has been 

criticised (314). 
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which is collected through the data collection, is not the primary focus. Instead, the 

approach focuses on the study findings which have been developed and written 

from the author’s interpretation of the data. This highlights that regardless of the 

data collection methodology (including phenomenology, ethnography or grounded 

theory) many papers and findings can be combined within a single synthesis as long 

as they focus on the same phenomena of interest (300). In addition, the JBI 

methodology for systematic reviews is internationally recognised for its rigour and 

quality (320). The JBI SUMARI software provides a standardised method to 

complete the aggregation process is completed to a in line with the method and to a 

high standard (313). Also, this approach is useful for those new to systematic 

reviews, as it potentially reduces the scope for human error. 

4.3.6.1 The process of meta-aggregation 

Data synthesis utilising a meta-aggregation approach requires the reviewer to 

complete a three-step process (321). The first step is to extract all the qualitative 

themes from the original research papers, as well as any accompanying quotations. 

After extraction, each of the findings and quotes is given a level of credibility. 

Credibility is defined as whether there is a ‘fit’ between the author’s interpretation 

and the original source data (322). When assessing the credibility of the findings, 

the focus is not on the full research undertaken but the results of the author’s 

interpretive analysis (243). 

To complete the second step, the findings are developed into categories; developed 

by clustering the findings together based on similar meanings. It is recommended 

(321) that there should be at least two categories per SFs. From these initial 

categories, these were drawn together to develop SFs. The synthesised findings are 

also generated based on categories that have similarity in meaning, with 

recommendations that there are at least two categories per synthesised finding 

(321). Within this review, four reviewers read the synthesised findings to reduce 

interpretation bias. Discussions took place to obtain a consensus on the final 

categories and overall synthesised findings.  

4.4 Results 

The systematic searching of the electronic databases and subsequent reference list 

searches yielded 19,702 references. Of these, 23 full-text papers were included at 

the title and abstract stage, with 11 meeting the inclusion criteria and being included 

in the review. Seven of the papers were identified through the electronic database 

search and four were identified through hand-searching. As part of the search 
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process, systematic reviewers often review reference lists of other studies or 

conduct hand searches to identify additional primary studies (323). A PRISMA flow 

diagram of each phase of the review is presented below in Figure 10.  

Figure 10: PRISMA Flow chart 
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4.4.1 Appraisal of methodological quality results 

Upon retaining 11 papers for inclusion in the review, myself and another reviewer 

completed a critical appraisal using the JBI QARI tool. Between reviewers, there 

was an 87.0% agreement rate on the quality of included papers. I resolved all 

disagreements through discussion. All of the 11 papers met criteria 2, 3, 4, 5, 8 and 

10. It was unclear across all the papers documented what the philosophical 

perspective adopted was, as the papers did not highlight the philosophical or 

theoretical premise on which the studies were based (264). Additionally, none of the 

papers, except Willis (2016), met criteria 6 which focused on locating the researcher 

culturally or theoretically. Criteria 7 was not met by any papers except Willis et al. 

(2015), as the nine papers did not highlight the influence of the researcher. It was 

unclear whether Langan et al. (1994) met this criterion. Regarding criteria 9, all 

papers, except Wood et al. (2007), clearly document that the research had received 

ethical approval. All the results from the critical appraisal of the 11 papers are in 

Table 11, which are listed in chronological order based on the year of publication. 

No papers were excluded from the review based on the quality assessment. This 

was decided due to the limited number of papers being identified in the searching, 

and if excluded the voices of the participants might have been missed.  

 

4.4.2 Overview of included papers 

The study characteristics for the 11 included papers are shown in Appendix C2. To 

summarise, of the 11 papers, three were conducted in England (184, 324, 325), five 

in Scotland (190, 326-329), and three in Northern Ireland (330-332). Four of the 

papers reported on cervical cancer screening (324-326, 329), five reported on 

breast cancer screening (190, 327, 330-332) and two reported on cervical and 

breast cancer screening (184, 328). Even when colorectal cancer screening was 

part of the search strategy, no papers were identified. In total 224 women with 

learning disabilities, 81 paid carers, and three FC were participants in the included 

studies (184, 190, 324-332). Two papers (184, 324) did not detail whether their 

samples of 110 participants were family or PCW, thus they have not been included 

in the total participants. Due to the retrieved papers focusing on cervical and breast 

cancer screening, the subsequent results relate to women with learning disabilities 

as women only are invited to attend cervical and breast cancer screening.  
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Table 11: Critical appraisal results for included papers 

Qualitative QARI Assessment  

 1 2 3 4 5 6 7 8 9 10 

Total QARI ‘yes’ 

(Dependability 

‘yes’ Score) 

Langan et al. 

1994. 
U Y Y Y Y N U Y Y Y 7 (3) 

Broughton et 

al. 2000. 
U Y Y Y Y N N Y Y Y 7 (3) 

Levi, Kimpton 

& Sim. 2006. 
U Y Y Y Y N N Y Y Y 7 (3) 

Wood & 

Douglas. 2007. 
U Y Y Y Y N N Y N Y 6 (3) 

McIlfatrick et 

al. 2011. 
U Y Y Y Y N N Y Y Y 7 (3) 

Taggart et al. 

2011. 
U Y Y Y Y N N Y Y Y 7 (3) 

Truesdale-

Kennedy et al. 

2011. 

U Y Y Y Y N N Y Y Y 7 (3) 

Lloyd et al. 

2014. 
U Y Y Y Y N N Y Y Y 7 (3) 

Willis, 2015. U Y Y Y Y N N Y Y Y 7 (3) 

Willis et al. 

2015. 
U Y Y Y Y N Y Y Y Y 8 (4) 

Willis. 2016. U Y Y Y Y Y N Y Y Y 8 (4) 

Y= Yes (shaded in green); N=No (shaded in red); U=unclear (shaded in yellow). 

Bold = Questions used to determine the ConQual score for dependability. 
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4.4.3 Synthesised findings (SF) 

From the 11 included papers, 59 findings were identified. These findings were then 

aggregated into a total of 10 categories, based on the similar meanings of the 

findings. The categories were further synthesized to generate four SFs. The four 

SFs are: 1) carers expressing how they support women with learning disabilities to 

attend the screening; 2) women with learning disabilities awareness of screening, 

and their psychophysical experiences; 3) professional practice barriers and 

understanding of the needs of women with learning disabilities, and 4) approaches 

to improve the uptake of cervical and breast cancer screening. Table 12 reports how 

many findings and categories were aggregated together to develop the four SFs.  

Table 12: Findings and categories within each SF 

SF SF title (Section Number) Categories Findings 

1 

Carers expressing how they support women with 

learning disabilities to attend the screening (Section 

4.4.3.1) 

3 21 

2 

Women with learning disabilities awareness of 

screening, and their psychophysical experiences 

(Section 4.4.3.2) 

3 22 

3 

Professional practice barriers including the need for 

multidisciplinary working and an understanding of 

the needs of women with learning disabilities 

(Section 4.4.3.3) 

2 8 

4 
Approaches to improve the uptake of cervical and 

breast cancer screening (Section 4.4.3.4) 
2 8 

 

Within the JBI manual, there is guidance for reviewers when developing categories 

within an SF, there should be at least two findings per category, and per each SF 

should comprise of at least two categories (299). With this guidance in mind, the 

findings and categories developed in the current review fall in line with 

recommendations.  

In the following subsections, each of the four SFs are explained in turn. At the end 

of each section, each SF has an illustrative table highlighting how the findings have 

been clustered to develop categories, and how they have been further aggregated 

together to form an SF.  
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4.4.3.1 SF 1: Carers expressing how they support women with learning disabilities 

to attend screening. 

The first SF explores FC and PCW’s descriptions of how they make decisions in the 

best interest of women with learning disabilities, to prevent distress and discomfort 

from screening. It was acknowledged that preparing women with learning disabilities 

before they are invited to screening helps them become familiar with the screening 

process and equipment. As well as this, there is a requirement of paid carers and 

healthcare professionals to create a positive and encouraging environment that can 

help women with learning disabilities relax during screening and encourage 

attendance at a future screening appointment. Table 13 illustrates the process of 

aggregating the findings, to categories to develop this SF.  

 

Category 1.1: Making decisions in the best interest of the women  

FC and PCW expressed how they tried to balance their decisions about supporting 

cancer screening versus the likelihood of distress for women with learning 

disabilities. Findings highlighted that specific characteristics attributed with learning 

disabilities may result in screening causing distress, for instance: “Some women 

with autism…[with] tactile defensive issues, the smell, the curtains, the buzzing and 

the machinery. They just can’t cope with it…” (Paid care worker) (331). The 

assumption is made by the paid care worker that the women with learning 

disabilities may not be able to ‘cope with it’, which could further lead to decisions 

being made on behalf of women with learning disabilities, without discussion about 

the screening with the women with learning disabilities first. An example of this is 

when a carer highlighted “I think with breast screening there would be a reason for 

that, but there might never be a reason for her to have the cervical smear” (Family 

carer) (327). This can show how FC may favour breast screening over cervical 

screening. Also, a GP expressed that the decision may also be taken away from 

women with learning disabilities for breast cancer screening:  

“The decision could be taken for them [women with intellectual disabilities] 

by carers and relatives may feel that it’s not what they need, that it might 

cause them distress.  So, the decision may not necessarily be taken by the 

patient.” (GP) (330). 

Again, this highlights how the women with learning disabilities may have a decision 

being made without their input and without their wishes being account for.  

Category 1.2: Creating a positive and encouraging environment for screening 
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It was also found that if the women with learning disabilities have an input into the 

decision to attend cancer screening, their preferences should be made known 

before attending the screening. It was the opinion of carers that this will ensure that 

they experience a positive environment during screening to maximise the likelihood 

of screening being completed. A woman with learning disabilities highlighted that “I 

wouldn't have a man...” (woman with learning disabilities) (324).  

To aid in the development of a positive and encouraging environment, the use of 

appropriate language and mannerisms by screening staff were shown to help build 

rapport and relax women with learning disabilities especially through their 

demeanour as screening staff were quotes as needing to be “chirpy” (woman with 

learning disabilities) (332), and have a happy and positive nature to make the 

experience less traumatic. The demeanour is important for ensuring trust is 

developed so the women with learning disabilities “…feel comfortable about what is 

going on” (woman with learning disabilities) (326). The benefit of having a positive 

and friendly nurse was expressed by a paid carer who criticised how a nurse spoke 

to a woman with learning disabilities: “The nurse did not explain in detail, she said… 

get your things off and get up there. There was no putting her at ease. A friendly 

relaxed nurse would have been OK.” (Paid carer) (324). As highlighted there was no 

reassurance of the process or help from the nurse completing the cervical 

screening, there was also no encouragement from the staff which can help show the 

women with learning disabilities that they are supported to complete screening, for 

example; “… ‘we can do this’…” (Paid care worker) (325). All these factors were 

identified to help women with learning disabilities have a positive experience at 

screening.  

Category 1.3: Prior preparation 

In the included studies, family and paid carers expressed how they would need to 

ensure women with learning disabilities were familiar with the screening 

environment and the equipment used: “…sit on the couch you know look at the 

speculum all those kind of things, you know the little brush that takes the specimen 

you know takes the cells away…” (Paid care worker) (325). This prior preparation 

was highlighted as potentially being a lengthy process as a family carer who 

highlighted; “she would need to go several times: first to get to know the nurse or 

doctor; also, the procedures.” (Family carer) (324). Preparation may not only be a 

physical act as previously highlighted. A woman with learning disabilities recalled 

that her GP taught her how to check her breast “for lumps” (woman with learning 
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disabilities) (190). Being aware of, and informed about cancer, to aid women with 

learning disabilities in being aware of the symptoms of cancer, may help them in 

having a better understanding of cancer screening.   

Table 13: Meta-aggregation process for SF 1 depicting the findings and categories 

Synthesised 

Finding 1 
Categories 

Finding 

 (U = Unequivocal or C= Credible) 

Carers expressing 

how they support 

women with 

learning disabilities 

to attend 

screening.  

 

Family carers and 

paid care workers 

described that they 

attempted to make 

decisions in the 

best interests of 

the women with 

learning 

disabilities, to 

prevent distress 

and discomfort.  It 

was acknowledged 

that preparing 

women with 

learning disabilities 

before they are 

invited to screening 

will help them 

become familiar 

with the process 

and equipment, but 

also there is a 

requirement of paid 

carers and 

healthcare 

professionals to 

create a positive 

and encouraging 

environment which 

can help women 

relax during 

Prior 

preparation 

The importance of preparation work with the women with 

learning disabilities: 

“She would need to be prepared before the test, she would 

need to go several times: first to get to know the nurse or 

doctor; also, the procedures. (Family carer) (page 909)” (U) 

(324) 

Role in supporting women with intellectual disability access 

breast screening services: 

“Working in the breast screening programme, my role as a 

clinical nurse specialist is to educate the ladies, to be a 

support aid, to provide information about each step of the 

process so that they know exactly what is happening. . . . 

So regardless whether they have a intellectual disability or 

not . . . we are the signposts, we are there for information, 

we provide advice, we provide support (Breast Care Nurse 

2)” (C) (330) 

Perceived solutions to barriers” 

“Talk to them, try to explain to the ones who can understand 

that its for their own health reasons and its not as scary or if 

some of their carers or whoever explained what it was going 

to be. And for someone to be with them and that the news 

maybe wouldn’t be as bad as they think. (FG3)” (U)(332) 

The value of the preparation intervention: 

“'[ . . . ] I mean we go down just to look at the room, let them 

sit on the couch you know look at the speculum all those 

kind of things, you know the little brush that actually takes 

the specimen you know takes the cells away, just so they’ve 

got an understanding of what it involves. You know getting 

in position without doing anything invasive at the time and 

just maybe build on that so you take two or three trips 

maybe beforehand just to kind of desensitise and build that 

bit of insight really and obviously the person who’s going to 

actually do the procedure get them involved as well if 

possible [ . . . ] I would look at doing that really because 

that’s automatically going to make the person hopefully feel 

comfortable'. (Participant six) (page 135)” (U) (325) 

The value of the learning disabilities nurse’s flexible 

approach: 
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screening and 

attend future 

screening. 

“'A couple of my experiences have been with women who 

have been reluctant who I’ve worked with for many months 

if not a couple of years, you know not the only issue I’ve 

worked with them on, but over the time I’ve worked with 

them trying to de-sensitise them and trying to educate them 

about the process and not been particularly successful, you 

know I’ve maybe had a few tries at supporting them through 

primary care and then actually in the end being able to get 

the cervical screen but at a different appointment.'  

(Participant five) (page 137)” (U) (325) 

A few more difficulties: 

“I don’t think that they are any different than any other 

women. Obviously they have a few more difficulties but then 

things should be in place before they attend. (paid carer)” 

(U) (327) 

Keeping myself healthy: 

“Dr George told me to check them for lumps. Dr George 

taught me to do this [actions checking the breast using the 

flat of hands to feel all over her breast] (Marion, Interview)” 

(U) (190) 

Health education and health promotion: 

“'I have contacted the breast screening nurses before the 

women with intellectual disabilities attends, explaining what 

this person’s particular needs will be on a given day and 

making sure that the nurses are aware of her needs. (FG3)' 

(U) (331) 

Recalling positive past experiences: 

'She goes to the mobile down at the hospital and she 

handles it all very well, but again, originally she was given 

all the information and was reassured and educated at the 

time. (FG4)' (U) (331) 

Lack of importance given to the need for breast examination 

and breast screening: 

“Very often the woman with the intellectual disabilities needs 

to be assisted to attend the breast screening clinic and there 

is no motivation in the part of the older family carer to bring 

them: so how can it happen? (FG2)” (U) (331) 

 

 

 

 

 

 

 

Making 

decisions in 

Perceived barriers to women with intellectual disability 

accessing breast screening services; barriers attributed to 

carers: 

“The decision could be taken for them [women with 

intellectual disabilities] by carers and relatives may feel that 

it’s not what they need, that it might cause them distress. So 

the decision may not necessarily be taken by the patient 

themselves. (GP 1)” (U) (330) 

Balancing women’s rights against the potential for distress: 
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the best 

interest of 

the women 

 

“'[ . . . ] obviously you’ve got all the women with profound 

and multiple intellectual disabilities, what are you going to 

do about people who are non-verbal with an IQ of less than 

twenty, how are you going to make a decision that having a 

cervical screen will be in their best interest because the 

trauma for that procedure is likely to out-weigh the benefits.' 

(Participant 10) (page 137)” (U) (325) 

Barriers to breast screening: 

“I think with breast screening there would be a reason for 

that, but there might never be a reason for her to have the 

cervical smear. (family carer)” (U) (327) 

Care of women unable to give informed consent to 

screening: 

“If it is going to be too traumatic you just wouldn’t do it 

anyway…” (Practice Nurse) (U) (329) 

Negative emotions, attitudes and physical barriers: 

‘Some women with autism . . . tactile defensive issues, the 

smell, the curtains, the buzzing and the machinery. They 

just can’t cope with it . . . . . . they can’t handle touch. (FG4)' 

(U) (331) 

 

 

 

 

 

 

 

 

 

 

 

Creating a 

positive and 

encouraging 

environment 

for 

screening 

Having a female clinician carry out the test: 

“I wouldn't have a man, I would be embarrassed if it was a 

man (Experience of two tests) (page 909)” (U) (324) 

Support given by medical and nursing staff: 

“Having someone with you gives you more confidence. 

(Experience of two tests) (page 909)” (U) (324) 

Women’s experiences of breast mammography:  Support 

from nurses and carers: 

“chirpy” (C) (332) 

Having the smear test: 

“I mean at the end of the day, the person has got to trust the 

doctor and feel comfortable about what is going on.” (U) 

(326) 

Optimising women’s experiences of cervical screening: The 

importance of knowledge, attitudes and skills: 

“The environment is really important and the nurse and the 

language they use and actually sometimes they have a 

rapport with a person and the practice nurse is filled with 

confidence, you know ‘we can do this’ and you know ‘this is 

what you need to do, this is what you need to think about’ 

and actually asks those probing questions so see whether 

they understand’. (Participant three) (page 138)” (U) (325) 

Staff facilitating reasonable adjustments: 

“'[ . . . ] she’s just one of these nice ladies, you know a 

professional who you know will just give a little bit of time 

and will have a chat and you know you don’t feel rushed 

with her [ . . . ] a good professional who you know makes 
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adjustments for anybody under the set of circumstances for 

having a smear test [ . . . ] I do think that she would have 

worked with me with in whatever we’d have thought we 

needed. (Participant one) (page 139)” (U) (325) 
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4.4.3.2 SF 2: Women with learning disabilities awareness of screening, and their 

psychophysical experiences  

This SF highlights the factors expressed by women with learning disabilities before, 

during, and after attending cervical and breast cancer screening. Some women with 

learning disabilities highlighted psychological factors of fear and anxiety before 

attending the screening, causing them to have a negative experience. This could 

then be attributed to pain during, but also after, screening. There was also concern 

regarding what would happen with the results after the screening. Within this SF, 

there were also indicators that the FC believed that women with learning disabilities 

did not understand or were unaware of what screening is. However, the women with 

learning disabilities highlighted that they did know some information relating to 

cancer and cancer screening. Table 14 documents the process of aggregating the 

findings into three categories to create this SF. 

Category 2.1: The perception that women with learning disabilities lack 

understanding and awareness of screening 

“I suppose there’s a lack of understanding you know about what the 

procedure is, why you have the procedure and an understanding of cancers 

[...] and I suppose the ability to understand the consequences of actions” 

(Paid care worker) (325). 

This quote from a paid care worker highlights an assumption that the women with 

learning disabilities may not have the knowledge and understanding of cancer 

screening, including the importance and potential consequences of not attending. 

There were examples where women with learning disabilities did have some 

knowledge of cancer including how it spreads and the potential severity: “…It’s like 

a germ in your blood…..you could be very sick with it…” (woman with learning 

disabilities) (332), whereas some women with learning disabilities knew a lot more 

about cancer screening; “…to check for abnormal cells that could lead to cancer 

and if they catch it early, it can prevent cancer.” (woman with learning disabilities) 

(326). Yet this level of understanding was not common across all women with 

learning disabilities. One potential reason for a lack of understanding was due to not 

being able to read the invite letters: “Something comes in the post and they are not 

able to read, they may not even be aware that they have been invited to breast 

screening” (Paid care worker) (330).  The fact that “they are not able to read” (Paid 

care worker) (330) may mean there is a reliance on carers to explain the invitation 

letter.  
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Category 2.2: Feelings of anxiety and fear throughout the screening programme 

“Does it hurt? How long would it be uncomfortable? Do you have to have an 

injection?” (woman with learning disabilities) (324). 

This quote by a woman with learning disabilities could indicate two possible factors; 

she did not know about cervical cancer screening or that the women with learning 

disabilities is fearing attending the cervical screening, as she asks about the 

potential pain or uncomfortable nature she could face. One woman with learning 

disabilities explicitly mentioned feeling scared, which influenced their experience of 

cancer screening by women with learning disabilities: “I was frightened getting that 

thing [the plates on the mammography machine] down…” (woman with learning 

disabilities) (332). Positively a woman with learning disabilities explained when she 

had received screening it was “…nothing to worry about” (woman with learning 

disabilities) (332). Also, a woman with learning disabilities expressed that getting the 

results caused these psychological feelings of anxiety and fear. A woman with 

learning disabilities recalled:  

“The letter came back and I didn’t know what it was. It just said there is 

some abnormality and you need to have another test and I was like, why 

another test? And it must mean that I have cancer!....” (woman with learning 

disabilities) (326).  

This quote shows that this women may not have been prepared for what would 

happen after the screening, especially as they thought that the abnormalities meant 

she had cancer.  

Category 2.3: Experiences of pain during and after screening  

Alongside the fear and anxiety, women with learning disabilities described 

experiencing pain during and after cervical and breast cancer screening. The pain 

during the cervical screening was attributed to the speculum: “For one thing, they 

put a big thing in me instead of a little thing, which hurt quite badly, it was quite a 

shock” (woman with learning disabilities) (324). Another women with learning 

disabilities recalled that during screening she felt “awkward” (woman with learning 

disabilities) (324), but also that “…it was painful after it was done and I bled 

afterwards” (woman with learning disabilities) (324).  

Whereas, during the breast screening, pain and discomfort were caused by the 

mammography machine: “It’s a bit sore having your breast put in [laughs] the 
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machine. The worst thing is squeezing it. ... It’s cold and painful” (woman with 

learning disabilities) (190).  

Table 14: Meta-aggregation process for SF 2 depicting the findings and categories 

Synthesised 

Finding 2 
Categories 

Finding 

 (U = Unequivocal or C= Credible) 

Women with 

learning disabilities 

awareness of 

screening, and 

their 

psychophysical 

experiences  

 

Women with 

learning disabilities 

expressed factors 

relating to before 

screening, during, 

and after cervical 

and breast cancer 

screening. These 

included feelings of 

fear and anxiety 

before screening, 

causing them to 

have a negative 

experience during, 

which could then 

be attributed to 

pain during, but 

also after 

screening. Family 

carers expressed a 

concern that 

women with 

learning disabilities 

did not understand 

or were are of 

screening. 

Women 

lacking 

understanding 

and 

awareness of 

screening 

Knowledge and awareness of breast cancer and breast 

screening 

“I suppose some of the difficulties would be that perhaps 

their [women with intellectual disabilities] ability to 

examine themselves. Examination may be a problem 

whether that be because perhaps they would be unable 

to do it or they wouldn’t understand the importance of it 

or what they would be looking for. (Breast care nurse 1)” 

(U)  (330) 

Perceived barriers to women with intellectual disability 

accessing breast screening services: Barriers related to 

personal aspects of women with learning disabilities 

“I mean if they have intellectual disabilities and 

something comes in the post and they are not able to 

read, they may not even be aware that they have been 

invited to breast screening . . . also a lack of 

understanding of the procedure or of the purpose of the 

mammogram may be a barrier to the patient in that they 

really don’t understand why they should be coming and 

don’t realise the importance of it. (Breast Care Nurse 4)” 

(U) (330) 

Women’s understanding about breast cancer: 

Knowledge 

“It’s like a stump and that and it eats and eats and eats. 

It’s like a germ in your blood…..you could be very sick 

with it too. (FG3)” (U) (332) 

Women’s experiences of breast mammography: Lack of 

understanding 

“If they explained it more to you for women with learning 

difficulties it wouldn’t be so bad because you go in there 

and they say they are going to help you and not to be 

feared and you go in there and they take your date of 

birth but they don’t explain anything about it…I have a 

mild learning difficulty and I need encouragement to get 

to the doctor and nurses. (FG3)” (U) (332) 

The influence of women’s limited health literacy and 

competing demands on attitudes towards screening 

“'[ . . . ] I suppose there’s a lack of understanding you 

know about what the procedure is, why you have the 

procedure and an understanding of cancers [ . . . ] and I 
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suppose the ability to understand the consequences of 

actions, you know to work through it and think what the 

consequences of not having it would be. If you’re 

thinking in the here and now you might have difficulty 

understanding those consequences and the importance 

of the investigations would not be at the forefront of your 

mind would it.' (Participant eight) (page 135)” (U) (325) 

Keeping an eye on things 

“I’m not sure she checks herself [breasts]. She says she 

does, but what she says and what she does are two 

different things. (Family- carer)” (U) (327) 

Issuing invitations for cervical screening 

“There is the leaflet which is standard for everybody but 

obviously somebody with learning disabilities couldn’t 

cope with it. (Practice Nurse)” (U) (329) 

Lack of knowledge and understanding 

'Because they have limited understanding of what to 

look out for and unless a member of staff knows that 

there is a lump or discharge. . . . .the woman isn’t going 

to recognise that. (FG8)' (U) (331) 

Lack of health promotion and education 

‘There is a lack of education for these women as they 

are not told about cancer, never mind breast cancer. 

These topics are covered over . . . . . . Cervical 

screening is another one. Just taboo. (FG3)' (U) (331) 

Knowledge of cervical screening: purpose and process 

“…to check for abnormal cells that could lead to cancer 

and if they catch it early, it can prevent cancer.” (U) 

(326) 

Feelings of 

anxiety and 

fear 

throughout 

the screening 

programme 

Anxiety about the test. Women who had not received the 

test felt the most anxiety. 

“Does it hurt? How long would it be uncomfortable? Do 

you have to have an injection? (Woman not tested) 

(page 908)” (U) (324) 

Difficulties experienced as a result of feeling tense at the 

time of under-going the test. 

“I have tried, it seemed so difficult and a bit 

uncomfortable, got all tensed up. Doctor said no we will 

leave it. (Abandoned test) (page 909)” (U) (324)  

Women’s experiences of breast mammography: Fear, 

pain and discomfort 

“I was frightened getting that thing [the plates on the 

mammography machine] down…when the top one 

[plate] went down it squeezed me…it was a bit sore here 

[pointing to her breast] it was tight painful. (FG4)” (U) 

(332) 
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Women’s experiences of breast mammography: Positive 

experience 

“When you got it done then there was nothing to 

it….nothing to worry about. (FG4)” (C) (332) 

Perceived barriers to attendance 

“Maybe they are afraid that they will have to go into 

hospital and get their breast removed or something. 

(FG4)” (U) (332) 

The psychological impact of cervical screening 

“‘[ . . . ] I think we made numerous attempts and we tried 

everything but I think the fear just overrode all the 

techniques we’d put in place’ (Participant four) (page 

134)” (U) (325) 

Being invited to screening 

“I just kept ripping up the letter. I got warnings, warnings 

from my doctor. He just sent me letters saying it was 

quite important to have a smear test. I got two or three 

and then after that, I just made an appointment.” (U) 

(326) 

Factors that influenced the woman to have a smear test, 

or not have a smear test 

“I think it is just knowing what is going to be in you, or 

you know what is going on around you, but you cannot 

see it because your brain goes into thinking the worst.” 

(U) (326) 

Smear test results 

“The letter came back and I didn’t know what it was. It 

just said there is some abnormality and you need to 

have another test and I was like, why another test? And 

it must mean that I have cancer! That just stuck in my 

head.” (U) (326) 

Experiences 

of pain during 

and after 

screening 

Pain experienced as opposed to anxiety about the test 

“It felt painful and awkward. It was painful after it was 

done and I bled afterwards. (Experience of one test) 

(page 908)” (U) (324) 

Difficulties arose during the process of collecting a 

cervical smear test 

“For one thing, they put a big thing in me instead of a 

little thing, which hurt quite badly, it was quite a shock. 

(Experience of two tests) (page 909)” (U) (324)  

Orange squeezer - “It’s a bit sore having your breast put 

in [laughs] the machine. The worst thing is squeezing it. 

... It’s cold and painful. (Tanya, interview)” (U) (190) 
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4.4.3.3 SF 3: Professional practice barriers including the need for multidisciplinary 

working and an understanding of the needs of women with learning disabilities 

It was perceived and portrayed within this SF that paid care workers, including GPs 

and screening staff, have limited knowledge, and understanding of the needs of 

women with learning disabilities generally and the need for the women with learning 

disabilities to access cervical and breast cancer screening. It was also reinforced 

that healthcare for women with learning disabilities and people with learning 

disabilities needs to involve the person, their family, carers, as well as healthcare 

staff to provide person-centred care which is suitable for women with learning 

disabilities. Table 15 documents the process of aggregating the findings into two 

categories to create this SF. 

Category 3.1: Paid care workers knowledge  

FC reported that some GPs held the misunderstanding that if a woman with learning 

disabilities has not been sexually active then cervical screening is not required, due 

to a lower level of risk: “In the past, the GP had said that it is not necessary to give 

her a test unless she's been sexually active” (Family carer) (324). This could reflect 

a potentially limited knowledge of the appropriateness of women with learning 

disabilities attending cancer screening. The lack of understanding of the needs of 

women with learning disabilities can be attributed to a lack of “experience or skill or 

confidence” (Paid care worker) (325). The limited knowledge has been supported by 

a GP who favourably noted that they “would like to think that the staff and medical 

staff would think that these things are worth it rather than not worth it” (GP) (330). 

However using the notion of “I would like to think…” (GP) (330), casts doubt on this. 

Category 3.2: Importance of multidisciplinary working to ensure health of women 

with learning disabilities 

A family carer highlighted that paid carers have previously not involved them in 

sharing information or involving them in discussion on breasts and breast cancer: 

“…They went upstairs, and made it clear it’s Holly they were here to see. So if we 

don’t know, how can we help?” (Family carer) (328). This suggests that the family 

carer felt excluded from the care of the women with learning disabilities when she 

wants to support paid carers including nurses in supporting their relative. This is 

shown by: “if we don’t know, how can we help?” (Family carer) (328). The 

importance of partnership working where primary care services and community 

learning disability service work together through multidisciplinary working was raised 

by a practice manager: “I don’t see it as necessary…not in an official type…we 
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know them and they know us and they are at the other end of the phone.” (Practice 

Manager) (184). This reinforces that the practice manager feels the links to enable 

joint working to support women with learning disabilities in deciding to attend, or not, 

cervical and breast cancer screening.  

Table 15: Meta-aggregation process for SF 3 depicting the findings and categories 

Synthesised 

Finding 3 
Categories 

Finding 

(U = Unequivocal or C= Credible) 

Professional 

practice barriers 

including the need 

for multidisciplinary 

working and an 

understanding of 

the needs of women 

with learning 

disabilities 

 

It was perceived 

that healthcare 

professionals have 

limited knowledge 

and understanding 

of the needs of 

women with 

learning disabilities 

and the need for 

them to access 

screening. Also 

ways to improve 

uptake to cancer 

screening was also 

highlighted 

including reinforcing 

healthcare 

professionals 

should implement 

reasonable 

adjustments. 

Healthcare 

professional 

knowledge 

Not considered cervical screening to be an issue for the 

women in their care, due to assumptions about sexual 

inactivity 

“In the past the GP had said that it is not necessary to 

give her a test unless she's been sexually active. (Family 

carer) (page 910)” (U) (324) 

Promoting health 

“I do feel that because a person has some sort of 

learning difficulty their sexual health is dismissed. They 

should have the same screening as any person has. 

(Carer)” (U) (184) 

Barriers attributed to healthcare professionals 

“I would like to think that the staff and medical staff would 

think that these things are worth it rather than not worth 

it.’ (GP 2)” (U) (330) 

The problem of minimal exposure to people with 

intellectual disabilities 

“[ . . . ] I don’t think we always realise how difficult it is for 

people who haven’t worked with people with a learning 

disabilities. We go in all guns blazing about reasonable 

adjustments but people who have no experience of 

people with a learning disabilities, it’s understandable 

sometimes why their decision making process isn’t okay 

or maybe their approach isn’t. I’ve not ever seen it 

malicious, it’s been lack of experience or skill or 

confidence and I think we sometimes forget that because 

we are so familiar with it we expect everyone to work the 

way we do and they’re not able to and that’s fair enough [ 

. . . ] I do think that we do have to think that someone’s 

experience of learning disabilities is very limited and 

you’re doing a very invasive procedure with someone 

who’s very distressed. You may not handle it that well.' 

(Participant 10) (page 138)” (U) (325) 

Risk factors for breast cancer 

“I think that diet has a big impact on any form of cancer, 

not only breast cancer, and diet is very poor amongst our 

women, I mean the five a day just doesn’t hit home. 

(FG2)” (U) (331) 
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  Communication issues 

“Communication really is the difficulty. (Practice Nurse)” 

(U) (329) 

Importance 

of 

multidisciplin

ary working 

to ensure 

health of 

women with 

learning 

disabilities 

Joint working between primary care and Community 

learning disabilities Teams 

“Regarding formalising joint working: ‘I don’t see it as 

necessary…not in an official type…we know them and 

they know us and they are at the other end of the phone.’ 

(Practice Manager)” (U) (329) 

Care within boundaries 

“When the nurse came to tell her about her breasts… 

They went upstairs, and made it clear it's Holly they were 

here to see. So if we don't know, how can we help? 

(family carers)” (U) (328) 
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4.4.3.4 SF 4: Approaches to improve the uptake of cervical and breast cancer 

screening 

From the 11 included papers, multiple examples and suggestions were expressed 

on how women with learning disabilities can be helped and supported to attend 

cancer screening. This includes making the wider healthcare system and processes 

appropriate for women with learning disabilities, as well as providing training and 

education to women with learning disabilities themselves, their family, and paid 

carers. Table 16 documents the process of aggregating the findings into two 

categories to create this SF. 

Category 4.1: The need for educational training provided to everyone 

“Everybody really needs to know, from the GPs to day care staff, everybody who 

comes into contact with the woman with intellectual disabilities (learning disabilities) 

needs to know about this…” (Paid care worker) (331). This highlights the suggestion 

for needing education for FC, and paid care workers including GPs and screening 

staff on how to help support women with learning disabilities generally, but also 

concerning attending cancer screening.  

Suggestions were made on methods to improve the understanding of women with 

learning disabilities towards screening, including using a pictorial leaflet given to 

carers to help explain the need for cancer screening: “A leaflet that has pictures on, 

that I could actually explain along with the pictures of what it entails...” (Paid care 

worker) (327) along with information on “the worst-case scenario… Maybe a story of 

somebody that has had an abnormal result.” (woman with learning disabilities) 

(326). As well as a leaflet, methods that do not rely on reading were identified 

“including a DVD… something women focussed using pictures, signs and symbols 

(Makaton) where necessary” (Paid care worker) (331). Conversations, where 

women with learning disabilities can discuss cancer screening with someone not 

related to their care was also suggested: “I think maybe if there is more people 

coming in… and talking to women with intellectual disabilities and their carers and 

explain to them what it’s about and how often they have it done and whatever” (Paid 

care worker) (331). 

Category 4.2: Having learning disabilities friendly screening services 

A paid carer highlighted that women with learning disabilities “were entitled to the 

same services … rights” (woman with learning disabilities) (331), when discussing 

the importance of breast cancer screening. However, it was found that in some 
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instances few reasonable adjustments were being implemented. A paid carer 

highlighted that if women with learning disabilities are rushed during appointments 

and are pushed into ‘the one size fits all’ system then women with learning 

disabilities will be less likely to attend the screening, putting their health at risk: “…if 

the five minute appointment doesn’t suffice, then that’s you know where people drop 

through the net” (Paid care worker) (325). This highlights a much wider problem that 

“there is a need to look at the whole process for a woman with a learning 

disabilities....[to] try and see where it could be improved… sort of inter-group 

discussions...” (Paid care worker) (330). This highlights a need to look at the cancer 

screening pathways, to identify ways in which the cervical and breast cancer 

screening programmes can be improved to support women with learning disabilities 

in deciding whether to attend cancer screening and methods or intervention to 

support them through the screening processes.  

Table 16: Meta-aggregation process for SF 4 depicting the findings and categories 

Synthesised 

Finding 4 
Categorises 

Finding 

(U = Unequivocal or C= Credible) 

Approaches to 

improve the uptake 

of cervical and 

breast cancer 

screening.   

 

It was suggested 

that health care 

generally needs to 

be reviewed to 

better fit the needs 

of people with 

learning 

disabilities. Two 

areas of 

improvement were 

suggested which 

could help improve 

the uptake 

including better 

quality information 

in a variety of 

formats as well as 

the need for 

education for all 

Having 

learning 

disabilities 

friendly 

healthcare 

Solutions to women with intellectual disability accessing 

breast screening services 

“There is a need to look at the whole process for a 

woman with a learning disabilities, what actually is out 

there?. . . . Probably it would be a good idea for a lot of 

people to get together maybe and try and see where it 

could be improved. . . . sort of inter-group discussions as 

to ways that the whole process could be improved. 

(Radiographer 1)” (U) (330) 

 Importance of breast screening 

“Were entitled to the same services . . . . . . rights’ (FG4) 

(U) (331) 

Not allowing extra time in appointments 

“'[ . . . ] we’re working very much individual you know 

whereas like primary care it’s a very different sort of 

setup really where people fit in to that system and if they 

don’t fit in to that system, we find it with health checks full 

stop, if they don’t fit in to that system, if the five minute 

appointment doesn’t suffice, then that’s you know where 

people drop through the net.” (Participant two) (page 

139)” (U) (325) 

 

The need for 

educational 

training 

It could be broccoli 

“A leaflet that has pictures on, that I could actually 

explain along with the pictures of what it entails . . . how 

some people get problems with their breasts in their later 
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including women 

themselves, carers 

and healthcare 

professionals. 

provided to 

everyone 

life and that breast screening prevents that. (paid-carer)” 

(U) (327) 

Development of health education material 

‘Using a range of materials to educate women with 

intellectual disabilities including a DVD, leaflets, 

something women focussed using pictures, signs and 

symbols (Makaton) where necessary. (FG1)' (U) (331) 

Information on cervical screening and the smear test 

“Maybe in the information leaflet you should have that in 

the worst case scenario, you could have something that it 

is treatable. May be a story of somebody that has had an 

abnormal result. Put that in the leaflet. The worst case 

scenario. Somebody did have abnormal cells and it got 

treated.” (U) (326) 

Development of health promotional activities 

‘I think maybe if there is more people coming in . . . and 

talking to women with intellectual disabilities and their 

carers and explain to them what it’s about and how often 

they have it done and whatever. I think that would be a 

great help for them. (FG7)' (U) (331) 

Solutions to overcoming the factors that inhibit women 

with intellectual disabilities to attend for breast screening: 

Training for all 

'Training for everybody. Everybody really needs to know, 

from the GPs to day care staff, everybody who comes 

into contact with the woman with intellectual disabilities 

needs to know about this because it’s not just our role as 

community nurses. It’s anybody who is physically 

working with people with an intellectual disabilities. 

(FG3)' (U) (331) 
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4.4.4 ConQual results 

Upon finalising the SF, a ConQual assessment of credibility and dependability was 

undertaken as described in section 4.4.8.3. Table 17 documents the completed 

ConQual assessment. 

All four of the SFs were deemed to have high credibility. This was due to 56 of the 

findings, from the 11 papers, being rated as ‘unequivocal’ and three being ‘credible’. 

It should be noted that SF1 and SF2 could have been downgraded by one level as 

there was a mixture of credible and unequivocal findings. However, due to the small 

number of credible findings, this was deemed inappropriate, therefore SF1 and SF2 

were not downgraded for the credibility assessment.  

Regarding the dependability assessment, all SFs were downgraded by one level. 

Willis et al. (2015) and Willis (2016) met four of the six criteria used to assess 

dependability, with nine of the papers meeting three of the six criteria. This 

assessment deemed all SFs to have a moderate dependability score. This indicated 

that all papers could be improved, by documenting the researcher’s philosophical 

perspective, locating the researcher culturally or theoretically, and any influence of 

the researcher. If this information were contained within the papers, this would have 

ensured that the research process was logical and well documented, supporting the 

methods chosen and decisions made by the researchers (321). 
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Table 17: ConQual Assessment of Credibility and Dependability 

Synthesised 

Finding 

Type of 

research 
Dependability Credibility 

ConQual 

Score 
Comments 

SF 1: Carers 

expressing how 

they support 

women with 

learning disabilities 

to attend screening 

Qualitative 

Downgraded 

by 1 level from 

High to 

Moderate * 

High** Moderate 

*2 of the 9 papers 

are deemed to 

have high 

dependability  

**2 of the 22 

findings were 

credible rather 

than unequivocal 

findings but not 

downgraded due 

to a large number 

of unequivocal  

SF 2: women with 

learning disabilities 

awareness of 

screening, and their 

psychophysical 

experiences 

Qualitative 

Downgraded 

by 1 level from 

High to 

Moderate * 

High** Moderate 

*2 of the 9 papers 

are deemed to 

have high 

dependability  

**1 of the 22 

findings was 

credible rather 

than unequivocal 

findings but not 

downgraded due 

to a large number 

of unequivocal 

SF 3: Professional 

practice barriers 

including the need 

for multidisciplinary 

working and an 

understanding of 

the needs of 

women with 

learning disabilities 

Qualitative 

Downgraded 

by 1 level from 

High to 

Moderate * 

High Moderate 

* All the 7 were 

deemed to have 

moderate 

dependability 

SF 4: Approaches 

to improve the 

uptake of cervical 

and breast cancer 

screening 

Qualitative 

Downgraded 

by 1 level from 

High to 

Moderate * 

High Moderate 

*1 of the 5 papers 

is deemed to have 

high dependability 

 

Dependability of the SFs is indicated by the scores for ‘YES’ answers in the critical appraisal of 

papers, specifically relating to question 2, 3, 4, 6 and 7 on the JBI Critical Appraisal tool. 

Credibility (the confidence that can be placed in the interpretive analysis) is indicated by whether 

findings were unequivocal or credible. 
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4.5 Chapter summary 

This section of the review provides a brief discussion of the systematic review in the 

chapter. Further discussion of the review, and subsequent phases of the PhD, is 

presented in chapter 8. The original aim of the review was to identify and synthesise 

qualitative evidence on the attitudes of people with learning disabilities, FC, and 

PCW towards the cervical, breast, and colorectal cancer screening programmes in 

the UK. However, through the systematic search, no papers were identified that 

related to colorectal cancer screening. The systematic review, therefore, 

synthesised 11 papers relating to the attitudes of women with learning disabilities, 

FC, and paid care workers towards cervical and breast cancer screening 

programmes in the UK (256). Meta-aggregation was employed to develop four SFs: 

1) FC and paid care workers’ attempted to make decisions in the best interest of 

women with learning disabilities, to prevent distress and discomfort from screening, 

2) some women with learning disabilities had limited knowledge and awareness of 

cancer and cancer screening, and they expressed feelings of fear and felt screening 

was painful, 3) there were barriers caused by paid care workers including GPs and 

screening staff, who may have limited knowledge and understanding of the needs of 

women with learning disabilities generally and the need for the women with learning 

disabilities to access cervical and breast cancer screening, and 4) there are multiple 

practical recommendations which can be implemented to help and support women 

with learning disabilities attend cancer screening.  

The results of the review were directly used in the Q methodology study. This is 

described in section 7.2.1 in Chapter 7. A full discussion of the systematic review 

methods and findings is presented in Chapter 8, alongside a dialogue of the 

strengths and limitations. The following Chapter presents a phase of Patient and 

Public Involvement used to inform the data collection of the main PhD study. 
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Chapter 5 Patient and Public Involvement  

In this Chapter, I describe what Patient and Public Involvement (PPI) is, the 

strengths and limitations of employing PPI in this research, and an explanation of 

how I used PPI in this PhD. Following the methods, I describe the outcomes and 

how I directly used the outcomes in the Q study.  

5.1 What is PPI? 

PPI is defined as conducting research “‘with’ or ‘by’ members of the public not just 

‘to’, ‘about’ or ‘for’ them” (n.p) (247). The National Institute for Health Research 

(NIHR) indicates that the term "public" refers to "patients, potential patients, carers 

and people who use health and social care services as well as people from 

organisations that represent people who use services” (n.p) (247). PPI is promoted 

for public health research for those affected by a condition, or the wider public, 

emphasising that they have a right to have a say in decisions about research that 

may affect them (333). 

Patients and the public can contribute to research in three ways: 1) participation 

where patients and the public are recruited into a study to take part in the research, 

where they may be asked to complete questionnaires, take part in interviews, or 

complete activities as part of clinical or non-clinical research (247); 2) engagement, 

where information and knowledge about research are shared with the public before, 

during or after the research, has been completed. This can include organising 

dissemination events to raise awareness of research through media channels (247); 

or 3) involvement where patients and the public are actively involved in research 

projects (334) by being joint grant holders or co-applicants, identifying research 

priorities, being members of a project advisory or steering group and developing 

and commenting on information sheets and other research materials (247).  

Hughes and Duffy (335) define multiple types of PPI involvement, these are: 

undefined involvement, targeted consultation, embedded consultation, co-

production, or user-led research. Table 18 defines each category of involvement 

with examples. 
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Table 18: Types of involvement 

Category Definition Examples 

Undefined 

involvement 

A piece of research that is designed 

and conducted without consultation 

or involvement from the public. 

Alternatively, where the public 

involvement is claimed but not 

explained.  

Those with lived experience 

such as service users, patients, 

carers, are only involved as 

research participants.  

Targeted 

consultation 

Members of the public, particularly 

those with relevant lived experience, 

are approached and consulted on 

aspects of the research study. 

Provide feedback on a lay 

summary or the wording of a 

survey or questionnaire, or to 

provide comment on a research 

proposal. 

Embedded 

consultation 

Involvement where members of the 

public with relevant lived experience, 

are consulted regularly throughout 

the research cycle from giving 

feedback on research ideas and 

proposals through to the 

dissemination of findings. 

Service users involved in 

steering or advisory groups, or 

having a consultation with a 

specialist service user advisory 

group or user-led organisation.  

Co-

production 

People with lived experience are 

involved as members of the research 

team and co-authors on publications.  

Service users or people with 

lived experiences become 

members of the research team, 

contribute to ideas and 

decisions concerning the 

research and findings. 

User-led 

research 

Members of the public with relevant 

lived experience, academics, and 

practitioners work together 

systematically across all areas of the 

research cycle. People with lived 

experience are supported to take the 

lead in directing the nature and 

direction of a research study.  

People with lived experience 

being involved in generating 

ideas, proposals, funding bids, 

publishing, and presenting the 

research. Can be involved in 

conducting the research e.g. 

interviewing participants.  

Adapted from Hughes and Duffy (335). 
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These specific categories for involvement are outlined in an attempt to ensure that 

the involvement of service users and those with lived experience in research is not 

“tokenistic and vague” (p. 1183) (335). These categories will, in themselves, result 

in a better outcome, as they can aid the researchers in assessing the level of 

involvement that they have planned to implement or have implemented in their 

research.  

5.2 Strengths of PPI  

Positive impacts of PPI have been reported for various stages of research; from 

designing the study and the selection of outcome measures, to the dissemination 

and implementation of the results and findings (336, 337). Similarly, the Health 

Research Authority (HRA) has specifically acknowledged the benefits PPI can have 

at the design stage (338), by helping to: 

● make the research more relevant, which can help make the results of the 

research be more likely to benefit patients and the public; 

● define what is likely to be acceptable to participants, especially when the 

research is controversial or on a sensitive topic; 

● improve the informed consent process as it can make it easier for prospective 

participants to understand the research and its potential risks and benefits; 

● improve the experience of participating in research by checking that the 

practical arrangements for participants are appropriate and is a respectful use 

of people’s time; and 

● improve the communication of findings to participants and the wider public by 

providing information on the progress of the research as well as the results 

(338). 

Moreover, by undertaking PPI, it may help to ensure successful delivery of trials and 

research, by increasing the likelihood of participant recruitment and retention (339, 

340), as the research is more likely to be designed and conducted in a way that is 

acceptable to participants (338).  

PPI can also have a positive impact during the ethical review of the research (338). 

Involving the right people within PPI can help to produce research that respects the 

rights, safety, dignity, and wellbeing of participants, which in turn may help to 

address issues that Research Ethics Committees (RECs) consider in their reviews 

(338). This could make it less likely that revisions are needed to participant 

information sheets or other documents as they have been checked and approved by 
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patients or members of the public (338). Utilising PPI can be a valuable process in 

shaping the entire consent process as the PPI activity may ensure that consent is 

genuinely ‘informed’ and that potential participants fully understand what taking part 

in the research will involve (341). PPI can ensure that: 

● potential participants receive the information they want and need; 

● the information is delivered in a way that reflects their interests and 

concerns; and 

● any written or verbal information is clear and accessible. 

It is recommended that PPI activities are embedded in PhD research within health 

and social care research (342) as PhD researchers can be new to research, the 

specific field of study, and/or have limited experience which can impact the quality 

of the research (342).  

The methods of PPI can range from informal discussions to partnership research 

approaches such as action research, co-production, and co-learning (343). 

Greenhalgh et al. (344) also pointed out that a ‘one‐size‐fits‐all’ approach to PPI is 

not the favoured approach to take. This, therefore, reinforces the flexibility 

researchers have to ensure that the involvement and engagement is tailored to the 

specific topic, research question, methods, and resources available to the 

researcher (343). Each piece of research is different, and therefore the PPI should 

be utilised in ways that will provide the most benefit for that particular study (345).  

5.3 Limitations of PPI 

As highlighted within the previous section, conducting PPI can have a positive 

impact on the ethical approval process. However, this may not always be the case.   

One limitation which could impact the quality of PPI is the negative attitudes of the 

researchers where they may feel it is unnecessary. This could lead to the PPI 

becoming tokenistic (339), with researchers tending not to publish their methods 

and findings of PPI (346). However, when researchers do report the PPI it is poor 

which can lead to a weaker understanding of best practice in different contexts, with 

different groups of people (347). In a systematic review of attitudes and approaches 

to PPI across Europe (348), it was evidenced that there is a perceived reluctance of 

professionals and policymakers to allow a more direct or intense involvement than 

consultation (348), with some papers noting that the knowledge of professionals is 

valued more so over patient or public knowledge (348). This could increase the 
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chance of minimal or tokenistic involvement, with it being seen as a ‘tick-box 

exercise’ (349). 

In addition, it has been highlighted that there is variations in approaches and tools 

used to engage service users and the public in research (335), with a “lack of 

validated tools to assess its quality, causes challenges to identify best practice of 

PPI and its impact” (p. 2) (346).  

It has been identified that there may be potential power issues between the 

researchers and patient and public contributors (333). Ocloo and Matthews (350) 

highlight that true PPI involvement is a partnership between those involved in a lay 

capacity and paid professionals. Historically it was the case that healthcare 

professionals and researchers took the lead over the decisions of what is research 

and how it is conducted (351), where now the PPI involvement should be at the 

forefront of decisions (350). To reduce the potential for a power imbalance 

researchers and those involved in research must be clear about their role and the 

value of PPI and the distinct expertise that PPI members can bring to the team and 

the research (351).  

Whilst the value of PPI is increasingly recognised, there is a lack of training for 

researchers to develop their PPI skills (352). Although INVOLVE, established in 

1996 and forms part of the NIHR to support public involvement in NHS, public 

health and social care research (353), have taken steps to improve the training on 

PPI to researchers, previously this was not present. Due to this, there is a call for 

Early Career Researchers (ECR), who are typically researchers in the first four 

years of their research activity, to develop and foster PPI-related awareness, skills 

and expertise to champion meaningful PPI in the future (354). In addition, if the 

skills and values of PPI are introduced early in ECR training, it will aid in the 

involvement of PPI becoming a common research activity and the normal way of 

working (354). 

Regardless of training and experiences, PPI may not be suitable for all research, 

especially where there are time pressures. For instance, researchers should 

consider the additional time needed to complete research when PPI is included. 

This is because involving PPI can lead to more time being needed for both the 

service users, patients and the researchers to complete the PPI activities (339), 

which ultimately takes time and resources away from the primary data collection. As 

an opposition to this, it can be argued that if PPI is embedded from the outset of the 
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research, during the planning phase, it can enable the researcher to forward plan 

and build and develop trust and relationships (355). 

In addition, it is important to consider the potential for increased financial costs 

caused by embedding PPI into research (335). It is deemed good practice to pay 

people for their involvement in PPI (356). This is a way of rewarding people for their 

time, skills and expertise that they contribute to the research process (356). In terms 

of this payment, there are two categories: covering expenses, and payment for time, 

skills, and expertise. Covering a person’s expenses includes paying for their 

expenses directly, or reimbursing costs that the person incurred for being involved 

such as travel costs, with all expenses being reimbursed (356). Whereas payment 

for time, skills and expertise refers to payment for the contribution to the research 

process (356). Payment is a positive step towards establishing equal partnerships 

between the researchers and those involved in PPI. This can consequently support 

the inclusion of people in PPI who may not otherwise be able to be involved, due to 

their financial situation or other reasons which relate to accessing meetings (356). 

Being paid for their time and expenses to be involved could potentially widen the 

pool of people who may be able to input and influence the research (356). Whilst 

INVOLVE recommends that it is important to consider payment, not all research has 

the funding or resources to pay people for involvement, which often includes PhD 

studies. This may limit the range and extent of PPI activities that PhD researchers 

can employ, relying on people to complete activities in good will. In addition, while 

funders and ethics review boards require PPI to be part of the application process 

(357), for some PhDs this prior identification of PPI may not have been included.  

5.4 PPI within this PhD  

Using Hughes and Duffy (335) categories of involvement (as shown in Table 18 

within this chapter), I utilised targeted consultation. As part of this targeted 

consultation, I met with women with learning disabilities to inform multiple aspects of 

the research. In summary, this targeted consultation with women with learning 

disabilities informed the main easy-read study documents used throughout the 

research process, thus helping to ensure that the research documents were suitable 

and approved for women with learning disabilities.  

In this PhD, I deemed that the first category explained by Hughes and Duffy (335), 

undefined involvement, would be the most appropriate for the PhD research. I 

planned to achieve participation through the data collection process where women 

with learning disabilities, family carers (FC) and paid care workers (PCW) were 



Kate Byrnes                                            Chapter 5: Patient and Public Involvement 

109 

invited to take part as research participants. However, thorough and pre-determined 

PPI activity needed to take place to inform and aid in the data collection process. I 

felt that embedded consultation, co-production, and user-led research (as defined in 

Table 18) were not appropriate as the planned research was forming part of a PhD 

programme. To be awarded a PhD, the research must demonstrate that the person 

has carried out independent research to academic standards (358). Also, this PhD 

research was not attached to any funding; therefore, I did not have access to 

additional funding to support the implementation of user-led research.  

As part of the definition and example provided by Hughes and Duffy (335) on 

targeted consultation, it highlights that those with lived experiences are approached 

and consulted on aspects of the study including providing feedback on lay 

summaries and wording of study documentation; this was the focus of the PPI I 

planned and implemented in this research. It enabled me to have a flexible 

approach to the PPI meaning I did not have to be constrained to formal networks 

and set timescales to complete the PPI. Using the consultation also meant I could 

adapt and implement additional phases of PPI where appropriate and necessary, 

and brought a valuable insight into the development of the study.   

5.4.1 The rationale for undertaking PPI in the PhD 

As previously discussed at the beginning of this chapter, PPI can be of benefit for 

research during both the planning and conduct of the research. It was especially 

important for this PhD to involve women with learning disabilities from the outset. 

This was to ensure the documentation and language that I used during data 

collection was appropriate and suitable. This was deemed especially important as I 

was a novice in researching with women with learning disabilities before the 

completion of the PhD. This involvement of women with learning disabilities ensured 

that the topic was not too upsetting and women with learning disabilities would be 

willing to talk to me. Research has highlighted previously that people with a learning 

disability have been involved in research where cancer and death and dying was 

discussed (359). This broadly highlights that people with learning disabilities are 

willing to be involved in research on topics that relate to cancer, and of a potentially 

upsetting nature. In addition to this, I needed to ensure the study documents were 

suitable and appropriate to help the women with learning disabilities to decide if they 

want to take part, or not, in the research. The methods of PPI remove assumptions 

from the research, as it directly asks members with lived experience what their 
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preferences, thoughts and opinions are. I did not want the PPI to be tokenistic, I 

wanted it to be meaningful.  

I also implemented PPI to support the ethics application for the PhD process. Due to 

me not having a medical/nursing background but working with people with learning 

disabilities previously I wanted to highlight to other the work I was doing to ensure 

the research was well thought and planned. It has been highlighted within section 

5.1 that PPI is seen as favourable by the HRA and RECs to inform the data 

collection process. Although not the main reason for having PPI in the PhD, it was 

an important consideration to highlight to the ethics reviewers that I was not 

involving women with learning disabilities as a tick box exercise, but because their 

insight and experiences were invaluable.  

5.4.2 Aim and objectives of the PPI 

The PPI aimed to identify the perspectives of women with learning disabilities 

towards written information intended to be used for primary research, including 

information sheets and a consent form. Each phase of the PPI had a corresponding 

aim, which is reported within each phase’s specific section.   

5.5 Methods 

The subsequent information within this chapter focuses on the PPI undertaken to 

inform the methods, results, and application of the PPI outcomes in the Q 

methodology study (Chapter 7). A personal reflection on the positive and negative 

experiences of the PPI is discussed in Chapter 9 of this thesis.  

To complete the PPI, four sequential phases (documented in sections 5.4.2 to 5.4.5)   

were adopted to ensure that the easy-read study documents were designed with 

consideration of the thoughts and preferences of women with learning disabilities. 

The phases have been mapped against the objectives highlighted in this chapter, 

section 5.4.2. The PPI was undertaken from May 2018 to July 2018. Each of the 

phases were completed consecutively.  

Throughout all phases, purposive sampling was used. The only criteria for 

involvement were that individuals were women with learning disabilities. Each phase 

differed concerning the steps of where and how women with learning disabilities 

were contacted, approached, and involved in the PPI. Also, different women with 

learning disabilities took part in each phase of the PPI. No participants were offered 

any rewards or benefits for their involvement in the PPI, given that no funding was 

attached to this PhD.  
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5.5.1 Ethical clearance 

For this PhD, the PPI was conducted to inform the design and data collection of the 

Q methodology study (discussed in Chapter 6). Actively involving patients or 

members of the public in PPI does not require ethical approval to plan or advise on 

a piece of research, even when the patients or members are recruited via the NHS 

(345). This is because the members are not acting as research participants, but 

instead are acting as “specialist advisers, providing valuable knowledge and 

expertise based on their experience of a health condition or public health concern” 

(p. 9) (345). Therefore, neither ethical approval nor formal consent was required to 

complete this PPI. 

5.5.2 Phase one  

The aim of phase one was to gain an understanding of how women with learning 

disabilities preferred written information to be presented generally, not in particular 

relation to the study.  

5.5.2.1 Recruitment  

I approached a local gatekeeper of a support group in the North East of England for 

people with learning disabilities. The gatekeeper ran the group through the local 

council which offered to support me in identifying eligible members of the group who 

may wish to be involved in PPI. The gatekeeper discussed the topic with the women 

with learning disabilities, identified those that were interested, and supported them 

in completing a questionnaire (discussed in 5.4.2.2). In total, 10 women with 

learning disabilities indicated an interest and completed the questionnaire. Upon 

completion, responses were anonymously posted directly back to me. 

5.5.2.2 Involvement process 

To support the gatekeeper with answering the questions, and to log the women with 

learning disabilities responses, a brief questionnaire was developed. The 

questionnaire comprised of six questions. Prior to printing, the gatekeeper of the 

group checked the wording and appropriateness of the questions. I felt that this was 

an important step as the gatekeeper had insight into the most appropriate wording 

to ensure the women with learning disabilities could read and/or understand what 

was being asked.  

To develop the questionnaire I used guidelines from the Accessible Information 

Standard (AIS)(360), CHANGE (361), and North Yorkshire County Council, to 

ensure the document was in line with easy-read formatting guidelines (362). 
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Documents that are in easy-read format are written in a straightforward manner 

using simplistic words and phrases which are supported by pictures, diagrams, 

symbols, and/or photographs to illustrate the text (360). It was felt that utilising this 

approach would ensure the research is aligned to the AIS (360). The AIS is a legal 

requirement that states that NHS and adult social care organisations are required to 

ensure that people with a disability or sensory impairments are given information in 

a way that they can understand (363).  

Within the AIS it is highlighted that there are multiple ways in which information can 

be accessible; including having information in large print, braille, using Makaton (a 

language which combines signs, symbols and speech which provides someone with 

limited communication multiple ways to communicate (364), having video 

information provided on CDs, as well as documents in easy-read formats (360). It 

was decided that developing study documents in an easy-read format would be the 

most suitable accessible information. Easy-reads are beneficial and need to cater 

for a broad level of ability (365). I have not been trained in Makaton or methods to 

ensure information was accessible, and I did not have funding to develop 

information in braille. It was proposed in the early phases of the PhD that I could be 

trained in Makaton by my advisor who is a Speech and Language Therapist (SALT), 

but due to issues and delays with obtaining ethical approval, this was not suitable 

and could have caused further delays. It was still important however that the women 

with learning disabilities were supported through the research. Indeed, whilst data 

collecting it later became evident that the research could be potentially excluding 

women with learning disabilities who would have benefited from Makaton signs. Due 

to this, an amendment (discussed in Chapter 6) was approved for qualified SALT to 

support me during data collection and provide ‘on the spot’ Makaton signs if the 

women with learning disabilities needed.  

The AIS (360) highlights that information written in an easy-read format should 

utilise straightforward language supported by pictures, diagrams, symbols, and or 

photographs. This can aid the person's understanding, but only if the image is 

illustrative of the text (360). Easy-read materials which have previously been 

published have typically utilised symbol images. For example, Macmillan has 

produced a vast collection of easy-read material on cancer, all of which utilise 

symbol images (366). In addition, the AIS (360) highlights that different font sizes 

are needed by different people, but size 14 should be used as a minimum. A larger 

size font is required as people with a learning disability have a higher incidence of 

undiagnosed sight problems (367). Therefore, having the writing in a larger font can 
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be beneficial. More recently, there have been recommendations to use pictures and 

photographs, as this can help people relate to the image more easily, as symbols or 

drawings may be too abstract for some people to understand (362). The final list of 

the questions is presented below in Figure 11:  

Figure 11: Phase 1 PPI questionnaire 

  

 

 

 

 

 

 

 

 

 

 

The gatekeeper went through a questionnaire with the support group of women with 

learning disabilities, to identify whether they preferred: 1) symbol or real images, 2) 

size 22 or 14 font size, 3) Calibri, Comic Sans or Times New Roman font, 4) writing 

to be on yellow, blue or white paper, 5) format of the instructions and 6) the layout of 

the instructions. I decided on these specific options as they were presented within 

the guidance I accessed (360-362). The first four questions focused on the 

preferences towards the format of easy-read information. The last two questions 

aimed to gain an insight into whether the data collection method would be 

appropriate. The final question linking to the layout of the instruction given to 

participants during the main phase of data collection. The outcomes from phase one 

are presented in section 5.1.8. 

5.5.2.3 Outcomes from phase one 

From phase one, a total of 10 completed questionnaires were received from the 

support group. The results highlight that:  
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• Six out of the 10 preferred a real image rather than a symbol image to 

diagrammatically show what would happen if they took part in the Q-sort;  

• Eight out of the 10 preferred size 22 font; 

• Seven out of the 10 preferred comic sans font over the other options;  

• Four out of the 10 women preferred information to be printed on yellow 

paper, three preferred white, and two chose blue; 

• All women with learning disabilities stated that they liked instructions; and 

• There was a mixed response as to the format of the instructions with, five 

favouring the layout of the instructions, but four who did not like the layout 

and one was unsure.  

The results were fundamental in influencing the design and layout of all easy-read 

documents, including the participant information sheet used within the PhD 

research. The implementation and use of these results are discussed in more detail 

in section 5.6. In utilising the results of phase one, I based my decision on the most 

options that received the most ‘votes’ (e.g. preferring size 22 over 14). Within the 

results, a majority vote was reached, however, if a majority was not obtained, I 

planned to go back to the gatekeeper and arrange a session to come to a 

consensus with the group to ensure they informed and were happy with the final 

decisions. Given that a majority vote was reached I did not go back to the 

gatekeeper for further clarification.  

5.5.3 Phase two  

Following the results of phase one, changes were applied to the easy-read 

documents. Following these changes, this phase of PPI focused on the opinions of 

women with learning disabilities towards the suitability and layout of the easy-read 

documents planned for use in the PhD.   

5.5.3.1 Recruitment  

Two women with learning disabilities who took part in phase one expressed an 

interest to the gatekeeper in helping me further. The gatekeeper put me in contact 

with their support worker to arrange a suitable time and date to meet. As a result, I 

met two the women with learning disabilities individually. During the face-to-face 

meetings, the women with learning disabilities requested that the gatekeeper was 

present. The meetings took place in May 2018. One session lasted 40 minutes and 

the second lasted 20 minutes. 
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5.5.3.2 Involvement process 

At the start of the two meetings, I explained the purpose of the meeting, and what 

the participants would be asked to do. The women were reassured that they could 

leave at any time. The gatekeepers helped with explanation and as a reassurance 

to the women with learning disabilities as they had never met me before. To support 

the discussions, I provided hand-outs of the easy-read documents which I gave to 

the women with learning disabilities during the meeting. I printed two sets of 

documents out so each women with learning disabilities would have a clean 

document to go through. Throughout the meetings, I made notes of the comments 

directly onto the handouts.  

5.5.3.3 Outcomes from phase two 

During the two sessions, the women both offered different suggestions to amend 

the easy-read study documentation, rather than hypothetical documents as was the 

case in phase one.  

Both women with learning disabilities approved the use of the pictures and the size 

of the font of the easy-read documents. However, as the questionnaire used in 

phase one was anonymous, and completed with the support of a gatekeeper rather 

than the researcher, I did not know which option the women with learning disabilities 

chose in phase one. It was also identified that it might help some women if a cancer 

definition was added to the invitation letter. This would ensure that all women who 

were considering participating in the study were fully informed. Additionally, in the 

invitation letter, the women asked for the image of the participant information sheet 

to be made bigger.  

One of the main discussions revolved around cancer. Both women knew about 

breast cancer and could describe some of the symptoms of breast cancer. The 

women also used the word ‘Boob’ to describe their breasts. However, when the 

discussions changed to cervical cancer, there was some confusion. One woman did 

not know what cervical cancer was. When I asked the woman with learning 

disabilities where she thought her cervix was, she repointed to her breast. After the 

gatekeeper and I explained the location of the cervix, one woman with learning 

disabilities was still unsure of what this was. Due to this, I suggested the terms ‘lady 

bits’ or ‘place in between your legs’. From the term ‘lady bits’ the women with 

learning disabilities was able to identify the location being discussed. Due to this, it 

was clear that the anatomically correct terminology of ‘cervix’ and ‘cervical cancer’ 

may be too complex for some women with learning disabilities to understand. It was 
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also identified by going through the information sheets that jargon was used, which 

the women did not understand. This included words such as: ‘supervisor’, 

‘conference’, ‘study’ and ‘researcher’, and the word ‘results’ were thought to mean 

biological test results. Lastly, for the final question I asked the women with learning 

disabilities about whether they thought meeting me more than once to take part in 

the research would be okay; both women with learning disabilities indicated that this 

would not be a problem for them.  

After discussing the study documentation, one woman with learning disabilities 

opted to end her involvement in the PPI, therefore only one woman provided 

feedback on the initial list of statements (called a Q-set) that will be used in the main 

phase of data collection. This is described in more detail in Chapter 6, section 6.1.4. 

The statements were planned to be used during the main Q-sort data collection 

phase. The initial list consisted of 22 statements. The main feedback from the 

woman was that the statements were too long and some of the word choices were 

complex, which meant she did not understand some of the statements. From this 

feedback the word choices and statement length were amended using the women 

with learning disabilities suggestions, therefore, I changed:  

• “screening” to “cancer screening” where possible; 

• “self-examination” was changed to “check”; 

• “prior preparation” was changed to “talking to”; 

• “procedure” was changed to “steps” ; 

• “equal rights” was changed to “given the same treatment”; 

• “positive experiences” was changed to “good stories”; 

• “help put them at ease” was changed to “relax”; and 

• “cervical” and “breast” were changed to “lady bits” and “boobs”; 

 

5.5.4 Phase three 

The third phase aimed to obtain a broader consensus of the changes from the PPI 

in phase two. This would ensure other women with learning disabilities could 

understand the information in the new formats. 

5.5.4.1 Recruitment  

I attended a support group for women with learning disabilities, in the North East of 

England in June 2018. I contacted the organisation directly to see if they could 

support me in speaking to women with learning disabilities within this phase. A 

gatekeeper at the organisation liaised with the group and identified a suitable time 
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and date for me to attend a meeting and discuss the research with the women with 

learning disabilities.  

5.5.4.2 Involvement process 

Present at the meeting myself, the gatekeeper and six women with learning 

disabilities. The women with learning disabilities had not been involved in any 

previous phases of the PPI. This was rationalised as phase 1 and 2 involved women 

with learning disabilities who primarily resided in the same location. This was 

because I adopted purposive sampling. I deemed it valuable to obtain the 

preferences from women with learning disabilities from other locations in the North 

East of England to ensure the acceptability of the easy-read documents to a wider 

population. I felt this was vital given the potential wider reach of published easy-read 

documents, where they need to be usable and suitable for a wide audience with a 

variety of needs. With the potential reach and aim of the study recruitment, I 

deemed this important to check women with learning disabilities, regardless of 

where they were from in the North East, could use and understand the documents. 

Given that the purpose of easy-read documents are to support a vast amount of 

people with learning disabilities giving them the main information that they need to 

know, to enable them to understand the topic and make decisions if necessary 

(368). Due to this, ensuring a wider group of women with learning disabilities from 

other areas was beneficial in ensuring this generalisability and useability of the 

documents.  

During the meeting, I asked multiple questions, to identify whether the women knew 

what the cervix is and where it is in the body, as well as checking the size and style 

of the font of the easy-read documents, how the women would like to hear about the 

study, and where would they prefer to speak to me about the study, if they were 

taking part. The meeting with the women with learning disabilities lasted one hour. 

5.5.4.3 Outcomes from phase three 

The first question asked the women whether they knew what a cervix is and what it 

means. In response to this question, three of the women engaged in discussion, 

with a mixed response. As a whole, the three women with learning disabilities in the 

group were aware of the word ‘cervix’ but were unsure of the location. women with 

learning disabilities were then asked if the phrase 'lady bits' was easier for them to 

understand and whether they knew where that was, all women agreed and knew the 

location. 



Kate Byrnes                                            Chapter 5: Patient and Public Involvement 

118 

The second question was to check the size and style of the font of the 

documentation. Everyone in the group agreed that the document was appropriate. 

One woman with learning disabilities identified it may be beneficial to have a 

supporting image for the first two sentences on the invitation letter (Figure 12).   

Figure 12: Sentences from invite letter 

 

I then went through the participant information sheet and consent form, to check the 

changes made during phases one and two. The women with learning disabilities 

preferred the word 'project' to ‘study’, as they completed project work in the support 

group. Similarly, all women with learning disabilities approved the use of ’lady bits’ 

and ‘boobs’, as well as the change from ‘researcher’ to ‘student’ as the women did 

not know what the word ‘researcher’ meant. Additionally, the women approved 

changing ‘supervisor’ to ‘teacher’ as they were unsure what ‘supervisor’ meant. 

The fourth question was to understand how women would like to hear about the 

study. From the conversation, suggestions were made from women with learning 

disabilities which included being told by their nurse or doctor about screening, as 

sometimes they did not receive a letter. Some suggestions included being sent a 

text message from their doctors about an appointment. The women believed this 

would be a suitable method, however, it was acknowledged that not all women 

would have a mobile. It was also highlighted that colourful posters could advertise 

the research.  

The final question asked the women to think about where it would be ok for them to 

take part in the research. One woman answered that if she was to take part in the 

research, she would not like me to go to her house, but recommended somewhere 

neutral could be used such as support groups or the library. The location should be 

somewhere that the women with learning disabilities were familiar with and felt 

comfortable speaking to me about the research.  



Kate Byrnes                                            Chapter 5: Patient and Public Involvement 

119 

5.5.5 Phase four 

The final phase of the PPI was to obtain women with learning disabilities opinions 

on the data collection Q-sort grid. The grid is a core tool used in Q methodology and 

typically follows a set structure in the format of a normal distribution curve. The grid 

was planned to be printed on a durable material, which would allow for the same 

tool to be used by all participants, whilst minimising the chance of breaking, which 

also enabled me to clean the grid after each use. Due to this, it was important to get 

women with learning disabilities input before printing and to ensure the grid was 

aesthetically appropriate.  

5.5.5.1 Recruitment  

For phase four, I contacted the gatekeepers from phases one and two by email. 

Both agreed to help me obtain the opinions of women with learning disabilities to 

identify which Q methodology grid they preferred. The gatekeepers would identify 

and speak to women with learning disabilities that they knew would be able to 

understand what was being asked of them and provide their opinion.  

5.5.5.2 Involvement process 

To obtain the women with learning disabilities preferences, I provided the 

gatekeeper with two PDF documents: one for each of the designed grids (Figure 13 

and 14). The main difference between the designs is that one utilised thumb up 

icons to indicate the level of agreement, where the other utilised illustrated face 

icons. I decided on two designs using the concepts used when designing easy-read 

documents, that the images should act as a support to aid the personal 

understanding of what is being discussed (369). The grid was to depict the range 

from strongly disagree (far left) to strongly agree (far right), therefore I needed to 

use images that reiterated this. The thumbs up and down icons were chosen as a 

thumbs-up can indicate that the person approves of what is being discussed and is 

also the Makaton sign for ‘good’ (370). The thumbs down can indicate whether 

someone does not approve of what is being discussed (371). Comparatively, the 

face icons were chosen to illustrate emotions of happiness and sadness. The 

gatekeepers were asked to speak to the women with learning disabilities to identify 

which design they would prefer and note any changes that the women with learning 

disabilities wanted to make, for example, the background colour or to suggest other 

icons. The gatekeeper passed on the responses from the women with learning 

disabilities by email. 

Figure 13: Q-grid option 1 
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Figure 14: Q-grid option 2 

 

 

5.5.5.3 Outcomes from phase four 

One gatekeeper provided feedback obtained from seven women with learning 

disabilities on the preference of the Q-grid design. Of the seven women, four 

preferred the thumbs up option (Figure 14 above), and three preferred the smiley 

face option (Figure 13 above). No further recommendations were provided for 

changes to the grids.  

5.6 Feeding forward the outcomes from the PPI 

As a result of phase one PPI findings, multiple changes were made to the 

documents throughout the PPI phases. Where there was a majority vote from the 

results from the first phase, these were applied to the documents. It should be noted 

that the development of easy-read documents may not be suitable for everyone, 

and easy-read documents should not be used as a standalone resource to support 

someone’s understanding but should be used to support a conversation (362). In 

addition, easy-read documents may not meet the communication needs of every 
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people with learning disabilities as everyone has different needs and preferences 

(372). This justifies my decision to use the majority ‘vote’ from the responses to 

phase one, as although the final decision may not meet everybody’s preferences, 

the easy-read documents are to be used alongside conversation, rather than being 

used on their own. Therefore, as I would be discussing the documents with the 

women with learning disabilities I could make sure they understood the research. 

For example, most women preferred real image, size 22 font, and cosmic sans style 

font. However, when size 22 was applied to the easy-read documents, I noticed that 

the length of the documents became excessive, which I then felt did not make the 

document an easy-read document. For instance, the easy-read participant 

information sheet would become 14 pages in length if the size 22 font was used. I 

felt that this would be too long a document and would exceed the recommended 

guidance of 8-12 page length for easy-read booklets (369) Therefore, for the easy-

read documents, size 16 or 18 was used to ensure that the documents remained at 

an appropriate length. During phase two of the PPI, this was checked to ensure 

women with learning disabilities approved the font size.  

Similarly, most women preferred comic sans style font. This result contradicts 

guidance by the NHS that the font style Arial should be used in easy-read 

information (360), like comic sans can be harder to read and can be associated with 

being patronising (362). Due to this, the participant information sheet and the Q 

statements were written in comic sans in line with the women’s preferences, as 

these documents were to be used with these women. Upon reflection, it would have 

been beneficial for all documents to be in the same font style and size for 

consistency. 

Within phase one there was a mixed response towards the preferred colour of paper 

used to print information. However, most women preferred yellow or white paper. 

This result is in line with the NHS recommendation that having black text on a white 

or yellow background is the most appropriate to aid readability (360). Therefore, all 

study documentation was printed on white and yellow paper. All potential 

participants were able to choose which coloured paper they preferred. 

As a direct result of phase two, and the suggestions provided by the women with 

learning disabilities to amend easy-read documents, multiple changes were made to 

the statements which have been highlighted in section 5.5.2. The word choices 

were changed in the Q-set statement, as well as in other study documents that 

women with learning disabilities would receive, including the information sheet and 
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consent form. One of the main changes was from “cervical” and “breast” to “lady 

bits” and “boobs”. Changing the anatomically correct terminology to more colloquial 

language was made in all study documents as it was hoped that this would aid the 

women in understanding which part of the body is to be screened, even if they did 

not fully understand the meaning of cervical. 

The outcomes from phase two and three, highlighted above, all were accepted by 

the women with learning disabilities and no further changes were made. However, 

as previously mentioned in section 5.5.4, one woman with learning disabilities 

identified their preference for a supporting image for the first two sentences on the 

invitation letter. This recommendation was not completed. This was because 

images should reflect the statement being made (361), and I felt that a clear 

meaningful image would be hard to identify for the first two sentences which were “I 

am writing to invite you to talk to me about cervical (‘lady bits’) and breasts (boob’) 

cancer screening” And “Cancer is a very serious illness which could get worse if not 

treated”. This was mitigated by the argument that not every sentence needs a 

picture against it (373). Similarly, the invite letter was not to be used alone, it was 

provided alongside participant information sheets which provided further 

explanations and pictures to support the women with learning disabilities 

understanding.  

Based on the responses that women with learning disabilities sometimes preferred 

to receive information from their nurse or doctor, I ensured that in the Q study 

(Chapter 7) that clinicians could identify and initially approach eligible women with 

learning disabilities about the study. The process of identification and recruitment is 

presented in Chapter 6. It was also suggested that text messages could be used. 

However, due to the uncertainty of whether all women with learning disabilities 

would have access to a mobile, and to make sure everyone has a fair and equal 

opportunity to be invited to take part, the text message recommendation was not 

implemented. However, it was left up to the clinician to identify and speak to the 

women with learning disabilities in the most suitable method for them, which could 

include text messages. The final question asked the women to think about where it 

would be ok for them to take part in the research. Due to the varied responses from 

the women with learning disabilities on this, I designed the Q study that the women 

with learning disabilities could choose where they could take part in the research. 

Therefore, if the women with learning disabilities felt comfortable with taking part in 

the research in their own home they could do so, or they could identify somewhere 

else that they felt comfortable.  
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Finally, from the preferences obtained within phase four, I decided to make 

decisions based on the responses from women with learning disabilities which 

received the majority vote, therefore I used the Q-grid design with the thumbs up 

icons (Figure 14) for the final grid. I got the grid design printed on durable material, 

in A1 size (594 x 841mm) which would allow me to use the same grid for all 

participants. I chose A1 as I could then print the statements in large font size, 

whereas I felt A4 would make the writing too small naming it difficult for participants 

to read.  

5.7 Chapter summary 

Chapter 5 has outlined the phases of PPI work undertaken to inform the primary 

research and data collection as part of the Q methodology study. From conducting 

the PPI, the importance of liaising with women with learning disabilities as potential 

participants significantly highlighted the importance of PPI, but also identified some 

challenges, both of which are presented here. Reflections of the PPI is presented in 

Chapter 9. 

To summarise the discussion in Chapter 5, I employed four PPI phases which 

involved 23 women with learning disabilities. All women with learning disabilities 

were open and willing to talk to me about what happened during their screening 

appointments, why they had not been for screening, and what would make it a 

better experience for them. The women with learning disabilities being open meant I 

could show that the topic was not off-putting to women with learning disabilities and 

they were willing and interested in talking about the topic. It was highlighted through 

the discussion that research jargon such as ‘researcher’ and ‘supervisor’ are not 

common terms that women with learning disabilities were familiar with, therefore 

using such words in study documentation could cause unnecessary confusion and 

be removed from the documentation. Similarly, medical jargon, including ‘cervix’ and 

‘cervical’ was unfamiliar to some women with learning disabilities. This was 

important to fully consider as it is a core term within this PhD study. By completing 

the phases of PPI it illustrates how I ensured the suitability of documents, 

terminology, and process to optimise the research and identify any potential pitfalls 

early in the research process. I used the outcomes of the PPI to inform the 

documentation used in the Q methodology study (discussed in chapter 7). However, 

before I discuss the Q methodology study, the next Chapter focuses on describing 

what Q methodology is and the steps to complete a Q-study. 
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Chapter 6 Q Methodology 

This chapter documents how the Q methodology was developed for stage 2 of data 

collection within this PhD. This includes a description of what Q methodology is and 

the steps needed to complete a Q study. Within this chapter the methods are broad 

and based on the Q methodology literature, I report the specific methods I used to 

complete the Q study in Chapter 7, section 7.3. Throughout this Chapter, I signpost 

ahead to where the specific methods are reported. I then present the acknowledged 

strengths and limitations of the methodology, which is then followed by a chapter 

summary. 

 

6.1 What is Q? 

Q methodology was developed in 1935 by William Stephenson (374), who evolved 

the method from factor analytic theory (375). Q is a method of systematically 

studying subjectivity (376), which “refers to a person’s presentation of their point of 

view on any matter of personal and/or social importance” (p. 200) (377). This 

includes a person’s views, opinions, beliefs (249, 376) and attitudes (250). The 

method aims to give participants a platform to express their own opinions on a topic 

(378), rather than obtaining a truth on a topic (379).  

The methodology is neither fully qualitative nor fully quantitative (380), but combines 

the strengths of both qualitative and quantitative methods (374). Due to this Q has 

been classified as a quali-quantilogical approach (253) which uses qualitative data 

collection methods which is then analysed quantitatively (381). 

Q allows the researcher to identify, understand, and categorize individual 

perceptions and opinions, and then cluster groups of these categorizations (382). 

To obtain this understanding, participants are asked to rank order a set of cards 

called a Q-set, in a process called a ‘Q-sort’ (383) (discussed in more detail in 

section 6.3.4). These are used to allow participants to depict their own subjectivity 

on a topic, which is reflected by their own perspectives, views, opinions and beliefs 

of the topic being investigated (377). To analyse the Q-sort, factor analysis is 

performed (255); this reveals shared perspectives, and groups the participants who 

have sorted the Q-set in a similar manner (255). A more in-depth discussion of the 

steps to complete a Q study is described in the methods in section 6.3 in this 

chapter. In the following section of the chapter, the key principles of Q are 

discussed, before going into detail on the Q research process.  
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6.1.1 Subjectivity, self-reference, and operant subjectivity 

As mentioned at the beginning of the chapter, Q is focused on the concept of 

subjectivity. This refers to the communication of a personal point of view (384), 

where a fundamental principle that informs the methodology is ‘subjective 

communicability’ (382). Subjectivity, within the context of Q, is the sum of 

behavioural activity that constitutes a person’s current point of view (384), where the 

completion of a Q-sort is a method of capturing subjectivity in a reliable, scientific, 

and experimental manner (384). The point of view of the person is made to impact 

and influence the Q-set items, under controlled experimental conditions, and the 

nature of the impact of the person’s point of view against the Q-set is captured in 

the accessible form of their completed Q-sort (384).  

When discussing subjectivity and self-reference it is important to consider operant 

subjectivity. Stephenson, as referenced in Watts (384), was specifically interested in 

measuring human subjectivity, thus leading to ‘operant’ subjectivity. In using the 

term operant subjectivity, Stephenson was telling us that subjectivity is not a mental 

concept like mind or consciousness, but it is a behaviour or activity that is best 

understood relative to its impact on the immediate environment (384). In measuring 

subjectivity, it is only the external behaviour of people and their reactions in a 

situation that can be measured, thus providing insight into human action. Through 

the person completing the card sort, respondents make subjective views ‘operant’.  

There are two premises of subjectivity (385). The first premise of subjectivity is that 

a person’s subjectivity can be communicated to others (385), meaning that a person 

should be able to communicate or express their thoughts, opinions or views of their 

experiences to another person. Subjective communications occur when a person 

states ‘it seems to me…’, ‘in my opinion…’, or ‘I agree (or disagree) with…’, with 

such, these are personal opinions, there is no right or wrong, provable or disproval 

(382). These are not facts based on the person’s life, but consist of the rendering of 

events, objects, and personal experience (382). Second, is that subjectivity is 

specific to the one person completing the Q-sort, as opposed to other people’s 

opinions, this is known as self-reference (385). Central to Q, self-reference is 

preserved through the completion of the Q-sort, with it being less likely to be 

compromised by the researcher supporting the sort (382). 

6.2 The Q research process 

To complete a Q study, there are five steps to implement (386, 387). Table 19 

highlights the steps alongside a definition. The methods employed in Q seek to 
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reveal their subjectivities without confounding them with operational measures 

(382). 

Table 19: Stages of Q methodology 

Stage Q step Section  Definition 

1 
Identifying a 

concourse 
6.2.1 

The collection of all the potential feeling and attitudes 

that people can have on the subject being discussed 

(387).  

2 
Developing 

the Q-set 
6.2.2 

The process of clustering the concourse, to develop a 

subset of broader statements that are presented to the 

participants (387).  

3 
Specifying 

the P set 
6.2.3 

Identifying participants called the P-set, who are going 

to be involved in the Q-sort (387). 

4 
Administering 

the Q-sort 
6.2.4 

The process where the P-set rank-order the Q-set 

based on their point of view, preference, judgements 

or feeling about the Q-set (387). 

5 
Conducting 

data analysis 
6.2.5 

The Q-sorts are then subject to factor analysis, where 

the researcher quantitatively analyses the sorts, and 

qualitatively interprets and makes sense of the derived 

factors (388). 

 

Each of the steps outlined in Table 19 above are discussed in turn, beginning with 

an explanation of what a concourse is, and how to develop one.  

 

6.2.1 Identifying a concourse  

The concourse consists of a breadth of possible opinions regarding the subjective 

topic in question (376). The concourse can consist of statements that are written or 

spoken about a topic that can be contested, argued about and debated, such as 

personal values and beliefs (389). Stephenson argues that the development of the 

concourse is guided by two principles, namely that the concourse is approached in 

a manner that can encompass any statement from the concourse, and only 

subjective or self-referential statements should be included (390).  

Typically, the concourse is developed using opinion statements which are collected 

through personal interviews and focus group discussions (391). Interviewing is 

considered the most efficient and practical way of creating the concourse, as the 

research can aim to sample people with different views on a topic to, as much as 
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possible, nothing is omitted (255). Constructing a concourse from interviews also 

means that the statements in the Q-set come directly from the participants (255). 

Consequently, the researcher’s influence in designing the concourse is minimised 

through the process of selecting statements that cover the range of subjectivities 

(390). However, there are other methods that can be used in concourse 

development. This includes extracting information from secondary data sources 

such as newspapers or public debates (391), as well as information taken from 

pictures and objects (392), and literature reviews (393). Although it is the aim when 

developing a concourse, that it represents a range of views, it is acknowledged that 

a concourse is often far from complete (376). When the concourse has been 

developed, it is used to develop broader statements which then form the Q-set, 

which is used in the Q-sort (384). I explain how I identified and developed a 

concourse in my Q methodology study in section 7.3.2. 

6.2.2 Developing a Q-set 

Once a concourse is developed, it is used to develop the final Q-set (384). The Q-

set consists of a representation of statements from the concourse, which aims to 

cover the full range of opinions in the concourse (376). There is no singular or 

correct way to generate a Q-set; as the Q-set must be tailored to the requirements 

of the research question being studied (384). 

To develop the Q-set, the list of concourse statement are sifted for duplicates and 

opposites to eliminate repetition (377). Statements can also be split up if they 

comprise different viewpoints or merged if they convey very similar views. It is 

recommended that, where possible, the statements should aim to retain the 

language of respondents or the source from which they were taken. However, it is 

likely that when the statements are removed from their original context, they may 

require rewording, shortening or lengthening to improve the clarity (377). Clarity is 

essential, as even though the participants assign their own meaning to the 

statements during the Q-sort, to ensure the participants are clear on the general 

meaning of the statement (384). Statements that consist of more than one viewpoint 

may make it difficult for participants to agree or disagree with that statement (394, 

395). 

There are two methods of developing the Q-set, using either an unstructured or 

structured approach (395). In the structured approach, the Q-sample statements are 

assigned to conditions defined by the researcher. This approach can be conducted 

through a deductive process based on an a priori hypothesis or theoretical 
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considerations. It may be that Q-set statements are developed based on broad 

categories, for instance in one study on a faculty experience with collaboration, the 

statements were grouped into categories of research, education, and scholarship 

(396), then a random sample of the statements was selected from each category 

(396). This approach to selecting statements draws on the three principles of 

Fisher’s experimental design (396): replication; randomization; local control (397). 

Fisher’s design is achieved in the development of the Q-sort as the statements are 

theoretically conceptualised to identify different aspects of each statement (398).  

In an unstructured approach, the concourse is based on selecting items that 

represent the topic being study, though it does not necessarily need to be 

exhaustive (395). Therefore the Q-set represents all the major ideas, viewpoints, 

feelings, and opinions (395). In general, an inductive approach is used in which 

categories or themes emerge from the statements in the concourse (395, 396). 

There is lack of consensus in the academic literature on the required number of 

statements in a Q-set. Research has highlighted the number of statements could 

range from 20 to 100 (392) or 30 to 100 statements making up the Q-set (399). 

More specifically, Denzine (400) suggests the Q-set should comprise at least 60 

cards to enable the statements to have statistical stability and reliability, but typically 

consists of between 50 and 70 cards (399). In addition, Schlinger (401) argues 55 to 

75 statements are an ideal Q-set, however, they also acknowledge that the number 

of statements in the Q-set should not overwhelm the respondents. Importantly, there 

is no set number of items required; this will be decided by both the topic and the 

capacity of the participants (384). Items should be presented so that participants 

can relate to them in different ways (384). 

In addition to the number of statements in a Q-set, there is some general guidance 

on the format and wording. Watts and Stenner (384) provide some general 

guidance on the wording of statements, including avoiding: technical or overly 

complicated terminology, items with two or more propositions or qualifications, and 

unnecessary negatively expressed items that could produce double negative 

responses (384). It is important to ensure participants need to respond to the 

content of a statement, rather than being distracted by issues of length or 

presentation (384). The process of moving from a concourse to the Q-set I used in 

the Q methodology study is reported in section 7.3.3. 
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6.2.3 Specifying the P-set 

The P-set is the participant group who are completing the Q-sort (402). The P-set 

should be those people, which are theoretically relevant to the problem of the study, 

this means that they can have an opinion on the topic being discussed. For 

instance, as McKeown and Thomas (403) explain “the major concern is not with 

how many people believe such and such, but with why and how they believe what 

they do" (p. 45). It is recommended that an adequate sample of between 40 and 60 

participants is appropriate (398). It has been documented that having a large P-set, 

which is not required and often discouraged, tend to produce redundancies when 

interpreting factors (404). This is because Q aims to explore whether a point of view 

exists, not how many people hold that point of view (377).  

In addition, Webler, Danielson and Stenner (390), highlight a ratio that can be used 

to determine the range of participants which should be used in a specific Q study. 

This ratio is because there should not be more Q-set statements than participants. 

The normally used ratio is 3:1 (Q-Statements: Q Participants) (390), but the highest 

ratio that can be used is 2:1 (390). I use this information to specify a P-set for the Q 

methodology study, the specifics of the P-set and steps to identify it is reported in 

section 7.3.4. 

Akin to qualitative research there are similarities with the notion of data saturation. 

Data saturation is a concept that is sometimes used in certain approaches to 

qualitative research. It describes a point when a researcher can discontinue data 

collection and/or analysis due to receiving no new topics/ideas/discussion points 

when data collecting (405). It has been noted that if data saturation is not reached it 

has the potential to impact the quality of the research conducted (405). However, 

Braun and Clarke express theoretical saturation (where no new properties, 

dimensions, or relationships emerge (406)) cannot be determined in advance of 

data collection (407). Saturation within a Q study is reached when no more people 

are recruited to complete the Q-sort as it is deemed that no new evidence will be 

identified from the sorts (377). However, within Q it may be that the Q-sorts are 

interpreted iteratively so it may be that the researcher identifies the need for further 

sampling to clarify a new factor or strengthen one within the final analysis (377). A 

method used to inform the decision to further sample is if ‘null loaders’ are identified 

in the analysis. Null loaders are participants who are not significantly associated 

with any factor, this means that another shared view or perspectives exist 
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concerning the topic (408). The notion of ‘null loaders’ is discussed in more detail in 

section 6.2.5. 

6.2.4 The Q-sort 

During a Q study, the main data collection comprises a Q-sort. This section of the 

chapter highlighted the multiple decisions a researcher needs to make in planning 

the Q-sort, these include designing the Q-sort and the post Q-sort interview. I speak 

generally about both components in this section and apply the information to the Q 

study in section 7.3.5. 

To start the sort, the P-set are given a term of reference to base their point of view 

against. This typically represents structures of ‘most agreed/disagreed’ or ‘most like 

me/least like me’ (255).  

The Q-sort is then placed on a Q-grid. The format of the Q-grid means that the 

statements which the P-set feel strongly about are placed at the furthermost ends 

(255), which can be named for example ‘Most Agreed’/‘Most Disagreed’ of the Q-

grid. The Q-grid has fewer card places at the furthermost ends, meaning fewer Q-

set cards can be placed there which shows the cards the participants feel most 

strongly about (255). Typically, the grid is of a symmetrical pattern, following a 

normal distribution curve. Due to this design, if there is one row under the +5 

column then there is also one row under the –5 column, with the majority of rows 

falling under the '0' column reflecting the neutral view (255). I have developed the 

below Figure 15 to illustrate this description which is based on an example given in 

Coogan and Herrington (255). 

Figure 15: Example Q-grid 

Most disagreed  Neutral  Most agreed 

-5 -4 -3 -2 -1 0 +1 +2 +3 +4 +5 

           

           

         

       

   

 

 

To support participants in the Q-sort, the first step is to encourage participants (the 

P-set), to sort the Q-set into three piles of statements: those agreed with, those they 

disagree with, and those that they feel neutral or unsure about (255). Upon 
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completion, the participants start at one end of the Q-grid, where they are asked to 

select the number of statements required to fill in the most extreme column (255). 

For example, if there are two card places available under +5 then the participant will 

find the two cards they strongly agree with. The participants continue placing the 

statements on the grid to represent their level of agreement with that particular 

statement (255). This process continues until all the cards under one side of the grid 

are completed. Next, the same approach is applied to the opposite end of the grid, 

so that the participant will identify the two cards they strongly disagree with. When 

the participant has completed sorting their disagree cards, the spaces that are left 

on the grid are typically within or near the central column of the grid for the neutral 

statements (255). The sorting of the Q-set is an interactive process, whereby 

participants can move the card placements around during the Q-sort (409). When all 

statements have been placed on the grid, and the participant is happy with their 

placement of the cards, this becomes the completed Q-sort which should reflect the 

person’s perspective on the topic (255). When the Q-sort is completed, the final 

card placements are recorded on a record sheet, where the researcher writes the 

statement number on the sheet to reproduce the Q-sort. However, it should be 

noted that there are different methods to complete a Q-sort, some literature using Q 

methodology asks participants to move between agreeing and disagreeing a column 

at a time, instead of completing a side of the grid at a time (410). For instance, using 

Figure 15 as an example, participants would identify the one item they strongly 

agree with to place under +5, then the two cards they agree with less than the one 

for under +3, then they would find the three cards they agree with but less than 

those in +4 or +5. This process is then completed until the participant has placed all 

their agree pile onto the Q-grid (410). I discuss the methods chosen in the Q study 

in section 7.3.5. 

6.2.4.1 Designing the Q-sort 

Before administering the Q-sort, the researcher needs to plan and design the Q-

sort. This can be split into two: 1) deciding whether to use a forced-choice or free 

distribution, and 2) deciding on the numbering and naming of the distribution of the 

Q-sort.  

Within a forced-choice condition, the Q-sort grid will have fewer rows at the 

furthermost ends than it has in the neutral column, this provides a symmetrical 

format (411). Forced sorting allows participants to sort statements systematically 

(412). This forces a fixed number of statements to be placed in a predetermined 

number of columns, such that the completed sort of responses is in a normal 
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distribution format as described above (413), as shown in Figure 15. This can aid in 

the sorting of statements, making it a more manageable conceptual task, where 

participants can carefully consider all statements concerning each other (413). The 

forced structure within Q allows for comparisons to be made between completed Q-

sorts (414). Typically, within a forced-choice structure, participants are requested to 

adhere to the distribution provided. However, a forced distribution is practical but not 

necessary and, in most cases, does not have any effect on factors emerging from 

the data (415).  

The forced-choice nature of Q has been criticised because participants are required 

to make discriminations that they may not otherwise be inclined to make (416). 

However, even with forced conditions participants are free to place cards where 

they wish (412). The range and numbers of statements are predetermined, but the 

participants alone decide where each statement is placed on the grid (412). The use 

of a forced-choice for Q-sorts has been questioned (417). When people are left to 

their own devices, they do not "normally" sort using the normal distribution format 

(418-420). Again, this could mean that the representation of participants views may 

be distorted, and thus distort the resulting factors. However, this has been disputed 

as “the method used does not appear to be able to detect if respondents would 

have been clustered if the Q-sort was unstructured” (p. 531) (421). All participants 

who placed the same statement(s) under the same column on the Q-grid, for 

example, the same card under the extreme positive end of the Q-grid (e.g. +5) and 

extreme negative end of the Q-grid (e.g. -5), would result in a perfect positive 

correlation. However, when forced to sort in the forced condition, it will force 

participants to reveal a greater preference for statements. In this case, forcing will 

matter and will reveal two distinct points of view that would, in the absence of force, 

remain otherwise undetected (421). 

Brown, Danielson and van Exel (421) provides an example of a situation where 

having a specific sorting condition would affect the factors created within the 

analysis. Within an unforced distribution, the P-set are not restricted to a 

predetermined format. Therefore, each member of the P-set will create the 

distribution that they feel represents their subjectivity (422). Due to this, all members 

of the P-set may place as many or as few cards under each category as they desire, 

mainly due to them having control over the distribution range (423) (e.g. one person 

may have a range from -5 to +5, whereas another may have -3 to +3). It is typical 

within an unforced condition, the members of the P-set sort the Q-set that they 

agree with initially again without any restraint, then followed by the negative 
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statements then the neutral statements (248). This has the potential to lower 

participants’ frustration as they are not restrained under predetermined categorised 

(398). I have illustrated this in Figure 16 and 17 below, based on a hypothetical Q-

set incorporating 25 statements. An unforced condition may divide the statements 

equally between the polarised ends of the grid if the topic was controversial (such 

as gun control in the USA) (421).  

Figure 16: Example of unforced condition with a range of -5 to +5 

Most disagreed                                         Neutral                                              Most agreed 

-5 -4 -3 -2 -1 0 +1 +2 +3 +4 +5 

           

          

        

    

 

Figure 17: Example of unforced condition with a range of -3 to +3 

 

 

One criticism of the unforced sort is that the participant may not pay as close 

attention to the card since he or she can place the card anywhere, whereas in a 

forced-choice the participants need to compare the card to the others to identify 

where they could place the card (398). However, under unforced conditions, the P-

set may not use all of the categories along the Q-sort continuum, and some may not 

employ the entire range (398). Such discrepancies will, to some extent, alter the 

factor structure in any given study, and additional investigation may be necessary to 

establish limiting circumstances (398). However, the shape of the grid will not affect 

the factor structure, with both unforced and forced distribution being valid methods 

for factor analysis (386, 424). This has been supported by “if participants in a Q 

study have significant and pure loadings on the same factor (i.e., have essentially 

Most disagreed  Neutral  Most agreed 

-3 -2 -1 0 +1 +2 +3 
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the same point of view), then whether the statements are forced or freely sorted will 

have only minimal effect on the factor.” (p. 532) (421).  

The second decision researchers need to decide, for forced-choice sorts only, is the 

distribution and kurtosis of the Q-sort. Kurtosis is the degree of flatness or 

steepness of the Q gird (384). The preferred numbering of the distribution is a near-

normal, symmetrical distribution numbered from a positive value at one end, through 

zero, to the equivalent negative value at the other end (+5 to -5 with 0 in the middle, 

for example) (384). Preferred numbering allows the mean ranking to fall at 0 during 

the analysis process. This is significant because it provides a centre from and 

around which positive and negative meanings extend. The numbering is related to 

the number of statements in the Q-set and decisions of range and slope of the 

distribution.  

The most appropriate wording to use at each end of the grid, is ‘most agree’ to 

‘most disagree’, or a similar structure that can easily indicate to the participant in the 

P-set that the extreme ends represent their strongest feelings (384). The polar ends 

of the grid are used to capture the strongest feelings on the topic, both positive and 

negative, with items of low importance or ambivalence being in the middle of the 

grid (384). 

General guidelines on the range of distributions relating to the number of statements 

in the Q-set recommend that a Q-set that consists of: 

• 40 items or less, use a nine-point (-4 to +4) distribution is used, 

• between 40 and 60 items then an 11-point (-5 to +5 distribution is to be 

used, 

• 61 or more items then a 13-point (-6 to +6) distribution is required (384). 

Within the Q methodology literature, there is a discussion on how to develop the 

shape or kurtosis of the grid. The kurtosis of the Q-grid may vary across studies 

(402) because of the number of statements that make up the Q-set (384). However, 

the kurtosis can also depend on the controversial nature of the topic (387) where 

the researcher develops the grid to specifically identify one card that the P-set agree 

or disagree with the most as opposed to three or four cards they agree on/disagree 

on the most. If it is expected that involvement, interest or knowledge of the 

participants is low, the distribution should be steeper (with more places in the 

‘neutral’ column) to allow the participants more room for indecisiveness in the 

middle of the distribution (387). A steeper grid can mean that fewer decisions are 
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required by the participants which could potentially reduce participant’s anxieties 

(384). An example of this can be seen in Figure 18a.  

Comparatively, if it is expected that participants will engage, have well-thought-out 

opinions on a topic, or be deemed to be a more straightforward topic, then the 

distribution should be flatter (384). This will provide the participants more options for 

strong agreement/disagreement with the statements (387). Having a flatter shape 

offers a greater chance of the researcher identifying “fine-grained discriminations” 

(p. 80) (384), as the participants are required to identify fewer statements at each 

extreme so can pinpoint “where feelings run high” (p.80) (384). An example of this 

can be seen in Figure 18b. Both figures have been recreated from examples 

provided in Watts and Stenner (384). 

Figure 18: Example of kurtosis in Q-sort grids  

a) 
-4 -3 -2 -1 0 +1 +2 +3 +4 

         

         

(2)        (2) 

(3)      (3) 

     

(5)    (5) 

 (6)  (6) 

 

(8) 

 

b) 
-6 -5 -4 -3 -2 -1 0 +1 +2 +3 +4 +5 +6 

             

(1)            (1) 

(2) (2)        (2) (2) 

(3)      (3) 

(4)    (4) 

(5)  (5) 

(6) 

 

Both Figure 18a and Figure 18b, are for a Q-set of 40 statements. This highlights 

that even when a nine-point distribution is recommended for sets of 40 items or 

less, different formats are used. Regardless of the theoretical guidance, Watts and 

Stenner (384) highlight that the researcher has to think practically and decide on the 

distribution and kurtosis of the grid. The researcher does not need to consider the 

kurtosis of a Q-sort grid where an unforced distribution is chosen. This is because 

the range of the grid is decided by each independent member of the P-set (as they 

can sort the Q-sort cards in any way they like (423)). As a result, the researcher 
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would not know in advance the number of piles to be used for the Q card sorting 

(398). The specific Q-grid that I developed for the Q-study can be seen within 

section 7.3.5.2. 

6.2.4.2 Post Q-sort interview  

Upon completing the Q-sort, all participants complete an immediate post Q-sort 

interview. The post Q-sort interview aims to discover the reasons why the 

participants placed the card where they did on the sorting grid (425). Brown (404) 

identified that the post Q-sort interview is “an important step often overlooked in Q 

studies” (p. 200). The responses from the interview can help the researcher 

understand, define, and elucidate each factor. In most cases, such comments 

complement and amplify the Q-sort in rich ways, typical of qualitative research 

(381). This step can improve the transparency and rigour of the study (425), as 

using participants’ rationale to explore the factor arrays, minimises errors of 

interpretation, and the factors are analysed in the context of each participant’s own 

interpretation (425). The post Q-sort interviews are typically conducted immediately 

after the Q-sort. As an alternative, the participant may wish to discuss the reasons 

for the card placement, as they sort the Q-set onto the grid (425). In both situations, 

the Q-grid is used as a probe to explore and better understand the reasons why the 

participant places the card where they did (425) and their overall viewpoint (426). I 

highlight the Q-grid used in the Q study in section 7.3.5. 

6.2.5 Data analysis 

This section will describe the steps of general factor analysis, then a discussion of 

how the data is interpreted using the transcripts of the Q-sort and post Q-sort 

interviews. This forms the main description of the analytical process, the specific 

analysis I completed on the Q-sorts obtained in the Q study is reported in section 

7.3.6.  

To analyse the Q-sorts multiple software packages can be used, the three most 

frequently used are PQMethod, PCQ, and KenQ. However, regardless of the 

software, the analysis of Q-sorts is through factor-analysis (427).  

6.2.5.1 Factor analysis 

The first step in analysing the Q-sorts is to transform them into numerical data 

(428). Using Figure 15 as an example, which is in section 6.2.4, where a +5 to -5 

range is set with one card placement under each end, two under +4 and -4 and 

three placements under +3 and -3, then within the analysis the two cards placed 
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under +5 by the persons receive the score of +5 (if the upper range was +4 then 

they would be assigned a score of +4), the two statements placed under +3 then 

receive a score of +3 and so on, all the way down to the one statement the 

participant placed under -5 (indicating the disagree with that statement the most), 

which then receives a score of -5 (428). The statements placed in the middle of the 

gird receive a score of 0 (428).  

This is the process where similar Q-sorts that correlate significantly with each other 

are clustered together to form a group known as a factor (428). This scoring process 

takes place for each of the Q-sorts. Each individual Q-sort is then intercorrelated 

with the Q-sorts of other people (428). This results in a correlation matrix that shows 

which participants sorted the statements into similar orders (428). The correlation 

matrix is then factor analysed to obtain groupings of the Q-sorts which are highly 

correlated (428).   

Factor analysis is a method that aims to identify patterns of “association between a 

series of measured variables” (p. 21) (384). Within a Q methodology study, factor 

analysis is completed to identify factors that represent clusters of shared viewpoints 

between the participants (428).  Within the next section, the specific methods of 

completing the factor analysis and rotation of the factors are highlighted. 

6.2.5.2 Factor extraction and rotation 

There are two methods to analyse the factor matrix: Centroid Analysis (CA) or 

Principal Component Analysis (PCA) (429). CA is the oldest factor extraction 

technique (384) and is highly regarded by Q methodologist (384). One reason it is 

preferred is the flexibility within CA due to its indeterminate nature (376). 

Comparatively, PCA is not factor analysis (384) but is the most common method of 

analysis used in Q methodology (429). PCA will resolve the data into a single, 

mathematically best solution (384). Given that, PCA aims to maximise variance 

which provides the best mathematical solution or best-fit (403). 

Factor rotation examines the data from different angles (387). Factor rotation can be 

conducted statistically or theoretically (384); both techniques are outlined in more 

depth below. Rotating the factors is akin to changing the viewpoint from where 

results are observed, much like changing the range of a scale or applying a 

logarithm (402). This is done to obtain a clearer and more interpretable structure of 

the results (402, 404). To do so, several ‘raw’ factors are first extracted. As a guide, 

it is recommended to extract more than the number of factors anticipated than 

needed in the next step of the analysis (factor rotation) to preserve as much of the 
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variance as possible (387). However, there is no one objectively correct number of 

factors to extract from the data, and any number of factors will provide some insight 

into how the participants think concerning the topic (390). To guide the decision-

making process to determine the number of factors to extract, there are four criteria 

to consider (390):  

• Simplicity – the fewest factors which still allow for important and interesting 

information to be retained  

• Clarity – as many participants as possible should load on a factor (discussed 

in section 6.2.5.3). The number of participants who do not load on a factor or 

who load on two factors should be minimised  

• Distinctiveness – lower correlations between factors is seen as better than 

highly correlated factors. This is because highly correlated factors mean that 

the accounts are similar. However, it should be noted that although there are 

similar features, the points of difference may be of particular importance  

• Stability – participant accounts that are similar and consequently cluster 

together are preserved. 

The person completing the analysis should use the above criteria to decide between 

different numbers of factors (390). But once the number of factors has been 

decided, the factor analysis enables the researcher to “rotate” the factor solution. 

Rotating the factor changes their meaning but aims to make the factor more 

relevant or meaningful (390).  

There are two choices of rotation available: Hand rotation or Varimax (384). Hand 

rotation is typically used in conjunction with CA (430). A strength in hand rotation is 

it allows the researcher to use their judgment to decide on whether the factor 

structure offers a meaningful solution, and account for differences in the Q-sort, for 

example, the researcher may want to focus their attention on a specific Q-sort(s) 

because of information known to the researcher which may mean their sort is 

possibly different to the others (384). Whereas Varimax rotation is a method that 

attempts to clarify the relationship among factors, through the computer-automated 

rotation facility on the software (390). Generally, the process involves adjusting the 

coordinates of data obtained from PCA (431). Varimax rotation tends to force 

relationships throughout the loading patterns/structures in factor analysis results 

(431) and is typically completed after PCA. To complete a Varimax rotation the 

factors must be identified as uncorrelated (431), which is indicated by a coefficient 

of .32 or less (431), or have at least less than 10.0% covariance (431). It has also 
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been argued that the purpose of rotating factors is to simplify the data that are not 

so purely uncorrelated, which may mean higher degrees of correlation are 

presented (431). This indicates that there is a degree of choice on the person 

carrying out the rotation. Webler, Danielson and Tuler (390) highlight that there is no 

specific reason why a varimax rotation is more favourable than hand rotation, but 

because varimax can ensure the analysis is completed in a transparent and 

straightforward manner it is widely used. 

6.2.5.3 Determining the number of factors 

To complete the Q factor analysis, a correlation matrix for all Q-sorts is calculated 

(376, 404). The correlation matrix represents “the level of (dis)agreement between 

the individual sorts, that is, the degree of (dis)similarity in points of view between the 

individual Q-sorters” (p. 8) (387). The correlation matrix produced represents the 

level of agreement or disagreement between the individual Q-sorts (387). The 

correlations range from -1 to 1. A negative correlation indicating that the members 

of the P-set have placed the statements in the Q-set in different places on the Q-

sort grid e.g. one participant putting a card in +4 (strongly agree) and another 

participant puts the card in -4 (strongly disagree). This means that participants sort 

the statements differently and place the statements in different places on the grid. 

Whereas if two participants identically sort the Q-set, a perfect correlation would be 

presented which is equal to 1 (384). The level of agreement is shown through 

‘correlation coefficients’ between Q-sorts which means that the data is reduced to 

factors to highlight the shared perspective of participants (395).  

When determining the number of factors, Eigenvalues are the main statistical 

criteria used to determine the number of factors to extract from a study (384, 404). 

Eigenvalues are calculated for a factor by summing the squared loadings of all Q-

sorts that align to that factor, but the software automatically provides the 

Eigenvalues of factors (384). The Kaiser-Guttman criterion indicates that there are 

Eigenvalues of one or more for each factor within the unrotated matrix, after sorts 

have been correlated, and is often used for determining the number of factors to be 

extracted for rotation (384). Watts and Stenner (384) note that it is acceptable to 

use the Kaiser-Guttman criterion as a justification for extracting and focusing on a 

certain number of factors. This means it is a useful starting point when deciding the 

number of factors to extract. However, by relying on the Eigenvalues alone has 

been noted to produce outputs with a large number of factors, especially where the 

dataset is large (384), especially if the research only looks for factors with 
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Eigenvalues above 1, which could lead to “meaningless or spurious factors” (p. 106) 

(384). 

Brown (404) recommends starting factor extraction with “the magic number 7” as 

this will provide the necessary information to see if more or fewer factors should be 

explored (p. 223). Brown (404) further justifies the initial starting point of seven 

factors, as insignificant factors tend to contain small amounts of variance which can 

help in improving the loadings onto a major factor. By starting with seven, it allows 

the researcher to see these major factors and to then disregard any insignificant 

factors through reducing the number of extracted factors and through rotation (404).  

For each of the factors extracted, a factor array is produced which symbolises the 

placement of statements in specific locations on the Q-grid by those who load onto 

the same factor, thus holding similar views and perspectives. To develop the factor 

array, factor scores are used known as Z-scores (384). Factor scores are the score 

given to the positioning of statements within the factor. For instance, and using this 

study as an example, the one statement which is placed under the end of the grid 

under strongly agree will be assigned +4, the three statements under that are 

scored +3, and so forth (395). For statements placed outside the normal distribution, 

they will be assigned the same score, for instance, if five statements are placed 

under the extreme end of strongly agree, all cards will be assigned +4. The 

statements at the extreme ends (+4 and -4) of the factor array are defined as 

‘characterising statements’, these statements are typically used to produce the initial 

description of a factor (387). To develop a factor array, factor loadings are produced 

for each Q-sort, this represents the level that each Q-sort is associated with each 

factor (387).  

Q-sorts that correlate significantly with a particular factor is ‘flagged’ by the software, 

not the researcher. Within PQmethod specifically, it allows the researcher to run 

automatic flagging. By being ‘flagged’ it means that the participants are ‘defining’ 

that factor (384). The automatic flagging is on two criteria: that the loading is 

significantly high at p<0.05, and the loading is much larger than the loadings of the 

same Q-sort for other factors (432). To guide whether correlations are high enough 

to be considered significant, 2 to 2.5 Standard Error (SE) is used (376). SE is 

defined as 1/√N, with N as the number of statements in the Q-set (384). For 

example, where a study has a Q-set of 28 and the results of 2(1/√28) and 

2.5(1/√28), a significant correlation is present if the outcome falls in or above the 

range of 0.38-0.47. The ‘difference score’ is the extent of the difference between a 
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statement’s score on any two factors that is required for it to be statistically 

significant (387). Statements are assigned as distinguishing statements if the 

difference in factor scores is significant (402). A statement that does not distinguish 

between any of the factors is labelled as a consensus statement, these are a 

statement that have similar z scores across factors (402).  

Some participant’s Q-sorts may not load significantly onto any factor, these are 

classified as ‘null loaders’ (408), where other participants may load significantly onto 

more than one factor, these Q-sorts are described as confounded (433). Moreover, 

a single factor can contain both positive and negative significant factor loadings, 

these are described as ‘bipolar’ (434). For bipolar factors, the negatively loading Q-

sorts may capture viewpoints that are the polar opposite of the viewpoints shared by 

those whose Q-sort is positively loading (434). 

6.2.5.4 Interpretation of the factor analysis and post Q-sort interview 

Following the factor analysis, the researcher is required to interpret the statistical 

output (specifically the item scores); the qualitative responses obtained during the 

Q-sort, post Q-sort interview and the researchers’ understanding of the topic and 

the P-sets views (402). 

From the statistical output, the researcher looks at the Z-scores and the normalised 

scores which represent the ranking of statements, that show a possible shared 

perspective in the P-set (402). These are indicated through the consensus 

statements which draw participants together regardless of which factor they align 

with. In the Z-scores the distinctive statements are specifically focused on including 

those that are the highest and lowest scores. These are focal points mainly because 

they are the most useful for interpretation (402). When the researcher has identified 

the statements, the researcher’s next task is to attempt to understand why they are 

in that specific position in the factor array (402).  

Following these steps, the researcher typically, but not always, assigns a 

meaningful label and description to each factor. Although labels are not essential, 

they provide readers with a shorthand identification of what the perspective is about. 

Labels usually refer to the most distinguishing characteristic of the perspective 

(402). For instance, in one Q study which explored and compared the viewpoints of 

patients diagnosed and treated for head and neck cancer, labels for their five factors 

were short phases, for example, “Factor 2: overwhelmed by the cancer” and “Factor 

4: surviving or not” (435). 
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There is little published guidance on the process of interpreting the factors into a 

qualitative narrative and the post-sort interviews (425). The analysis method to 

analyse the post Q-sort interviews used in most publications, if the method is 

explicitly mentioned at all, have used either Card Content Analysis (CCA) (425) or 

Thematic Analysis using the Framework Method (383).  

CCA has been described as a series of logical steps, specifically used in Q 

methodology, where all transcripts are searched for consensus items. Participants 

have placed these same items in significantly similar positions in the Q-sort 

response grid (425). In distinguishing CCA, only the transcripts of participants in 

each respective factor will be searched for reference of the distinguishing items 

because these items define the attitudes of that group of people (425). This ensures 

that the rationale of participants in other factors is not used to analyse any other 

distinguishing factors (425). When all references to the items have been found, they 

can be analysed for similarities or differences from the items in the factor arrays 

(425). This will ensure a direct contribution to the analysis of the factors. During the 

Q-sort analysis, the factors will have been defined, therefore the interview data are 

used to support the development of the factor array (425).  

An alternative methodology documented is thematic analysis utilising a Framework 

Method (383). The Framework Method is most used for the thematic analysis of 

semi-structured interview transcripts. However, the method is not aligned with an 

epistemological, philosophical, or theoretical approach (436). Rather, it is a flexible 

tool that can be adapted for use with multiple qualitative approaches (436). The 

framework method consists of seven stages: 1) transcription, 2) familiarisation with 

the interview, 3) coding, 4) developing a working analytical framework, 5) applying 

the analytical framework, 6) charting data into the framework matrix, and 7) 

interpreting the data (436). One limitation of this is that during the analysis of the 

factor analysis, the ‘themes’ have already been developed, so this level of analysis 

may be unnecessary as the factor analysis can act as the framework to aid analysis 

(383).   

It has been expressed within qualitative research methods that the researcher 

needs to consider the level of detail needed in the transcripts. The thematic analysis 

does not require the same level of detail in the transcript as conversation, discourse 

or even narrative analysis (437). These other methods of analysis may require the 

research to capture features of talk such as speed, tone of voice, timing and pauses 

(438). To conduct thematic analysis, there is no one set of guidelines to follow when 
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producing a transcript (437). However, it is recommended that as a minimum the 

researcher attempts to produce a “rigorous and thorough ‘orthographic’ transcript” 

(p. 88) (437) by developing a verbatim account of verbal and in some instances 

nonverbal utterances such as coughs (437). Verbatim transcription is time-

consuming: for every hour of a recorded one-to-one interview, can take between six 

or seven hours to transcribe (439). As well as this, verbatim transcription can be 

complex and can be full of technical dilemmas (440), which can be caused by a 

range of human errors including misinterpretation of content, class, and cultural 

differences and language error (440).   

There is also the potential for researcher bias during the interpretation phase of Q 

methodology, however, the researcher is constrained by the Q-set statements, 

which means the interpretation is naturally limited (441). In addition, further steps 

can be taken to minimise interpretation bias including conducting member checking 

(441). Member checking means the researcher corroborates the transcripts with 

participants who most strongly defined those factors to gain their views on the 

interpretation (390). However, it should be noted that the interpreted factor array 

may not exactly match up with the viewpoint provided by the participant (441). This 

is because the factor array provides a depiction of where the P-set sorted the Q-set.  

6.3 Evaluation of Q  

It is important to consider both the potential benefits and limitations of Q 

methodology. This section of the chapter discussed both in turn. 

6.3.1 Benefits  

There is a wealth of strengths to Q. The first benefit is that Q can enable research to 

include groups of people who are not involved in research as much as the general 

population (381), such as children (442), young people (441), elderly people living 

with dementia (443), and people with an intellectual disability (444). Q is a helpful 

and enabling methodology to ensure those in hard-to-reach groups can be involved 

in research. Fargas-Malet, McSherry, Larkin, and Robinson (445) highlight specific 

benefits that relate to Q-sorts for children and young people. However, these can be 

applied to other population groups. Firstly, Q is not limited to ‘written’ statements 

(445), where pictures (444, 446), computer-generated imagery (447, 448) or food 

(445), can be used as the Q-set. This can mean that a variety of people can take 

part in the research as the ability to read it not solely a requirement to complete the 

Q-sort. As well, sorting a unique Q-set can mean that this engages with the 

participants. Secondly, the Q-sort can be completed using different modes of 
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delivery including face-to-face with a researcher (445), being sent through the post 

(449), and over the computer or online (447). This can make sure that the 

participants can take part in the research where they feel comfortable and not be 

restricted to complete the data collection face-to-face. Especially the ability to 

complete the Q-sort online, may eliminate scheduling barriers and enable access to 

a more geographically diverse sample (450). 

Q methodology is unique in its ability to allow participants to present their personal 

views which reflects their subjectivity, in line with shared subjectivities across the 

participants, whilst also accounting for subtle differences between some of these 

voices (255). There is flexibility within Q methodology that allows researchers to 

utilise images, pictures, as well as single phrases. This has the potential to help the 

person completing the Q-sort to express their viewpoints, especially when reading 

and comprehension skills are not developed fully (442, 451).  

Another key benefit to Q is that there is now an online platform, where participants 

can complete the Q-sort online using ‘Q method software’ (427), ‘FlashQ’ (452) or 

KENQ (453). Using an online platform for Q-sorts can enable a greater reach to 

participants. It may be appropriate to utilise an online Q-sort for hard-to-reach 

groups for instance who may be hesitant to complete a face-to-face Q-sort. To 

complete an online Q study, the concourse is generated in the same way as 

described above and so is the analysis; the only difference is in the delivery of the Q 

statements (255). It is typically that within an online Q-sort that the post Q-sort 

interview, is rather a set of questions presented to participants after the sort for 

them to answer, for example in one study that used an online Q-sort and after the 

Q-sort participants were asked to provide written responses of their age, gender, 

details of their gaming habits and personal reasons for gaming (454).  

Q has been described as a more robust technique than alternative methods for the 

measurement of subjective opinions and has been recommended in the study of 

attitudes within the health field (394). Hughes (455) identified that utilising Q allows 

the researcher to listen to diverse voices and fosters respect for the participants’ 

viewpoints regarding any topic (455). Similarly, Hughes highlights that after 

conducting the analysis, the researcher will find that each viewpoint is heard as an 

individual voice, as well as a collective viewpoint (456). 

Adopting a Q study can empower participants (441), as the Q-sort technique 

actively involves participants in the process, so they are ‘doing research’ rather than 

having research done ‘to’ them (386). This can mean that the relationship between 
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the researcher and the participant is strengthened, as it can diminish the potential 

power which sees the researcher as the expert, and shift this to the participant 

being the expert in the topic (441). This could then also enhance the study by 

allowing more sensitive topics to be discussed minimising embarrassment, due to 

the relationship between researcher and participants, but also that the participant 

can sort the Q-set independently, if they wish (441), or online where the Q-sort is 

completed using a computer based software called Flash Q (454). Similarly the 

‘game-like’ method of completing a Q-sort can be seen as an interactive, interesting 

or a ‘fun’ method of data collection which can be beneficial in maintaining 

engagement with participants (457).  

Q is a flexible method where the participants can deviate from the forced nature of 

the Q-sort. For instance, Brown (404) highlights that using a forced distribution does 

not affect the findings of the study, although it can make it easier for the participant 

to complete the task (384). However, if participants struggle to sort the cards into 

the forced distribution and place cards outside, there is no statistical consequence 

of using forced or unforced structures. Therefore, this enables participant’s flexibility 

to sort out of the forced distribution if they wish.  

There is also a growing number of Q publications. In a database search in 2011 

(255), it was found that from 1991 to 2011 there were 335 Q publications, of which 

196 (58.0%) were published between 2006-2011, with 161 being peer-reviewed 

articles (255). This reiterates how Q as a research method is developing, with the 

publication enhancing others knowledge of the method.  

6.3.2 Limitations 

It is also important to document the limitations of the method. The method can be a 

time-consuming process (458), as the participants may need to think about and 

consider what they think about cards multiple times (458). Bashatah (459) 

highlighted in their study that Q was a new method to participants which may make 

participants feel uncomfortable and require participant time to understand what they 

will be asked to do. 

Another potential limitation is a bias from participants who may place statements 

where they believe that they should put the statement rather than where they would 

like it to (394). However, the completion of the post Q-sort interview and discussions 

throughout the Q-sort can minimise this bias as the participant will be required to 

express their decision making and rationale for placing the card from the Q-set in 

the specific areas on the Q-grid (425).  
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Q also breaks the assumption of independence (412), as when a participant places 

a Q statement onto the grid it does affect the placing of the next statement, under a 

forced-choice condition only. This dependence would not be seen in an unforced Q-

sort. This could be seen as limiting the participant to fit their views into a pre-

determined format (such as in a symmetrical normal distribution curve) when their 

views may not be represented this way. 

Another potential drawback could be that participants may feel discomfort if they 

feel the statements are ambiguous (392). This may mean that the participants need 

to assign meaning to the statement (392), to be able to place the card onto the grid. 

This may mean that participants are sorting the card based on a different 

interpretation of the statement.    

6.4 Chapter summary 

Chapter 6 has presented an overview of the background, methods, benefits, and 

limitations of Q methodology. This chapter has presented the generic methods for 

completing a Q methodology study. Within Chapter 6 I have explained how Q 

methodology aims to understand the shared viewpoints of people known as 

subjectivity and is known as a quali-quantilogical approach that involves qualitative 

data collection, statistical analysis, and qualitative interpretation of the analysis. The 

method of Q provides a structured and methodical process for data collection, which 

has been used with a range of hard to reach and vulnerable groups. Q methodology 

adopts a systematic process for data collecting which corporates 1) identifying a 

concourse; 2) developing a Q-set; 3) specifying the P-set; 4) completing the Q-sort 

and 5) data analysis and interpretation. I have discussed each of these five steps in 

this chapter, however, I now move onto Chapter 7 which provides the specific 

methods and rationale for choosing Q methodology for this PhD study. Following 

this, I then provide the Q-study results towards the end of Chapter 7. 
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Chapter 7 The Q study 

Following on from chapter 6, this chapter discusses the specific methods I used in 

my Q study. The chapter starts with a discussion of why I chose Q methodology for 

this specific research. I then go on to highlight the methods and adaptations I used 

to ensure women with learning disabilities could take part in the research. 

Therefore, the methods in this section differ from the general methods for 

conducting a Q study that are presented within section 6.2. Following this, I then 

report the statistical analysis of the Q and the interpretation of the analysis. The 

chapter ends with a brief discussion where I highlight the key results and findings.  

7.1 Rationale for using Q 

One of the objectives of this PhD work was to understand the experiences, 

attitudes, opinions, and perspectives of women with learning disabilities, FCs and 

PCW towards cervical and breast cancer screening. In this context, I decided that Q 

methodology was a suitable approach. By utilising a Q method, it could help 

participants think about the full extent of their attitudes, opinions, experiences 

towards cancer screening.  

There were two main justifications for why I decided to use a Q-method in my PhD 

research. The first reason is that there is a similarity between the Q-method, and a 

method often used in health services, supported by Speech and Language Therapy 

(SALT), to support people with learning disabilities to elicit their views. This method 

is called Talking Mats. The second reason Q was chosen is based on previous Q 

research being successfully conducted on topics relating to the health of people with 

learning disabilities or involving them as participants. I will now discuss these 

reasons in turn. 

7.1.1 Similarities between Q and Talking Mats 

One approach which has been developed to enable people with learning disabilities 

to engage in research is through the use of ‘Cue Cards’ which provides “a structure 

which, while scaffolding elicitation processes and responses, do not constrain or 

bias” (p. 27) (460). This cue card technique is central to the methods used within 

Talking Mats (461).   

Talking Mats were designed to help people with communication difficulties, 

regardless of age and ability, to express their views about specific topics or issues 

(462). This approach has been utilised both in research and in healthcare practice 
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to support multiple client groups, including older people with a range of 

communication difficulties from causes including stroke, dementia and hearing loss 

(463), people with aphasia (464), people with learning disabilities (465), people 

living with dementia (466) and people living with Huntington’s disease (467). Talking 

Mats are an interactive resource that uses three sets of picture communication 

symbols: topics, options and a scale described in turn below. 

1) Topic: The topic being discussed with participants on a specific issue 

(e.g., activities, environment, relationships, self-care) (462);  

2) Options: The multiple responses participants can use which relate 

specifically to the topic under discussion (e.g., options relating to activities 

might be listening to music, playing card games, visiting friends) (462); and 

3) Visual scale: The groups allow participants to indicate their general 

feelings about each topic and option (e.g., whether they are happy, unsure, 

unhappy) (462).  

Typically, Talking Mats are completed manually using a textured mat and picture 

symbols with Velcro attached to the back. The Velcro allows for the participants to 

place the option cards on the mat and move them around as they reflect on their 

views (462). To complete the Talking Mat the facilitator, who are typically clinical 

practitioners, FCs or support workers, use open questions such as ‘How do you 

manage with looking after yourself?’ Questions are asked through speech and using 

the topic picture cards. The person involved in the Talking Mat will place the picture 

of, for example, medication, under the picture in the visual scale that best 

represents their opinion (468). If the participant believes they cannot manage their 

own medication, they may want to place this under the thumbs down the option of 

the scale. An important feature of Talking Mats is that it does not require the 

participants to select and ‘name’ the symbols, as the images act as a support to 

hang meaning on, enabling people to understand and use the symbol to express 

their view (469).  

There are multiple documented benefits of Talking Mats. The first benefit is that the 

technique allows participants to express their preferences or feelings in a structured 

manner to enable them to verbalise their thoughts (470). Using the support method 

can allow people with communication difficulties to express negative as well as 

positive views and reduce the tendency for participants to acquiesce, for example, 

agreeing with everything (470). Similarly, moving the picture symbols helps people 

organise their thoughts in a logical way (470). 
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Due to the aforementioned information discussed on Talking Mats and Q, there are 

clear overlaps between the two methods. Both methods: 

• utilise a physical sorting task of cards of pictures, with Q utilising short 

sentences. 

• require participants to place card/pictures under three overarching options. 

• enable participants to move and amend the card placements in line with 

their views. 

• enable the participants to explore their views and describe them using the 

cards as a basis to aid thinking. 

However, there are limitations of Talking Mats, which steered me away from using 

them in the research and towards an alternative method of data collection. Firstly, 

Talking Mats typically have three options for the top scale (e.g. ‘yes, no or maybe’ or 

‘agree, disagree, unsure’). This may restrict participants in forcing their opinion into 

one of the three categories which may be a where their opinions may fit in between 

the categories. One study which adopted a Talking Mat Framework found that all 

participants “selected more Yes than Maybe or No ratings, indicating that all three 

groups regarded most of the areas as important to address in rehabilitation for most 

of the adults with aphasia” (p. 5) (471). Drawing on research based on Likert-scale 

research, which can be argued has similar components as used in Q methodology 

or Talking Mats, it has been shown using a Likert-scale achieve often a comparable 

or higher response rate than research using yes/no, either/or responses or open-

ended question responses (472). This highlights how using Likert-scale based 

research methods may be just as suitable for research involving people with 

learning disabilities and enables a level of granularity between perspectives to be 

identified which is useful for both Q methodology and Talking Mats. In a review by 

Hartley and MacLean (472), 14 studies a range of three-point Likert-scale (akin to 

Talking Mats), 10 studies employed a four-point Likert-scale and four studies used a 

five-point Likert-scale (472). It was identified that people with learning disabilities 

could engage in research that adopted a five-point scale without there being a 

significant decrease in the response rates. This highlights how having an enhanced 

scale is suitable to be used for people with learning disabilities, which therefore 

rationalises Q methodology.  

In the research mentioned above by Pettit (471), the authors may be criticised for 

not exploring the reasons why participants place most of the cards under yes, as 

opposed to maybe and no categories. However, it is important to highlight that 
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Talking Mats, were initially developed as a communication tool, to help the person 

express their views about specific topics or issues (462). Given the aim, it may be 

that the need for elaboration on choices is not required or needed, and the card 

placements is enough given the aim of some research. For example, in one study 

which explored the experiences of individuals living in supported living services 

during the implementation of person-centred active support, it was noted that 

participants did elaborate on the Talking Mat with single words, phrases and 

through body language and their facial expression (473). However, given the aim of 

this PhD was to further explore attitudes, experiences and decision making to attend 

cervical and breast cancer screening, there was a need for a more detailed 

narrative to illuminate the women with learning disabilities, FC and PCW 

perspectives. This is one justification for using Q, as the participants are prompted 

to highlight their reasoning for answers and in placing cards where they did on the 

Q-grid.  

In addition, Talking Mats utilise symbol-like images where symbols are used with 

one word to represent a topic. Symbols are used in Talking Mats over photographs 

for several reasons (474) of which include: photographs may lead the person 

completing the mat to get caught up in the detail of a photo rather than considering 

the placement on the mat; symbols appear to reduce the emotional impact of the 

image and be easier for people to comment on; photos can become out of date e.g. 

clothing styles or hairstyles which may confuse the person; the clarity and quality of 

the photo may be poor and commercial photos like Photosymbols, which are 

highlighted as being good quality, are typically used repeatedly and sometimes for 

different contexts (474). Relating this to the findings of the Patient and Public 

Involvement (PPI) discussed in Chapter 5 (phase 1), it was highlighted that overall, 

the PPI members (who comprised of women with learning disabilities) preferred real 

images rather than a symbol image, due to this it was appropriate to ensure real 

images were used consistently through the research.  

7.1.2 Q as an inclusive research method  

To support the rationale for choosing Q, I conducted a structured search to inform 

the decision to use Q methodology and identify already published literature of Q 

studies where the topic was based on the health of people with learning disabilities 

or involved people with learning disabilities themselves in the Q-sorts. This was not 

a full systematic review and is different to the systematic review presented in 

Chapter 4.  
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To help design the Q study, I conducted a structured search of CINAHL Complete, 

PsycARTICLES, Psychology and Behavioral Sciences Collection and PsycINFO in 

June 2019. This search has not been re-run before submission of the thesis as 

these results informed the decision to use Q and was not a systematic search per 

se. 

The search yielded 16 publications that involved a Q method alongside a context of 

learning disability/intellectual disabilities and a health and/or social care focus (475-

490). The results of the search can be seen in Appendix D1. The data extracted 

from the 16 studies highlights the P-Set involved in the included studies ranged from 

17 participants (481) to 85 participants (486). The studies involved people with 

learning disabilities (481, 483, 484, 486), family members of people with learning 

disabilities (477, 478, 480, 481, 484, 486, 489), support staff (476, 477, 485), 

healthcare professionals (478, 483, 486-488, 490) including psychologists (482), 

therapists (475) and nursing staff (479). All studies utilised a forced-choice design, 

using a Q-sets ranging from 35 (480) to 104 (488) statements.  

The four studies which involved people with learning disabilities, involved 24 people 

with fragile X-associated tremor/ataxia syndrome (481), 24 people with Severe 

Behavioural Disorders and Severe Intellectual Disabilities (484), 22 adults with an 

Intellectually Disability (486), while one paper did not specify how many women with 

learning disabilities were involved in the research; “40 participants drawn from 

across the organization, including some patients, completed the Q-study regarding 

why women with learning disability within a secure unit self-harm.” (p. 122) (483). In 

the four papers, the Q-sets used in the research included 17 (481), 40 (484, 486) 

and 47 (483) statements.  

Following the search, I felt multiple aspects rationalised the use of Q methodology. 

Firstly, the ‘game-like approach’ of completing a Q-sort has been documented to be 

particularly engaging, compared to traditional methods of interviews or surveys 

(457), which is an important consideration for the target participants in this research 

to ensure that participation was not as intense or as onerous as an interview. This 

would enhance the chance of women with learning disabilities being able to take 

part in the research. In addition, Q does not require any verbal communication from 

the P-set (393), where the members of the P-set can sort the Q-set without any 

explanation or justification. In the context of this research, this will enable women 

with learning disabilities to take part in the research, regardless of their 

communication ability; women with learning disabilities can have a good 

understanding and speech but may be reluctant to express themselves verbally 
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(491). Whereas if I implemented traditional qualitative interviews the interviewee 

would be required to be able to have a level of verbal communication (393).  

An additional component identified that was identified through the scoping exercise 

was how the researchers developed the concourse statements in their Q-

methodology study. For instance, in one study the researcher completed a literature 

review alongside a generic Internet search of various charity websites, forums and 

social media platforms, as well as qualitative interviews (492). This mixture of 

methods in developing a concourse supported my decision to complete a 

systematic review of qualitative literature instead of conducting separate qualitative 

interviews (which I discuss in section 7.3.1). 

7.2 Research Question 

The research questions underpinning the Q study are based on the original aims of 

the PhD which is outlined in Chapter 1. The research question for the Q study was: 

‘What is the knowledge of, attitudes towards, and decision making around cervical 

and breast cancer screening in women with learning disabilities, family carers (FC) 

and paid care workers (PCW) of women with learning disabilities?’ 

7.3 Methods 

This section highlights the methods of planning and designing the Q study, including 

the ethical approval process, identifying, and recruiting participants, completing the 

Q study, and the method of analysis.  

7.3.1 Ethical approval  

In this section, the process taken to apply for and obtain ethical approval before 

data collection is described. To utilise purposive sampling in the study, there was a 

need to identify multiple research sites including NHS settings and non-NHS 

provisions. Five research sites were initially approached and agreed to support the 

research in identifying and recruiting women with learning disabilities.  

The five sites included: 

• one NHS Foundation Trust (in the North East of England) who provides 

inpatient and community mental health, learning disability, and eating 

disorders services as well as older people services, 

• one GP practice within a Clinical Commissioning Group (CCG) in 

Middlesbrough, 
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• two sites (one in Middlesbrough and one in Whitby), which are part of one 

charity and not-for-profit organisation, who offer supported living and day 

centre provision for people with learning disabilities, autism, mental health 

challenges and complex needs, and 

• one day centre service in County Durham, providing therapeutic and multi-

sensory activities for adults with disabilities. 

 

Within each of the research sites, a gatekeeper was identified and was integral in 

identifying and initially approaching eligible women with learning disabilities about 

the research.   

Ethical approval was obtained from Teesside University’s School of Health and Life 

Sciences Research Ethics and Governance Committee on 26th July 2018 (REF 

Number: 066/18). The approval letter can be seen in Appendix D2. As the study 

was utilising NHS research sites, an application and subsequent approval were also 

required from the Health Research Authority (HRA), through the Integrated 

Research Application System (IRAS). IRAS is a single online system that allows the 

applicant to apply for permissions and approvals to complete health, social care and 

community care research in the UK (493).  

An application was submitted to the HRA on 27th November 2018. As the study was 

aiming to recruit NHS patients or service users, Favourable Opinion (FO) was also 

required from a Research Ethics Committee (REC). The application was submitted 

to London - Camberwell St Giles REC as the REC was flagged for research using 

qualitative methods which involves adults who lack capacity, and social care 

research. I attended the meeting in person to answer any queries held by the REC. 

The meeting took place on 18th January 2019. FO was received by the REC on 25th 

March 2019 (Appendix D3), followed by HRA approval on 25th March 2019 

(Appendix D4).  

Following receiving HRA approval, confirmation of capacity and capability was 

needed from the five research sites. This confirmation was the final step required 

before the research could start recruitment. Confirmation was received on different 

dates, which can be seen in Table 20 below. These are the dates when recruitment 

commenced. Given the recruitment start dates, the first participant was recruited 

between May 2019 and the last participant was recruited in March 2020. 
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 Table 20: Recruitment start dates 

 

 

 

 

 

 

 
 
 

7.3.1.1 Amendments to the ethics application 

Throughout the PhD, several amendments were sought for various reasons. Table 

21 documents the reason for the amendment, amendments implemented, type of 

amendment (substantial or non-substantial) and the date approved by the REC and 

the HRA. The confirmation of REC FO and the HRA approval dates for both 

substantial amendments are presented in Appendix D5 and Appendix D6. 

Table 21: Ethics amendment throughout PhD 

 Summary of amendment 
Type of 

amendment 

Date 

submitted 

REC FO 

date 

HRA 

Approval 

date 

1 

Remove the following statement 

from protocol, due to lack of 

resources; “The researcher will 

also be trained by the gatekeeper 

to use Makaton to support the 

script if this is required by 

individual women.”  
Substantial 03/09/2019 15/10/2019 16/10/2019 

Gain speech and language 

therapist support to help support 

women in the study who had 

limited speech. By providing 

sufficient formal support to 

women, then will enable all eligible 

women to take part in the study. 

2 
Change lead sponsor name and 

update contact details. 
Substantial 13/02/2020 03/03/2020 27/03/2020 

Research Site Recruitment start date 

Clinical Commissioning Group  28th March 2019 

NHS Foundation Trust  9th April 2019 

Day centre provision – Durham 11th April 2019 

Day centre provision – Middlesbrough 24th April 2019 

Day centre provision – Whitby 24th April 2019 
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Add a charity as a research site to 

aid in the identification of family 

and paid carer, as well as 

additional community learning 

disability teams through one 

research site. 

 

7.3.2 Identifying a concourse  

As highlighted in section 6.2.1, to develop a concourse that represented a range of 

attitudes and perspectives towards cervical and breast cancer screening which 

focused on women with learning disabilities attending the screening, I completed 

multiple steps. 

As the first step in identifying the concourse, I used the findings from the systematic 

review. This was conducted in place of one-to-one qualitative interviews, as the 

papers included in the review were qualitative in nature and identified the women 

with learning disabilities, FC and PCW perspectives towards cancer screening. 

Therefore, completing interviews were not necessary. Similarly, as discussed in 

section 6.2.1, multiple methods can be used to develop a concourse, where 

conducting a literature review is one way (393).  

The findings from the qualitative systematic review (presented in Chapter 4) were 

placed onto a separate Microsoft Word document that I created to log the concourse 

statements. The word document noted the source (e.g. author of papers (from 

papers included in the systematic review), the title of paper or source and the URL 

link accessed from) and the concourse statements I extracted from the source.  

Alongside the papers included in the systematic review, I accessed various sources 

to identify any attitudes, opinions, barriers, facilitators to women with learning 

disabilities accessing cervical and breast cancer screening. I accessed the following 

resources: Public Health England reports and blogs, the Cancer Research UK 

website, the Confidential Inquiry into Premature Deaths of People with Learning 

Disabilities (CIPOLD) reports, website entries from Jo’s Trust and South Tees 

Clinical Commissioning Group. These resources were chosen as they generally 

related to the health of people with learning disabilities, specifically to cancer 

screening and/or screening for women with learning disabilities.  

Within each source, I read the documents and identified any attitudes, opinions, 

perspectives, barriers or facilitators to women with learning disabilities accessing 
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cervical and breast cancer screening. I then copied any statements/phrases that 

related to the topic into a Microsoft word document. Within the word document, I 

had developed a table to collate the concourse statements. Following the 

development of the table, I copied the statements from the systematic review over 

and then started populating with the findings and statements from the other sources 

mentioned previously. When I was no longer identifying new statements that were 

different to those already identified, I stopped accessing new sources. In total 128 

statements were identified through the concourse development. The full list of 

statements and the source can be found in Appendix D7.   

The possible researcher bias is minimised during the development of the 

concourse, as the process aims to select statements that cover the range of 

subjectivities (390). The systematic review of qualitative literature and searching for 

the statement in a range of sources, meant that I was able to identify as much as 

possible the range of subjectivities towards women with learning disabilities 

accessing cervical and breast cancer screening. It is also important to identify that 

within Q study, a concourse is often far from complete (376). But this provides the 

participants with the opportunity through the Q-sort to identify their personal 

subjectivity and align it or not to the Q-set.  

7.3.3 Developing a Q-set 

From the description of a Q-set, in section 6.2.2, following the development of a 

concourse, the researcher is required to cluster the concourse statements together 

to form a set of broader statements that the P-set use during the Q sort. I developed 

the Q-set by clustering the 128 original concourse statements together. This is in 

line with the research on Q methodology to ensure the statements broadly highlight 

the range of subjectivities on the topic.   

I completed the clustering process using Microsoft Word. Akin to thematic analysis, I 

clustered the statements together if they had a similar meaning. For example, 

statement 13 (An invite letter alone is not enough) and statement 20 (Not reading 

letters and ignore letters take no notice of the letters) were placed in the same 

category. This was because I felt both referred to invite letters being sent to women 

with learning disabilities for cervical and breast cancer screening. These were 

clustered with other statements to form the statement ‘Women with a learning 

disability do not always open letters so do not know about their appointment’. 

Appendix D8 highlights the statements that were clustered together to develop the 

final Q-set statement. I did not limit the use of the concourse statement. This means 
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that one concourse statement could be used to inform multiple broader Q-set 

statements. I did this because some statements had multiple components which 

could inform multiple statements. For instance, statement seven was ‘Barriers – 

letters, fear of the unknown, not understanding the importance of cancer screening’. 

Within this statement there are three documented barriers, due to this each barrier 

was used to inform different statements in the Q-set. This can be illustrated through 

the ‘letters’ barrier informing the statement: ‘women with learning disabilities do not 

always open letters so do not know about their appointment’, the ‘fear of the 

unknown’ barrier informing ‘women with learning disabilities do not attend cancer 

screening because they are scared’, and the barrier ‘not understanding the 

importance of cancer screening’, informing the Q-set statement ‘women with 

learning disabilities do not attend cancer screening because they are not told how 

important it is’. 

From the clustering of the 128 concourse statements, I developed a final Q-set of 28 

statements. It is an important consideration that the Q-set was manageable for the 

women with learning disabilities to sort during the Q-sort. Although this did not limit 

or restrict my decision, I considered the Q-set range from the scoping of the 

literature (which I discussed in section 7.1.2). This highlighted the Q-sets used for 

research involving people with learning disabilities ranged from 17-104 statements. 

This offered reassurance when 28 statements were developed as it was within this 

range, highlighting the possible suitability of the Q-set. However, the ultimate 

effectiveness and usability of a 28 statement Q-set would be identified during data 

collection.  

All statements started with the prefix “Women with a Learning Disability…”. Using 

the prefix reiterates that the women with learning disabilities who take part do not 

have to think about themselves if they do not wish to, to distance themselves from 

the topic being discussed. Also, the prefix enabled women with learning disabilities 

to be involved in the Q-sort who had not previously attended cervical and breast 

cancer screening, as the focus was on others rather than themselves. Similarly, the 

prefix would act as a reminder for the FC and PCW to think about women with 

learning disabilities generally, if they did not have any personal experiences to draw 

on. The use of a prefix has been supported by Watts and Stenner (384), who 

provided an example that if the research question is aiming to define love, every 

statement could begin with ‘Love is …’ which provides participants with consistency.  
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Following the initial clustering of statements, statements were shortened, and word 

choices simplified, such as ‘breast self-examination’ was changed to ‘check their 

boobs’. This process was advocated by my advisor who is a speech and language 

therapist (SALT), who regularly works with women with learning disabilities, and 

could identify any particularly problematic statements or words from her experience. 

The final list of statements can be seen in Table 22.
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Table 22: Final Q-set 

 Statements - Women with a learning disability… 

1 know what lady bit cancer is 

2 know what boob cancer is 

3 need their carers and family to explain what cancer screening is 

4 do not attend cancer screening because they are scared 

5 are more likely to be stopped from going to screening by doctors 

6 are told about cancer screening by their doctor 

7 do not always open letters so do not know about their appointment 

8 need to know the symptoms of cancer 

9 speak to paid carers more than their family about their health 

10 do not attend cancer screening because they are not told how important it is 

11 do not need to attend go to lady bits screening if they have not had sex 

12 are more likely to go for boob cancer screening, than lady bits cancer screening 

13 know how to check their boobs 

14 are helped to attend screening by talking to their doctor and nurses about what happens 

15 are asked about what would make it easier for them go to cancer screening 

16 are given the same treatment as other women 

17 are not told about cancer screening because their carers and family are embarrassed 

18 are told everything about the screening process, from beginning to end 

19 are supported to make their own decisions about going to screening 

20 are given enough time to decide if they want to be screened for cancer 

21 know about what will happen in the appointment before they go 

22 are more likely to attend screening if they hear good stories from other people 

23 are helped to relax during cancer screening 

24 would like a lady nurse to do their screening 

25 find screening painful 

26 need doctors and nurses to know about the extra help they need 

27 know the reasons for cancer screening 

28 have carers who make decisions without speaking to them first 
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The Q-sort statements were checked by a woman with learning disabilities during 

phase two of PPI (discussed in chapter 5, section 5.5.3). Before administering the 

Q-sort with women with learning disabilities, FC and PCW, the Q-sort was piloted 

with 10 of my colleagues. This was primarily to increase my confidence in the 

method and familiarise myself with the research documents. During the pilot, I 

asked colleagues to identify any potential problems, assess the wording of the Q-set 

and how straightforward they found the process of completing a Q-sort. From the 

pilot, no changes were made. The number of statements was assessed in the pilot 

to determine whether the number was usable and to identify how they performed 

(395). Following the PPI and piloting, no further amendments were made. Thus, 28 

statements were used in the Q study. Following this, I measured the size of the 

white squares on the Q-sort grid, created a word document with the exact sizes of 

the squares, placed each Q-sort statement into a square, gave each statement a 

number, printed out the statements, cut out each square and then laminated the 

grid. This would make sure I could use the same Q-set statements for all 

participants who took part in the Q-sort.   

To support the involvement of women with learning disabilities during the Q-sort I, 

supported by my advisor who is a SALT, developed a bank of pictures for the 

statements. This would enable me to use these pictures to explain the statements to 

the women with learning disabilities if needed. The bank of pictures consisted of 19 

pictures. I decided against having one picture for each of the Q statements, as the 

images could be applied to multiple Q statements. Where possible and appropriate, 

in line with the responses from the PPI, photographic images (rather than 

symbols/line drawings) were used. They were obtained from Google and were 

licensed as free to use. Each image was printed individually on A5 white paper, 

laminated, and attached by a ring binder. The full picture guide can be seen in 

Appendix D9.  

Multiple Q studies have been conducted and published, which have used a purely 

photo-based Q-sort, for example, in assessing landscape preference and concerns 

in rural areas (494), and landscape preferences held by 11 and 16-year-olds carried 

out with a secondary (495) and tourism products (496). The difference between the 

current research and those that use pictures alone is that in my Q study they were 

used as a support mechanism to explain the written statement and were not to be 

used by themselves. For instance, statement one and two had the same image to 

support the explanation Figure 19. I used the below image where the women with 

learning disabilities may have been unsure where their breast or cervix is located 
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on/in the body. I was then able to use the image to highlight the location and make 

sure the women with learning disabilities understood the explanation.  

Figure 19: Image to support statement one and two in the Q-set 

  

 

 

 

 

 

 

 

 

7.3.4 Specifying the P-set 

As previously highlighted in section 6.2.3 it is recommended that adequate sample 

size for a Q study is between 40 and 60 participants (398). Specific research 

involving people with learning disabilities and carers in Q-sorts relating to health 

have however recruited smaller samples than 40. For example, a study exploring 

staff beliefs about why people with learning disabilities self-harm, included 33 staff 

members (479), whereas another study involved two people with learning 

disabilities, and 14 members of their circle of support to evaluate person‐centred 

planning (444). Other Q methodologist highlight that the number of participants 

involved in a P-set can be determined based on the ratio of 3:1 (Q-Statements: Q 

Participants), as there should be more statements in the Q-set than there are 

participants (390). The highest ratio that can be used is 2:1 (390). Given this 

guidance on deciding on a P-set sample size, and that the Q set statement 

comprised of 28 statements, the P-set for this PhD could range from 9 (28 divided 

by three) to 14 (28 divided by two) participants.  

Based on the aforementioned, and also considering the research was involving 

women with learning disabilities, I decided to stipulate a target P-set of 40. The 40 

was planned to be comprised of 20 women with learning disabilities and 20 carers 

(10 FC and 10 PCW). The 20/20 ratio was decided to allow me to obtain a range of 

views and insights from a range of people who would have an opinion on the topic 

and would also provide an adequate P-set size of 40 which has been stipulated as 

the gold standard in Q methodology studies. Even though the sample size deviates 
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from the above method to calculate the P-set, this is not consistently used in Q 

studies to determine a sample size.  

When identifying the P-set, purposive sampling was employed to identify 

participants whose perspectives matter concerning the topic being discussed (402). 

Previously within the Q literature, purposive sampling has been identified as the 

most appropriate sampling strategy to employ, as the P-set should meet specific 

criteria so that they have views and attitudes which can be obtained through the Q-

sort (402). Purposeful sampling is also widely used in qualitative research, to enable 

the identification and selection of information-rich participants (497). There are two 

types of purposive sampling; snowball and theoretical (498). In snowball sampling, 

participants are identified by members of the same group who have already taken 

part in the study, whereas in theoretical sampling participants are deliberately 

identified for the specific information required which related to the topic (498).  

Within the study, both theoretical sampling and snowball sampling were used, 

where women with learning disabilities could speak to others including their friends, 

FC or PCWs to see if they would be interested in taking part in the research. 

Regarding the theoretical sampling approach, I engaged with multiple research sites 

to identify and approach potentially eligible participants. The recruitments sites 

which consisted of three non-NHS day centre provisions, a local NHS Foundation 

Trust, and a GP surgery within a CCG, is documented in section 7.3.1. The 

recruitment initially focused on identifying women with learning disabilities using the 

information within the below section.  

7.3.4.1 Identifying and approaching women with learning disabilities 

To be eligible to take part in the study, women with learning disabilities were 

required to meet the inclusion criteria below: 

• Women only, 

• Aged 18 years or over,  

• Not currently undergoing treatment for cancer, 

• Can be a cancer survivor meaning participants have no signs of cancer after 

they have finished their treatment,  

• With a diagnosis made by the supporting Health Care team of a mild to 

moderate learning disability, 

• Be able to understand English in easy-read, and what is required to complete 

the study and give consent. 
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The gatekeeper at each recruitment site would use the information in above and 

identify any women with learning disabilities who met the criteria. The gatekeeper or 

clinician approached these eligible women with learning disabilities about the 

research. This meant that no women with learning disabilities would be approached 

who were not eligible to take part, for example, women with learning disabilities who 

cannot give informed consent. The eligible women with learning disabilities were 

initially approached by the clinician that they know, from the Trust or CCG, using 

their preferred method of contact whether this was face-to-face, telephone, or email. 

The day centres approached eligible women with learning disabilities in a face-to-

face conversation. The gatekeeper, clinician or staff used a lay description of the 

study and a script during the initial conversation about the research.  

All eligible women with learning disabilities were asked if they would like to hear 

more about the study. If they said yes, the women with learning disabilities were 

provided with two options to decide how they wanted to receive information on the 

research: 1) the staff could pass on their contact information directly to me by 

completing a contact information sheet, or, 2) the women with learning disabilities 

could contact me directly by being given my contact information. The women with 

learning disabilities identified through the day centre recruitment sites were given a 

third option, where the gatekeeper told them when I would be attending the day 

centre and if they wished to find out more information about the research the 

women with learning disabilities could put their name down on a sheet to speak to 

me in person.   

Using the women with learning disabilities preferred method of contact, a 

conversation took place between myself and the women with learning disabilities to 

arrange a face-to-face meeting. This was to discuss the research and answer any 

questions. If the women with learning disabilities were still interested in taking part, I 

sent an appointment letter in the post confirming the Q-study meeting. This 

appointment letter was in an easy-read format. During the appointment, an easy-

read information sheet (Appendix D10a), and an invitation letter (Appendix D10b) 

were discussed. It was at this point, the women with learning disabilities indicated 

whether they still wanted to take part in the research. If they did wish to take part, 

two copies of a consent form were completed: one which I would keep and another 

for the women with learning disabilities. The women with learning disabilities then 

decided if they wish to complete the Q-sort during the same appointment, or an 

alternative time and date arranged.  
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7.3.4.2 Ethical considerations for recruiting women with learning disabilities 

A key consideration for any research that involves human participants is to ensure 

the participants give informed consent to take part. The requirements for informed 

consent are “adequate disclosure of information, freedom from coercion and 

capacity (or competence) to consent” (p. 236). Throughout the Q study, I ensured 

that all participants, especially the women with learning disabilities could provide 

informed consent. All information was provided to women with learning disabilities in 

an easy-read format including the invitation letter and information sheet. This was 

one step to ensure the women with learning disabilities could understand the study 

information and consider whether they wish to take part in the study.  

To minimise the possibility of coercion, I did not identify any eligible participants 

directly, all women with learning disabilities were identified through a gatekeeper. All 

gatekeepers worked with/supported women with learning disabilities and so could 

identify eligible women with learning disabilities, and initially discuss the study with 

them. Then if they were interested in taking part or had any questions the 

gatekeeper contacted me with the women with learning disabilities information or 

the women with learning disabilities could contact me directly regarding their 

participation if they wished. Through gatekeepers identifying and initially 

approaching women with learning disabilities, they could also ensure that the 

women with learning disabilities could consent. It is recommended that researchers 

assume capacity unless proven otherwise (499), but the gatekeeper added a level 

of screening to ensure all women with learning disabilities were eligible to take part. 

However, using gatekeepers may not be free from the risk of coercion in their study 

where one gatekeeper commented “the person he supported would do anything 

asked of her by her carer” (p. 438)(499). In the case of this study, I met with the 

women with learning disabilities after the initial discussion with the gatekeeper, this 

minimised the chance of the women with learning disabilities being influenced to 

take part as when we met the gatekeeper was not present. I also provided all 

gatekeepers with a script to ensure the language they used while discussing the 

research was free of coercion as it has gained ethical approval. 

7.3.4.3 Identifying and approaching family and paid carers 

Women with learning disabilities were asked at multiple points before completing 

the Q-sort if they would like any of their FC and/or PCW to take part in the research. 

If any were nominated, I sent information with the women with learning disabilities 

appointment letter. This was in a separate addressed envelope. This would enable 
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the women with learning disabilities to give the information to their nominated carer 

themselves. Alternatively, I could provide the information for the carer when I 

attended the face-to-face appointment with the women with learning disabilities.  

For FC and PCW to be eligible to take part in the study, they were required to meet 

the following inclusion criteria: 

• Any gender, 

• Aged 18 years or over, 

• Be able to read and understand English to read the study documentation 

• Be able to give consent to take part, 

• Must support a person with a Learning Disability either as an FC (not paid), or 

a PCW (someone who gets paid). 

 

Following the carers being nominated and reviewing the invite letter (Appendix 

D11a and D11b) and a participant information sheet (Appendix D11c), they would 

indicate if they were interested in knowing more about the research, unsure, or 

decline the invitation. If the FC or PCW were not interested in taking part, then no 

further contact was made. If the carers were unsure about their participation, the 

carers could contact me directly if they wanted to take part or to arrange further 

contact to discuss the study, or provide time to think about their participation and I 

would follow up via telephone in one week. If the carers agreed to take part in the 

research or were interested in finding out more information, I arranged a face-to-

face appointment to meet with the carer and sent an appointment letter (Appendix 

D11d). During this appointment, the participant information sheet was discussed, 

and any questions answered. If still willing to take part, the carer completed two 

copies of the consent form (Appendix D11e). The FC or PCW then decided if they 

wish to complete the Q-sort during the same appointment, or an alternative time and 

date could be arranged. 

Early on in the recruitment process, I identified that women with learning disabilities 

were not nominating FCs or PCWs. Therefore, an ethics amendment was submitted 

that would enable me to approach FCs and PCWs, who had not been nominated by 

a woman with learning disabilities. The ethics amendment has been documented in 

section 7.3.1. This approach would be made through a carer organisation. The 

gatekeeper of the carer organisation agreed to share a recruitment poster on their 

social media platform and email the poster to all carers in their organisation (approx. 

1500 carers) (Appendix D12). However, due to the COVID-19 pandemic, this 



Kate Byrnes                                                              Chapter 7: The Q study  

166 

additional recruitment stream did not take place because the University halted travel 

for data collection, and the main research site also suspended research involved 

human participants (Both emails can be found in Appendix D13). 

7.3.5 The Q-sort 

To complete the Q study, the data collection was split into three sections: pre-Q-

sort, during the Q-sort, and the post Q-sort interview. An in-depth description of 

each of these generic steps has been previously discussed in section 6.2.4. In the 

following sub-sections, I discuss in turn how I completed each of the steps adapted 

for my study. 

  

7.3.5.1 Pre- Q-sort activity 

Before commencing the Q-sort, I discussed the participant information sheet with 

the participant, whether this was a woman with learning disabilities, FC or PCW. 

This was in an easy-read format for the women with learning disabilities and a 

standard format for those without learning disabilities. If the participants were happy 

to proceed with the Q, two copies of a consent form were completed. Similarly, this 

was also in an easy-read and standard format. One copy was for the participant to 

complete and the second was for the researcher’s file. Example blank copies of all 

easy-read documentation, including the participant information sheet, invite letter, 

and consent form are in Appendix D10 for the women with learning disabilities and 

all documentation for FC and PCW in Appendix D11. 

All easy-read study documents underwent an earlier assessment to obtain the 

Flesch Reading Ease Scale (FRES) in Microsoft Word. The FRES provided me with 

a grade of readability ranging from 0-to-100 (500). This would further ensure the 

likelihood that the documents could be understood by the target population 

Documents with higher numbers are more easily read. Scores ranging from 70 to 

100 are considered ‘fairly easy’ to ‘very easy’ to read (501). Table 23 documents the 

full range of scores alongside the average sentence length and the description of 

what the score means.  
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Table 23: Interpretation of Flesch Reading Ease scores 

Reading Ease Score Description Average sentence length 

0-30 Very difficult 29 

30-50 Difficult 25 

50-60 Fairly difficult 21 

60-70 Standard 17 

70-80 Fairly easy 14 

80-90 Easy 11 

90-100 Very easy 8 

Source: Adapted from Flesch (1948) 

The Flesch scoring systems are well-validated and widely used for assessing the 

readability of text (502). Although the readability assessment does not provide any 

information about the overall comprehensibility of written text, it calculates the ease 

with which the text can be read, by applying a formula to the sentence and syllable 

structure of the text (502). The threshold mentioned within Table 23 is not specific 

for people with learning disabilities, but have been applied to research assessing 

easy-read documents for people with cognitive disabilities in the United States of 

America (503) and people with learning disabilities in the UK (504). The results of 

the readability assessment of the easy-read documentation used in the study can 

be found in Table 24.  

Table 24: Flesch reading ease scores of easy-read documentations 

Easy-read document Score obtained Interpretation of scores 

Invite letter 76.9 Fairly easy 

Participant Information Sheet 74.7 Fairly easy 

Consent form 89.3 Easy 

Appointment letter 87.5 Easy 

 

The assessment highlighted that the invitation letter and participant information 

sheet were ‘fairly easy’ to read, and the consent form and appointment letter were 

‘easy to read’. Due to this, it was thought that the easy-read documentation could be 

accessible for women with learning disabilities, as the documents are above the 

recommended threshold of 65 for documents written in plain English (500).  
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7.3.5.2 During the Q-sort 

Utilising the information mentioned in section 6.2.4, a forced-choice structure was 

implemented. The Q-sort structure utilised a scale of -4 to +4 and followed a normal 

distribution kurtosis of nine columns. This allowed all 28 statements to be placed 

onto the grid. Table 25 documents how many cards from the Q-set could be placed 

under each column by the P-set.  

Table 25: Card placements in Q-sort 

 -4 -3 -2 -1 0 +1 +2 +3 +4 

Card Places 1 3 3 4 6 4 3 3 1 

 

During the Q-sort, I used an instruction sheet to ensure no steps were missed out, 

this can be seen in Appendix D14. To complete the Q-sort, the P-set had the option 

of whether they wanted to complete the Q-sort within one visit or across multiple 

visits. It is reported in section 7.4.1 that participants completed the sort over one or 

multiple visits. Depending on the P-sets response, this would lead to a slight change 

in how the Q-sort was completed.  

In the event where participants completed the Q-sort in one visit, the following steps 

were followed. The P-set were provided with the Q-set of 28 cards. The participants 

were first asked to sort the Q-set into three piles to identify whether they agree, 

disagree, or were neutral to the statements. All participants had the option to sort 

the cards individually, or whether they preferred me to read the statements out loud 

to them and they then tell me which pile to put the card. After all cards were in a 

pile, the participants would pick a pile to go through (either agree or disagree) or 

identify the cards they wished to place under the extreme ends of the grid. This 

typically started with identifying the number of card/s for each end of the grid. For 

example, two cards can be placed under -4, then two cards can be placed under +4. 

This was then repeated to identify the number of cards to place under -3, then +3. 

This activity is repeated until all the cards have been placed onto the grid, in the 

structured format.  

Where the Q-sorts required multiple visits, I broke the Q-sort down into multiple 

steps. The first visit would be to sort the cards into three initial piles of agree, 

disagree or neutral. The second visit would be to sort one pile of the cards, the 

participants had the choice of which pile to sort. During the third visit, participants 

would sort the remaining cards and complete the post Q-sort interview. After each 
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visit, the researcher recorded the card placements onto the datasheet and took a 

picture of the cards to ensure the cards were recorded accurately (this can be seen 

in Appendix D15).  

To aid in the data collection process, the below Q-sort grid was developed in line 

with the forced-choice format. The format was informed by patient and public 

involvement, discussed in chapter 5. The Q-sort grid was printed on A3 vinyl. This 

enabled me to place Velcro dots in each of the white squares and on the back of the 

statements. This would prevent the statements from moving by accident after 

placement by the P-set. This also provided a visual aid for all participants so they 

could see how many card placements remained in each column. A picture of the Q-

grid can be seen below in Figure 20.  

Figure 20: Image of Q-grid 

 

 

 

 

 

 

 

 

 

Source: Researcher’s photograph of images to support Q-set 

During the Q-sort, I developed a bank of pictures to aid participant understanding of 

the statements. This has been discussed previously within the methods sections. An 

image of the finalised images can be seen in Figure 21.  
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Figure 21: Images to support Q-set 

 

 

 

 

 

 

 

 

Source: Researchers photograph of images to support Q-set 

Using the Q-grid shown in Figure 20, a forced-choice structure was initially planned 

and used for the participants to complete the Q-sort (rationale discussed in section 

7.3.5.1). However, during the Q-sort with the first two women with learning 

disabilities, it was apparent that there was some hesitation to the forced structured 

design, where the women with learning disabilities felt restricted by the structure. 

Specifically, the women with learning disabilities wanted to place multiple cards 

under +4, as opposed to the one card placement stipulated. To minimise this 

hesitation, I wanted to amend the structure and allow the participants flexibility to 

place cards outside of the forced structure. This would be a mixture between the 

forced structure and the unforced structure, where the columns were specified still (-

4 to +4), but participants could place the card outside of the normal distribution 

curve if they wished. For example, if the participants wanted to, they could place 

three cards under +4 rather than the one stipulated in the Q-grid, if they felt that the 

card placement better represented their attitudes and views. To ensure that this was 

justified and there would no consequence of this to the statistical analysis, I 

consulted the Q methodology worldwide distribution list 

(METHOD@LISTSERV.KENT.EDU). Steven Brown and Peter Schmolck responded 

to my query (provided in Appendix D16), who are eminent in the Q methodology 

field.   

Following the consultation, it was determined that I could employ a forced structure 

whilst also allowing participants some flexibility if the participant wished to place 

cards outside of the normal distribution curve. This decision was made based on the 

mailto:METHOD@LISTSERV.KENT.EDU
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consultation with Q methodologists that there does not seem to be any statistical 

difference between forced and unforced conditions (discussed in section 6.3.4). By 

keeping the Q structure (range from -4 to +4) meant that participants had structure 

to base their decision on but also have flexibility in the sort with a ‘semi-forced 

structure’ relieving some pressure and potential frustrations of participants who felt 

constrained by the structure.  

I audio-recorded all the Q-sorts including the post Q-sort interview. This allowed me 

to capture the sort, the person’s rationale for placing cards where they did during 

the sort and identify any reasons the participants had for sorting outside of the 

normal distribution.  

7.3.5.3 Post Q-sort interview 

The post Q-sort interview in the study was used to explore the reasons why 

participants placed cards under strongly agree and strongly disagree, and to identify 

their ‘point of neutrality’ on the sorting grid. This was the point at which the 

participants felt that they switched from agreeing to disagreeing with a statement. 

The interview was also used to elicit the participants’, if female, experiences of 

attending cervical and breast cancer screening. The post Q-sort interview was 

completed at the same visit where after the Q-sort was completed. Where 

participants completed the Q-sort over multiple visits, the interview was completed 

in the last visit where the participant sorted their last pile of cards. The interview 

schedule can be seen in Appendix D17.  

7.3.6 Data analysis  

Within this section, I follow on from the generic description of the analytical steps to 

complete a Q study (highlighted in section 6.2.5), with the exact analytical method I 

employed to analyse the data through PQMethod. Firstly, PQMethod was chosen 

over other software packages (discussed in section 6.3.6) as I attended training on 

Q methodology ran by experienced Q methodologists at Glasgow Caledonian 

University from 9th and 10th April 2018. As part of the training, a session was 

delivered on inputting the data and analysing the Q-sorts on PQMethod, this 

resulted in me having training on this software and not the other software options 

which can be used to analyse Q-sorts. Also, PQMethod is the most frequently used 

software in Q studies and is also free to access and use, where other software such 

as PCQ is not.  
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To summarise, PQMethod is a statistical analysis program that is specifically 

tailored for the analysis of Q studies (427). The program allows a researcher to 

easily enter Q-sorts the way they are collected, by identifying the statement 

numbers placed under each column in the Q-sort (427). Through the analysis, 

PQmethod computes inter-correlations amongst the Q-sorts (427). the inter-

correlations are similar in the way the participants have sorted the Q-set. 

7.3.6.1 Data input into PQMethod 

The first step of data analysis is setting up the project in PQMethod. By setting up 

the project it will provide a space to store the Q-sort data. Each of the Q-set 

statements is added individually into PQMethod. Before the Q-sorts could be 

replicated in PQmethod, I, therefore, input the following information: the total 

number of statements in the Q-set, the value of the leftmost column (-4), the value 

of the rightmost column value (+4), and the number of card placements per column 

from left to right. This created a symmetrical depiction of the grid in the PQmethod 

software. 

The individual Q-sorts were entered individually under their anonymous participant 

identification number. To enter the Q-sort into the software, a photograph of the Q-

sort and the recording sheet were used to ensure accurate input. The software 

prompts the researcher to identify what card number was placed under -4, which 

were placed under -3, -2, and so on, until all statements had been entered. When all 

statements are entered, a digital image of the Q-sort is returned. This process was 

replicated for all Q-sorts. Figure 22 depicts this process of using the photograph of 

the completed Q-sort and the recording sheet to develop the digital Q-sort. Upon 

inputting the Q-sort, and ensuring the input is accurate, this process can be 

replicated to input all Q-sorts, until all have been entered into the software. 

Four Q-sorts that were put into PQmethod were assessed for accuracy by 

supervisors to ensure there was no human error in inputting the data. The Q-sorts 

were randomly chosen using an online random number generator, and through the 

checking, no errors were found.  
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 Figure 22: Q-sort transferred onto recording sheet then onto PQMethod
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7.3.6.2 Factor analysis and rotation 

Upon inputting all Q-sorts into the software, I then completed the statistical factor 

analysis, then the rotation of the factors. The Q-sorts were analysed using Principal 

Component Analysis (PCA) combined with Varimax rotation. Following the steps 

discussed in section 6.2.5.  

PCA was chosen as it offers one best mathematical solution, whereas centroid does 

not (505) and is most frequently used in Q analysis (429). This was favourable as I 

was a novice in Q methodology and the method of analysis, therefore having an 

analysis which offered one best solution, was deemed appropriate to ensure the 

analysis is completed correctly. Tucker and MacCallum (506), as cited in Ramlo 

(505), identified that within PCA there is an accepted procedure to determine when 

to stop factoring by using the eigenvalues of one or greater and scree plots. 

Whereas, in CA the decision on how many factors to extract is a bit more “sketchy” 

(p. 78) (505). This sketchiness means that the researcher can make their own 

theoretical decision on the number of factors to extract, rather than solely 

mathematical (505).  

Following PCA, varimax rotation was completed (following the information 

presented in section 6.2.5) through the computer-automated rotation facility on the 

software (390). The varimax rotation was completed to optimize the separation 

between factors and to clarify their structure (378).  

7.3.6.3 Factor interpretation  

During the interpretation of the statistical output from the PQMethod, I then had to 

consider the factors from the perspective of the P-set, to gain insight into the story 

told by each viewpoint (384), this is where I triangulated the findings from the Q-sort 

and the post Q-sort analysis.  

To support the interpretation of the factors, all Q-sorts were audio-recorded, 

transcribed, and then analysed using thematic framework analysis (discussed in 

more detail in the next paragraph). The audio recordings were transcribed verbatim 

where possible I then transcribed the Q-sort and post Q-sort interview of all the P-

set (example transcript in Appendix D18). Verbatim transcription is defined as 

“word-for-word reproduction of verbal data, where the written words are an exact 

replication of the audio recorded words” (p. 38) (440). However, this was not always 

possible due to the environment in which the Q-sort was completed (e.g. loud 

background noise due to meeting in the communal area in the woman with learning 
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disabilities home) or the speech impairments of members of the P-set. To transcribe 

the recordings, I uploaded the recording to the laptop computer and used Windows 

Media Player to listen to the recording. I used a foot pedal which plugged into the 

laptop computer to slow up or speed up the audio recording. I used Microsoft Word 

to transcribe the audio recording of the Q-sort and post Q-sort interview. Each 

participants audio file was transcribed in an individual Microsoft Word document. 

Upon completion, line numbers were added to the transcript along with page 

numbers. These enabled me to identify the information to support quotes which I 

use in the results section of this chapter.  

Upon completing the transcription of interviews, quotes from the Q-sort and the 

post-sort of the interview were extracted to populate the framework developed. To 

complete the framework analysis, and support my interpretation of the factor arrays, 

I developed a Microsoft Excel spreadsheet based on the factor arrays; one tab for 

each factor which replicated the statement number under the -4, -3, +3 and +4 

columns in the factor array. Other research has similarly used the extreme polls of 

the factor array during the interpretations of the P-sets Q-sort (507). This data 

extraction from the transcripts was completed for all participants. An example of a 

completed extraction against a factor for one participant can be seen within 

Appendix D19, and an extract of the data extracted from the post Q-sort interview 

can be seen in Appendix D20.  

A framework method provides the researcher with clear steps to follow and 

produces highly structured outputs of summarised data (436). It is a useful method 

to use for managing large data sets where obtaining a holistic, descriptive overview 

of the entire data set is desirable (436). The framework method is best suited for 

data that cover similar topics or key issues and this enables the researcher to 

categorize the data (436). The Framework Method is most commonly used for the 

thematic analysis of semi-structured interview transcripts, but can also be suitable 

for other types of textual data (436) including meeting minutes or diaries (508), or 

field notes from observations (509). The Framework Method aligns with Q 

methodology because of the systematic nature of data analysis and importantly can 

be used in either an inductive or deductive approach to completing thematic 

analysis (436). Unlike the broader thematic analysis method, where the aim is to 

develop themes and categories from the results, the framework method of thematic 

analysis has the same outcome (436).  
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It was planned that I would complete a phase of member checking after the analysis 

and interpretation, with members of the P-set. All participants were asked if they 

would be interested in taking part in this optional member checking session. The 

purpose of these sessions was to discuss the factors identified through the Q-sort, 

to check if the participant's attitudes have stayed the same or changed towards 

cervical and breast cancer screening. This would have been achieved by providing 

each participant with a picture of their Q-sort. This member checking was approved 

under the original ethics application, however, due to the COVID-19 pandemic, it 

was not possible as women with learning disabilities may not have had access to 

technology that could facilitate an online Q-sort (discussed in section 8.5.3). 

Completing the Q-sort online may have added another complexity to completing the 

Q-sort, but also relying on the women with learning disabilities having access to a 

device that enabled them to complete the Q-sort online. It has been identified that 

one significant factor which hindered people with learning disabilities using and 

benefiting from technology during the lockdowns of the COVID-19 pandemic was 

the lack of access to technology, relying on support from someone else to facilitate 

the access and guide the people with learning disabilities through the technology 

use (510). This is discussed further in the discussion as a possible limitation within 

Chapter 8. It was discussed with supervisors the alternative options to conducting 

face-to-face member checking, including completing sessions over Microsoft 

Teams, but it would also require an ethics amendment which would cause further 

delays in completing the study. Member checking is useful and has been used in 

some research that utilised Q methodology (511, 512), however, it is not a 

mandatory step and has not been completed in other Q studies involving people 

with learning disabilities (444, 483).  

7.3.7 Key deviations from standard Q steps  

In multiple ways, this study follows the steps outlined in Q methodology. There are 

multiple instances throughout the methods where adaptations have been made. 

These adaptations have been documented below in Table 26, along with a rationale 

for the adaptation. 

 

 

 

 



Kate Byrnes                                                              Chapter 7: The Q study  

177 

Table 26: Adaptation to Q methodology 

Step of Q 

methodology 
Adaptations made to the method 

Identifying a 

concourse 

Did not complete qualitative interviews as a method to identify the 

concourse. The literature highlights that interviews are not the only 

method of identifying a concourse, but it the most predominately used. It 

was felt that as the systematic review was focusing on identifying and 

synthesising qualitative literature on attitudes, opinions and experiences 

towards cervical and breast cancer screening, that the information 

collected would provide detailed insight into the topic being discussed in 

the Q-sort.  

Developing 

the Q-set 
No adaptations made.  

Specifying  

the P set 
No adaptations made. 

Administering 

the Q-sort 

Initially started data collection using a forced-choice structured. This was 

changed to an unforced structure with predetermined columns to provide 

some structure to participants, but participants could place cards outside 

of the normal distribution, if they wanted to. The nature of having a 

learning disability could make it difficult for women to break down how 

much they agree or disagree with something. For instance, one woman 

wanted to place multiple cards in +4, where there is only one space. To 

ensure whether there would not be a detrimental effect on the analysis if 

participants forced out of the structure, I obtained clarity by consulting a 

worldwide Q distribution list. The questions I asked received two 

responses from Professor Steven Brown and Peter Schmolck. Both of 

whom are eminent in the field and their responses can be viewed in 

Appendix D16. Their responses provided reassurance that the P-set 

could sort out of the normal distribution and there be no significant 

statistical impact.  

Conducting 

data analysis 

There is a lack of research that provides clear, methodical steps for 

interpreting the statistical output from PQMethod. Due to this, the 

research employed a Framework analysis approach using the extreme 

ends of the factor array. This was populated with quotes from the Q-sort 

and the post Q-sort interview to provide an insight into each participant’s 

view towards the specific statement. I was then able to draw similarities 

and differences across participants viewpoints.  
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7.4 Results 

The following results sections highlighted the demographic information of the P-set, 

the number of visits to complete the Q-sort per P-set, length of the Q-sort 

interviews, and the full factor analysis.  

7.4.1 The P-set 

A total of 13 women with learning disabilities, three FC and five PCW completed the 

Q-sort, equating to a total of 21 participants. In total, 20 of the P-set were female 

and one was male. Ages ranged from 20 to 69 (mean = 47.3 years of age). The five 

PCW were all support workers, who supported women with learning disabilities, as 

part of their job role. The specific ages, genders and screening status is reported in 

line with the factor that the participants load onto (section 7.4.3 and 7.4.4). This 

information was used to interpret the factor analysis.  

The P-set were recruited from three locations from across the North East of 

England: nine from Teesside, nine from County Durham and three from North 

Yorkshire. Table 27 highlights the participants recruited from each location. 

Table 27: Location of participants 

 
Location 

Teesside County Durham North Yorkshire 

Participants 

Seven women with 

learning disabilities 

and two FC  

Four women with 

learning disabilities, 

one FC and four 

PCW 

Two women with 

learning disabilities 

and one PCW 

 

Eighteen out of the 21 members of the P-set completed the Q-sort and post Q-sort 

interview in one visit. However, three participants required multiple visits due to the 

nature of their learning disability, meaning they found it difficult to concentrate for 

long periods. Visits were counted from when the consent form was signed. The 

initial visit where I discussed the study was not counted. However, the initial visit 

was counted if the participants wanted to complete the Q-sort in the same visit. 

Table 28 highlights how many visits took place for each participant as well as the 

length of the visits. Within the table, the start of the unique identifier number I 

assigned to each participant can be seen. These helped me to differentiate between 

participants and ensure I had the specific study material (e.g. easy-read documents 

and book of images) for the women with learning disabilities. The code ‘LD’ 

highlighted that the participant was a woman with learning disabilities, ‘FC’ refers to 
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a family carer and ‘PC’ refers to a paid carer. The number following the two letters 

referred to how many people had been recruited within each group. 

Table 28: Visits per participants and length of interviews 

 P- set ID Number of visits Length of interviews (min. sec) 

1 LD01 1 58.38 

2 LD02 1 53.11 

3 LD03 1 53.43 

4 LD04 1 82.30 

5 LD05 1 53.51 

6 LD06 1 49.13 

7 LD07 1 55.83 

8 LD08 3 26.34 33.52 25.43 

9 LD09 1 63.44 

10 LD10 1 60.88 

11 LD11 3 32.07 26.57 23.50 

12 LD12 3 32.35 39.02 30.11 

13 LD13 1 31.50 

14 FC01 1 62.12 

15 FC02 1 37.32 

16 FC03 1 53.48 

17 PC01 1 35.33 

18 PC02 1 58.22 

19 PC03 1 54.12 

20 PC04 1 27.07 

21 PC05 1 27.30 

 

Given the amendment discussed in section 7.3.1.1, one woman with learning 

disabilities was supported by the qualified SALT. The SALT supported me during 

the data collection process with the women with learning disabilities. The SALT 

specifically helped with explanations of the Q-set and provided a small amount of 

‘on the spot’ Makaton signs to support the explanation of the sort for the women 

with learning disabilities.   
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7.4.2 PQMethod Analysis 

The entire statistical output report from PQMethod for this Q study is included in 

Appendix D21, however, throughout this section, I highlight the main statistical 

output. The results in the Appendix illustrated the correlation matrix; the factor 

loadings for each Q-sort; the factor scores for each statement within the Q-set; the 

factor arrays along with the distinguishing and consensus statements which are 

associated with each factor.  

Consistent with published guidance on Q, the analysis was conducted multiple 

times, with a different number of factors being extracted and rotated at each trial, to 

find a solution that was sensitive to the variety of viewpoints and statistically 

appropriate (513). Starting with eight factors accounted for 80.0% of the total 

variance. Following this I obtained the standard seven factors through the PCA, two 

different factor solutions were examined and considered.  

First, a three-factor solution was conducted, then followed by a two-factor solution. 

The rationale for specifically looking at two and three-factor solution is supported by 

the eigenvalues produced during the PCA. The first factor will always have the 

highest total variance and the last component will always have the least. When 

looking at the scree plot (Figure 23, the interpreter is looking for an ‘elbow’ joint 

(514). This is the marking point where I felt it would not beneficial to extract factors 

past this point (514). It can be seen in Figure 23, that the joint is at component 

three, highlighting the potential for a three-factor solution. However, it is best 

practice to ensure the final analysis explains as much variance as possible in the 

fewest number of factors (433).  
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Figure 23: Scree plot of eigenvalues 

When completing the first three-factor solution, multiple participants did not load on 

any of the three factors. When this was changed to a two-factor solution, more 

participants loaded onto factor one or two. Brown (404) states that “five or six 

persons loaded significantly on a factor are normally sufficient to produce highly 

reliable factor scores, and it is in terms of the relationships among the factor scores 

than general statements about an attitude are made” (p. 67). When comparing the 

number of defining sorts across the three-factor and two-factor solution, more Q-

sorts were represented when the two-factor solution was completed. It is 

acknowledged that the more factors extracted from a study, means the lower the 

number of participants who significantly load onto these factors (255). Therefore, I 

deemed two-factors to be the most meaningful examination of the factor array to 

represent the views of most participants. 

The following results focus on the two factors derived from the PCA. The PCA 

evidenced that the two factors in total covered 46.0% of the variance. A range of 

variance has been accounted for in previously published research with one study 

reporting a two-factor solution accounted for 50.0% variance (515) whereas another 

reported a three-factor solution accounted for 29.0% of the variance (516). The 

factor loadings for all 21 Q-sorts are illustrated in Table 29. On PQMethod, the 

automatic flagging facility enables each participant to be associated with the factors. 

The automated flagging provides a base for decisions to be made, however, I had 

the flexibility to change the flagging if I believed, due to the Z-scores, the participant 

would be better suited onto another factor. The Q-sorts which have a significant 
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loading onto only one factor are thought to define the viewpoint of that factor (384). 

The automatic flagging highlighted that of the 21 participants, 19 loaded heavily 

onto either factor one or factor two.  

Two participants (LD02 and LD11; shaded in grey) did not load significantly on to 

any of the two-factors, they were both women with learning disabilities. These sorts 

are described as ‘null’ cases where a Q-sort does not significantly load on any of the 

factors (517). Therefore, their views have not been accounted for within this two-

factor solution but briefly discussed in section 7.5.  

I calculated the communality for each of the Q-sorts by hand (384). I used the 

following formula to calculate the h2; (loading on factor 1)2 + (loading on factor 2)2. 

The calculation, for Q-sort 1, has been provided as an example below. The hand 

calculations for all Q-sorts are presented within Appendix D22 

 

E.g. Q-sort 1 = (0.7569)2 + (0.3815)2 

= (0.7569 * 0.7569) + (0.3815 * 0.3815) 

= 0.57289761 + 0.14554225 

= 0.71843986 

= 0.72 

The communality for Q-sort one is telling us that 72.0% of the variance in the Q-sort 

has been accounted for by the study factor. This means that 72.0% of the variance 

is common variance. Communality is a useful indicator of how communal a 

particular Q-sort is (384). A high communality indicates that the sort is typical and 

could represent a high proportion of the P-set (384). Comparatively, a low 

communality could be atypical and typically are exclusively linked to a single factor. 

Two of the Q-sorts had a low communality score, these were participants LD02 and 

LD11, both of whom were described above as null loaders. Based on their 

communality score I did not include these sorts in the final interpretation, as their 

views could be statistically atypical to the others in the P-set. However, I have 

included the information on the ‘null loaders’ has been summarised in Appendix 

D23. 

A core requirement to complete varimax rotation of the factors, the factors must be 

identified as uncorrelated (518), which is noted as having a coefficient of .32 or less 

(518). The correlation coefficient for factor one and two was 0.146, due to this 

varimax rotation was a suitable rotation method.  
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Table 29: Factor matrix 

P- set ID Factor 1 Factor 2 h2 h2 (%) 

LD01 0.7569X 0.3815 0.72 72 

LD02 -0.0749 0.1366 0.02 2 

LD03 0.5824X -0.4189 0.51 51 

LD04 0.7083X 0.1918 0.54 54 

LD05 0.5694X -0.0214 0.32 32 

LD06 0.4627X 0.0829 0.22 22 

LD07 0.5466X 0.1938 0.34 34 

LD08 0.7146X -0.0172 0.51 51 

LD09 0.7828X -0.0799 0.62 62 

LD10 0.6616X 0.1194 0.45 45 

LD11 0.2312 -0.1606 0.08 8 

LD12 0.7740X 0.0476 0.60 60 

LD13 0.4346X -0.3119 0.29 29 

FC01 0.1819 0.5009X 0.28 28 

FC02 0.2537 0.7602X 0.64 64 

FC03 0.0281 0.8369X 0.70 70 

PC01 0.6011X 0.5784 0.70 70 

PC02 0.0675 0.8276X 0.69 69 

PC03 0.7951X -0.0740 0.64 64 

PC04 0.2633 0.3998X 0.23 23 

PC05 -0.2284 0.7013X 0.54 54 

Eigenvalue 6.10 3.55 - - 

% expl. Var. 28 18 - - 

Composite reliability 0.98 0.96 - - 

Defining sorts 13 6 - - 

Note: Significant loadings are shown in bold type. Defining sorts are identified by x. h2 is the 

communality for each Q-sort by summing its squared factor loadings. 
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The two-factor arrays (including the factor scores for each statement) are illustrated 

in Table 30 below. Consensus statements (those which do not distinguish between 

any of the factors) are shaded in grey. The number of the consensus statement is 

highlighted with a * if it is non-significant at 0.05. If no * is present the statements 

are non-significant at 0.01. Consensus scores should not appear in the 

distinguishing statement (384), due to this, I removed statement five from the 

consensus list. These factor scores (where each statement was placed in the 

composite factor array for each factor) will be referred to extensively throughout the 

narrative accounts of each factor that follow. 

Table 30: Factor Array 

Item number and wording 
Factor 

1 

Factor 

2 

1 Women with learning disabilities know what lady bit cancer is 0 -4 

2 Women with learning disabilities know what boob cancer is 2 -1 

3 
Women with learning disabilities need their carers and family to 

explain what cancer screening is 
0 3 

4* 
Women with learning disabilities do not attend cancer screening 

because they are scared 
1 2 

5 
Women with learning disabilities are more likely to be stopped 

from going to screening by doctors 
-3 -1 

6 
Women with learning disabilities are told about cancer screening 

by their doctor 
-1 0 

7 
Women with learning disabilities do not always open letters so do 

not know about their appointment 
-2 2 

8* 
Women with learning disabilities need to know the symptoms of 

cancer 
4 3 

9* 
Women with learning disabilities speak to paid carers more than 

their family about their health 
0 0 

10 
Women with learning disabilities do attend cancer screening 

because they are told how important it is 
-3 2 

11* 
Women with learning disabilities do not need to go to lady bits 

screening if they have not had sex 
-4 -3 

12 
Women with learning disabilities are more likely to go for boob 

cancer screening, than lady bits cancer screening 
-1 1 

13 Women with learning disabilities know how to check their boobs 0 -3 

14 
Women with learning disabilities are helped to attend screening by 

talking to their doctor and nurses about what happens 
0 -1 

15* 
Women with learning disabilities are asked about what would 

make it easier for them go to cancer screening 
-2 -2 

16 
Women with learning disabilities are treat the same as other 

women 
2 -3 
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17 
Women with learning disabilities are not told about cancer 

screening because their carers and family are embarrassed 
-2 0 

18 
Women with learning disabilities are told everything about the 

screening process, from beginning to end 
-1 -2 

19 
Women with learning disabilities are supported to make their own 

decisions about going to screening 
3 0 

20 
Women with learning disabilities are given enough time to decide 

if they want to be screened for cancer 
1 0 

21* 
Women with learning disabilities know about what will happen in 

the appointment before they go 
-1 -1 

22 
Women with learning disabilities are more likely to attend 

screening if they hear good stories from other people 
0 4 

23 
Women with learning disabilities are helped to relax during cancer 

screening 
3 0 

24* 
Women with learning disabilities would like a lady nurse to do their 

screening 
3 1 

25* Women with learning disabilities find screening painful 1 1 

26 
Women with learning disabilities need doctors and nurses to know 

about the extra help they need 
2 3 

27 
Women with learning disabilities know the reasons for cancer 

screening 
1 -2 

28 
Women with learning disabilities have carers who make decisions 

without speaking to them first 
-3 1 

 

The analysis and interpretation of the factors was checked by a well-known Q 

methodologist, who agreed with my decisions on following a two-factor solution. The 

comments and feedback received by the Q methodologist can be seen in Appendix 

D24. In the following subsections, each of the factors is detailed alongside quotes 

from the Q-sort audio recordings of which captured the Q-sort and the post Q-sort 

interview. Following the Q-sort analysis, and the factors were confirmed, quotes 

from each participants transcript were extracted in line with the factor array. See 

Appendix D19 for a sample of the extraction sheet.  

7.4.3 Factor One: Personal choice and ownership 

Factor one accounted for 28.0% of the total variance, with the Q-sorts of 13 

participants defining this factor (as indicated in Table 29).  

The participants whose Q-sorts loaded significantly onto this factor include 11 

women with learning disabilities and two PCW. The demographic information of the 

participants are presented in Table 31. Of the 11 women with learning disabilities, 

the average age was 47 years, ranging from 20 to 68 years. At the time of data 

collection, 10 out of the 11 women with learning disabilities were eligible to be 
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invited to and attend cervical cancer screening. Of the 10, six had attended cervical 

cancer screening, three had not, and one was unsure whether she had been for 

screening. Four out of the 11 women with learning disabilities were eligible to be 

invited and attend breast cancer screening. Of the four, all had attended breast 

cancer screening. One woman with learning disabilities, aged 47 years, had 

previously attended breast screening by referral due to being symptomatic. Both 

paid carers who loaded onto this factor were female. Their mean age was 38 years. 

Both had attended cervical cancer screening, but neither were eligible to be invited 

and attend breast cancer screening due to being under the age of 50 years.  

Table 31: Demographic information for P-set in Factor 1 

P-set ID Gender 
Age 

category 

Had cervical 

screening? 

Had breast 

screening? 

LD01 Female 35 to 39 Yes No 

LD03 Female 50 to 54 Yes Yes 

LD04 Female 45 to 49 Yes Yes* 

LD05 Female 65 to 69 No Yes 

LD06 Female 30 to 34 Yes** No 

LD07 Female 20 to 24 No No 

LD08 Female 50 to 54 No Yes 

LD09 Female 35 to 39 Yes*** No 

LD10 Female 65 to 69 Yes*** Yes 

LD12 Female 45 to 49 Unsure No 

LD13 Female 45 to 49 No No 

PC01 Female 25 to 29 Yes No 

PC03 Female 45 to 49 Yes No 

*Symptomatic  

** Attended screening but screener unable to obtain sample/complete screen 

*** Had one screening 

 

As previously noted within section 6.5.2, the analysis of the Q-sort produced a factor 

array, which is essentially a mean sort produced from analysing the participants 

individual Q-sort. The factor array for factor one can be seen below in Figure 24.  

The numbers within the main body of the array correspond to the Q-sort statements.  
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Figure 24: Full factor array for factor one 

 

To interpret the factor, the interpretation focuses on the dominant shared views, 

which have been expressed within factor one. Statements that are categorised 

under ‘Strongly Agree’ (columns +4 and +3 in the grid) and ‘Strongly Disagree 

(columns -4 and -3 in the grid) are presented in Figure 25 below.  

Figure 25: Polar ends statements for factor one 

 
Note: Consensus statements are shaded; * denotes those statements which distinguish 
factors one from factor two (at a significance level of p<0.05) and ** denotes those 
statements which distinguish factors one from two (at a significance level of p<0.01). 
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do not need to go 
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have not had sex 

Women with learning 
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from going to 
screening by doctors * 

Women with learning 
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supported to make 
their own decisions 

about going to 
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Women with 
learning disabilities 
need to know the 
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10 23 

 

Women with learning 
disabilities do not 
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screening because 
they are told how 
important it is ** 

Women with learning 
disabilities are 
helped to relax 
during cancer 

screening 

28 24 

Women with learning 
disabilities have 
carers who make 
decisions without 

speaking to them first 
** 

Women with learning 
disabilities would like 

a lady nurse to do 
their screening 
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This factor highlights a narrative of personal choice and women with learning 

disabilities having ownership over their healthcare decision, including whether to 

attend cervical and breast cancer screening or not. Within this context, I interpret 

ownership as a person having the skills, awareness and knowledge of factors that 

could influence their health, leading to them not relying on others to support them 

with health-related issues. This covers awareness and knowledge of cancer 

screening, knowledge of symptoms, having a favourable attitude towards screening 

and making their own decisions to attend or not, all linking into the women with 

learning disabilities taking ownership of the health.  

Multiple card placements in the factor array indicate the importance of awareness 

and knowledge of cancer screening. The statement under +4 was statement eight 

(‘women with learning disabilities need to know the specific symptoms of cancer’) 

indicating that the P-set strongly agree that women with learning disabilities do need 

to know symptoms. Throughout the Q-sorts, multiple participants highlighted how 

important this was for them:  

 

“Researcher: Women with a learning disability, you need to know the 

symptoms of cancer, so the need to know what to look for.  

Interviewee: True.” (woman with learning disabilities 08, p. 3, ln 116-118) 

 

“Researcher: Women with a learning disability need to know the symptoms 

of cancer  

Interviewee: ooh strongly agree with that one” (woman with learning 

disabilities 09, p. 8, ln 388-389) 

 

However, it was evident that some women with learning disabilities did not know the 

specific symptoms of cervical cancer but did know some information about what the 

screening programme was testing: “it’s your ovaries or the part down below, the 

cells and stuff.” (woman with learning disabilities 03, p. 24, ln 758). More of the P-

set for this were able to highlight some symptoms of breast cancer including “lumps 

in my boobs” (woman with learning disabilities 10, p. 3, ln 88), “and bumps or 

things” (woman with learning disabilities 12, p. 14, ln 427). Positively, the statement 

under -4 was statement 11 (woman with learning disabilities do not need to go to 

lady bit screening if they have not had sex), highlighting that the P-set disagrees 

that women with learning disabilities does not need to attend cervical cancer 

screening if they had no sexual history. This can influence the women with learning 
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disabilities having ownership of their health, as they knew a woman with learning 

disabilities sexual status should not hinder their uptake of cervical cancer screening. 

 

“Interviewee: yeah I mean I have not had sex but I still think I should go” 

(woman with learning disabilities 10 p. 19, ln 614-617).  

 

“Interviewee: Just because they are not sexually active you know there still 

could be other things going on and you can’t just say ‘you’re not sexually 

active, you don’t need to go to screening’, because you know there could be 

something underlying there that it could pick up so” (PC 01, p. 12, ln 370-

372) 

 

It was highlighted that the P-set believe women with learning disabilities know 

screening is an important appointment to attend, as statement 10 (‘do not attend 

cancer screening because they are not told how important it is’), was under -3 

indicating disagreement with the statement; “it is important to stop you getting 

cancer” (woman with learning disabilities 12, p. 43, ln 1381-1382). Some indicated 

how they were made aware of its importance including because “it’s been on the 

news” (woman with learning disabilities 04, p. 17, ln 527), and “the lady staff say” 

(woman with learning disabilities 05 p. 28, ln 906). One woman with learning 

disabilities noted that women with learning disabilities are told about cancer 

screening by PCW, where it is reinforced to them that cancer screening is 

potentially a good appointment to attend to attend, there may be other factors that 

could influence women with learning disabilities in taking up cancer screening; “they 

know it is important but they won't go so what is the use” (woman with learning 

disabilities 05, p. 28, ln 904). 

The card ‘women with learning disabilities are more likely to be stopped from going 

to screening by doctors’ (statement five) was placed under -3. This indicates that 

the P-set believed that doctors do not stop women with learning disabilities from 

attending cancer screening. Most of the P-set who loaded onto factor one feel very 

strongly that this does not happen: 

 

“Researcher: So you think doctors will tell you to go for screening, they won't 

stop you? 

Interviewee: no they can't stop me if I wanna [sic] go, I go” (woman with 

learning disabilities 05, p. 28, ln 40-41) 
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“Interviewee: It is up to us, it’s better to be safe and go” (woman with 

learning disabilities 12, p. 53, ln 1705-1709) 

 

“Interviewee: I have never heard of anything for as long as I have been a 

support worker, I have never had a doctor or hear anybody say a doctor 

stopped them from going. So I wouldn’t like to think that it would happen” 

(PC 03, p. 17, ln 551-555) 

 

Whereas some members of the P-set did recall times where they felt the doctor was 

a barrier to women with learning disabilities accessing screening. This could be a 

threat to women with learning disabilities having a choice and deciding for 

themselves whether attending cervical and/or breast cancer screening is the right 

thing to do for them. It is important to note, that the involvement of doctors was not a 

barrier for all participants in deciding to attend and then accessing screening. 

 

“Interviewee: well the doctor [name] didn’t want me to have screening 

Researcher: of your lady bits or boobs?  

Interviewee: no the lady bits  

Researcher: ok, do you know why?  

Interviewee: because I was too nervous” (woman with learning disabilities 

10, p. 10, ln 309-316) 

 

“Interviewee: …a couple of times we've had the one where because they're 

not sexually active, they don't need, you know, as much as screening…like 

the smear and stuff, but I think it's important just because they are not active 

it doesn’t mean someone else might be” (PC 01, p. 6, ln 177-181) 

 

The narrative around ownership is supported by the placements of card 19 (‘women 

with learning disabilities are supported to make their own decisions about going to 

screening’) and 28 (‘women with learning disabilities have carers who make 

decisions without speaking to them first’). Card 28 was placed under -3, and 19 

under +3, highlighting the P-sets disagree that decisions are made without their 

input, but agree that they are supported to make their own decisions as “it’s up to 

them if they want to go or not” (women with learning disabilities 04, p. 34, ln 850- 

852).  
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While, most disagreed that carers made decisions on their behalf without speaking 

to them first; “no none of mine. I make my own decisions. I have my mind. Parent 

and staff haven’t got my mind” (woman with learning disabilities 12, p. 42, ln 1344-

1349), one woman with learning disabilities noted there may be situations where 

carers are needed to support the women with learning disabilities to express their 

thoughts and feelings, rather than decide for them: 

“Researcher: Do you think there are carers who make decision?  

Interviewee: yeah definitely  

Researcher: yeah ok.  

Interviewee: especially if the person can’t talk  

Researcher: right ok so if they can’t talk?  

Interviewee: yeah if the person can’t talk, the carer will have to speak for 

them” (woman with learning disabilities 09, p. 2, ln 67-74) 

Alongside the factors linked to ownership, the factor array indicates the need for 

relaxation, and how this could lead to successful screening. This is reflected by 

statement 23 being placed under +3, meaning the P-set felt that women with 

learning disabilities agree they are helped to relax during cancer screening. 

Members of the P-set expressed how they have been helped to relax, including 

“they talk to you don’t they, the people talk to you” (woman with learning disabilities 

04, p. 46, ln 574) which reflects the women with learning disabilities experience of 

attending both cancer screening programmes. Alongside talking, the P-set within 

this factor highlights the importance of a female nurse completing the screening 

which can help them to relax, reflected by statement 24 also being placed under +3: 

“Researcher: so why do you agree with would like a lady nurse to do the 

screening?  

Interviewee: because I would feel more comfortable with a lady nurse, and 

not a man” (woman with learning disabilities 03, p. 22, ln 728-729) 

“Researcher: What would you do if it was a lady nurse who was going to do 

your lady bits? Would that be better than a man?  

Interviewee: Be embarrassed  

Researcher: even with a lady?  

Interviewee: I’d be alright” (woman with learning disabilities 08, p. 22, ln 

1029-1033) 
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However, it should be noted that not everyone agreed with this, for instance in the 

below exchange between myself, a woman with learning disabilities and their paid 

carer, it was highlighted that the women with learning disabilities would prefer a man 

to complete the screening: 

“Researcher: would you like a lady nurse or a man nurse?  

Interviewee: a man nurse  

Researcher: a man nurse? Even if he was checking your fan and your 

titties?  

Interviewee:  yeah  

Researcher: why’s that then?  

Interviewee:  its alright… 

Researcher: Do you trust men more?  

Interviewee:  yeah  

Researcher: right that’s interesting to know.  

Paid Carer:  Is it always because you have a man doctor?  

Interviewee:  Yeah haha” (woman with learning disabilities 13, p. 11, ln 325-

333). 

7.4.4 Factor Two: Protecting vs enablement  

Factor two accounted for 18.0% of total variance with the Q-sorts of six participants 

defining this factor. None of the Q-sorts were negatively correlated. Three FCs and 

three PCWs loaded heavily onto factor two.  

The demographic information obtained from participants is reported in Table 32. 

Five of the carers were female and one was male. The male family carer was not 

eligible to be invited to cervical or breast cancer screening. Of the five female 

carers, all were eligible to be invited to and attend cervical cancer screening (being 

over 25 years of age). The mean age of the female carers was 46 years, with a 

range of 32 to 60 years. All five had attended cervical cancer screening. Of the five, 

two were eligible to be invited and attend breast cancer screening (being over 50 

years of age), both of whom had attended the appointment. One PC had previously 

attended breast screening by referral due to being symptomatic.  
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Table 32: Demographic information for P-set in Factor two 

P-set ID Gender 
Age 

category 

Had cervical 

screening? 

Had breast 

screening? 

FC01 Male 55 to 59 NA NA 

FC02 Female 60 to 64 Yes Yes 

FC03 Female 60 to 64 Yes Yes 

PC02 Female 40 to 44 Yes Yes* 

PC04 Female 30 to 34 Yes No 

PC05 Female 30 to 34 Yes No 

*Symptomatic  

** Attended screening but screener unable to obtain sample/complete screen 

*** Had one screening 

 

The factor array for factor two can be seen in Figure 26. The numbers within the 

main body of the array correspond to the Q-sort statements.  

 Figure 26: Full factor array for factor two 

 

To interpret the factor, the interpretation focuses on the dominant shared views, 

which have been expressed within factor Two. Statements that respondents 

indicated were ‘Strongly Agree’ (columns +4 and +3 in the grid) and ‘Strongly 

Disagree (columns -4 and -3 in the grid) are presented in Figure 27.  
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Figure 27: Factor array focusing on strongly agree and strongly disagree statements 

Note: Consensus statements are shaded; * denotes those statements which distinguish 
factor two from factor one (at a significance level of p<0.05) and ** denotes those 
statements which distinguish factor two from factor one (at a significance level of p<0.01). 
 
 

Form the factor array, the protectiveness of FC and PCW to support women with 

learning disabilities to decide to attend cancer screening is clear. However, this 

protection goes hand in hand with enablement. The FC and PCW discuss multiple 

methods that can support women with learning disabilities, but also how changing or 

amending their perceptions and beliefs could greater support women with learning 

disabilities to make an informed decision to attend a screening or not.  

The card placements within the +3 and +4 categories highlight that the women with 

learning disabilities need the support of PCW, FC (statement three), as well as 

nurses and doctors (statement 26) to support them in deciding to attend cervical 

and breast cancer screening or not. Specifically, the P-set indicate their perception 

that women with learning disabilities rely on them to be made aware of cancer 

screening, as opposed to other methods:  

 

“Interviewee: yeah ummhmm it's it's very because I think a lot of this is going 

to depend on the individual that you're askings [sic] point of view as well and 

how they are as a carer how they are as a parent.” (PC 02 pg 6, ln 212-215) 
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“Interviewee: … once that letter comes it's just it's up to us to explain to them 

… yeah and again, it doesn't matter how long you take, it's gonna [sic] be 

done, it's gonna [sic] be done.” (FC 02, pg 9, ln 280-282) 

 

However, this seems to contradict the placing of statement one and 13, where the 

P-set perceived that women with learning disabilities were less likely to know what 

cervical cancer is (statement one), nor know how to check their breast (statement 

13). The perception that women with learning disabilities lack of knowledge on what 

cervical cancer is, or how to check their breasts, were two fundamental pieces of 

information to inform a decision to uptake cancer screening or not: 

 

“Researcher: know how to check their boobs 

Interviewee: Some do, some don’t so I would say neutral” (FC 01 pg2, ln 48-

49) 

 

“Interviewee: Well, [name] doesn't know why what lady bit cancer is. She, 

she wouldn't even think about that. Because she's never had sex. She didn't 

even think about that, you know, she's so, from [name] point of view that is, 

she wouldn't know what that is. And in the widest sense, I don't think people, 

people will learn [sic] difficulties are given the same treatment. I don’t think 

they are otherwise, why are we doing a survey … You know, yeah. Because 

if they were a person with with erm normal intelligence as being able to learn 

enough about cervical cancer to make their mind up on whether they want to 

go and have a smear or not, people with a learning difficulties haven't. … 

Because it's never been explained to them” (FC03, pg 16, ln 532-544) 

 

“Interviewee:... I don't think they will know what lady bit cancer is because I 

just don't think people will talk to them about it as all.  

Researcher: Yeah, I think you said before that you don’t think [women] 

would know what cervical meant but would know where her lady bits are.  

Interviewee: I mean, I'm thinking of even people that are more high ability 

than [women] as in kind of having sexual relationships, people that are used 

to care… yeah ummhmm erm and for all the know what sex is, and they 

would be a participant in that. I still don't know if a lot of them would actually 

know about the real ins and outs of thing.   

Researcher: Yeah, like the anatomy and thing? 
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Interviewee: yeah like what cervix and all this kind of stuff and what can 

happen. And I still don't think that they would even know that.” (PC 02, pg 

13, ln 441-452) 

 

It was identified that the P-set perceived that women with learning disabilities knew 

more about cervical cancer if they had previous sexual activity, as FC 03 and PC 02 

quoted above. Even though the participants discussed that there may be differences 

between those that know and do not know about cervical cancer and checking their 

breasts, there was a consensus between the FC and PCW that women with 

learning disabilities were unaware of specific aspects of cancer screening, even 

though they do need to know what the symptoms of cancer are: 

 

“Researcher: need to know the symptoms of cancer, is the one card that you 

strongly agree with.  

Interviewee: I do. Yeah.  

Researcher: So can you just explain, I know you already have, why you 

have put this card there?  

Interviewee: Because I think it's something we should all know. We should 

all know what we're looking for. Not in myself and in her…  You know, she 

might not recognize the symptoms.  But I certainly should.” (FC 02, pg 12, ln 

366-373) 

 

“Interviewee: Yeah. So I could say to it, like, if I said to her, if, if you are 

starting to get a discharge or something, or you know, just something wasn't 

right, because she's not sexually active. But if she was, then I mean, if she 

was, I would be obviously on her all the time. You know, is everything okay? 

But she is really open with me anywhere. Like when she has her periods and 

things she'll tell me if something doesn't seem right. And I suppose what I 

would say to her then I wouldn't want to frighten her.” (FC 03, pg 5, ln 131-

136) 

 

A significant amount of the narrative discussed above can be aligned to the 

protective nature of FC and PCW supporting women with learning disabilities. This 

means that FC and PCW want to protect and ensure the health and wellbeing of 

women with learning disabilities. However, through the factor array and the quotes 

presented above, could be hindering the women with learning disabilities in making 
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an informed decision to whether they want to attend cervical and/or breast cancer 

screening.  

Like the P-set in factor one, the P-set in factor two discussed employing reasonable 

adjustments to embed person-centeredness into cervical and breast cancer 

screening. Carers disagreed that ‘women with learning disabilities are asked about 

what would make it easier for them to attend cancer screening’ (statement 16) this, 

possibly highlighting the need for doctors and nurses to know about extra help and 

support the women with learning disabilities need (statement 26) which could help 

them decide to attend cancer screening or not.  

 

“Interviewee: I feel the same with this one, are given the same treatment as 

other women, because I don't think it's up there yet. Is it?  

Researcher: What do you mean?  

Interviewee: I mean, we've just been saying that they don't get treated any 

different, probably because it's not known until they get there that they have 

special needs anyway… so yeah for me they are getting the exact same 

treatment as other women, whether it's right or wrong.” (FC 02, pg 9, ln 296-

276) 

 

“Researcher: Needs doctors and nurses to know about the extra help they 

need. So why that one?  

Interviewee: Because it comes up with every aspect of somebody with 

learning disability’s life. People need to know about the extra help they need. 

And it's quite sad to see that on there that doctors and nurses don't. I mean 

you do have your specialist nurses like [name] but they've even tried in the 

past doing like little passport books that's supposed to take with them and 

give to somebody if they've got learning difficulties at the hospital, but they 

don't have time to look at them because it could be ‘wait there’ and nobody 

comes in you can wait hours and you can see them get I've seen them with 

the the carers just sitting there and the some of the cares on the phones and 

the person just sitting there really anxious. And they might have to wait 

hours. There should be somebody coming out and said [sic] to them ‘sorry 

you got to wait’ you know. There is in children services…. And I think doctors 

and nurses do I mean, we've been to see consultants that have been awful. 

Just, you know, we've been see lovely ones as well. But they're just it for 

them they're doing their job yet, you know, they see I'm seeing this patient, 
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I'm doing the job. It's not my job to explain things to them” (FC 03, pg 20, ln 

656-677) 

 

Both groups of carers in the P-set typically disagreed that ‘women with learning 

disabilities do not need to go for cervical screening even if they have not had sex’ 

(statement 11), however between the P-set there was more hesitance to highlight 

that this statement was incorrect. There was some confusion over whether this 

would and could influence the decision to attend cervical and breast cancer 

screening. The below quotes evidence opposing views where one FC perceived sex 

might not play a part, another believed they could agree with the statement, and the 

third FC acknowledges how sexual activity can lead to possible cervical cancer:  

 

“Interviewee: Again I can only speak for us erm I don't, I honestly don't think 

that cervical cancer is something that can be taken lightly… In any any, I 

know it's less likely… But is it totally you know, this can't happen because 

she hasn't had sex. Till someone can tell me that then no, I think everybody 

should go for it.” (FC 02, pg 7, ln 190-200) 

 

“Researcher: So you don't need to attend lady bit screening, so cervical 

screening if they have not had sex  

Interviewee: Actually I agree with that. erm mm, there's part of me that 

agrees with it and there’s a part of me disagrees with it because obviously in 

the future you don't know what's going to happen. She may get an infection 

from you know, other reasons and things but. erm yeah I think I agree with 

it.” (FC 03, pg 12, ln 297-400) 

 

The P-set within this factor deemed that if the women with learning disabilities are 

told about positive experiences of screening, from those who have been to cancer 

screening, could have a beneficial impact on how the women with learning 

disabilities perceive screening. This was documented under the strongly agree 

column in the factor array:  

  

“Researcher: So, they are more likely to attend screening if they hear good 

stories. Why that one?  

Interviewee: Because I've already got to go by my own experience, hate 

going. And if you hear people say, Oh, yeah, I’m sore and you don't want to 
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do that, they think that the same… so what you're saying people don't tell 

you the good stories only tell you the bad. So yeah, I think that's very true 

that one… so like if you, if you went in you said to [name], it hurts but it didn't 

hurt that much and ...it was fine. It was off in two minutes to me. That would 

help [name] go more than just focused on it might hurt” (FC02, pg 2, ln 45-

57) 

 

“Researcher: So are more likely to attend screening if they hear good 

stories.  

Interviewee: Yeah. Because knowing [name], she goes by what other people 

tell her and you know, with her friends and things, so if one of our friends 

has gone and had a good experience, she's more likely to want to go” 

(FC03, pg 4, ln 110-113) 

 

“Interviewee: I totally agree especially if they are hearing it from their friends 

at day centres and things like that. It builds more of a confidence. So number 

four totally agree. Or even talking to me. Like [name] would talk to me about 

it and I would say I've had a positive experience. (PC04, pg 8, ln 281-284).  

 

7.4.5 Items of consensus across factor one and two 

Across both factors, there were eight statements which were consensus statements 

and drew participants together in the Q study, regardless of the factor that the P-set 

loaded onto. These are highlighted in Table 33 below. Table 33 highlighted where 

the card was placed within the factor array for factor one and two. This indicates the 

similarities in card placement, thus warranting the statement being considered as a 

consensus statement.  

Table 33: Consensus items 

 Factor 

Statement and the corresponding number 

1 

Rank 

score 

2 

Rank 

score 

4* Women with learning disabilities do not attend cancer 

screening because they are scared 
1 2 

8* Women with learning disabilities need to know the 

symptoms of cancer   
4 3 

9* Women with learning disabilities speak to paid carers more 

than their family about their health 
0 0 
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11* Women with learning disabilities do not need to go to lady 

bits screening if they have not had sex 
-4 -3 

15* Women with learning disabilities are asked about what 

would make it easier for them go to cancer screening  
-2 -2 

21* Women with learning disabilities know about what will 

happen in the appointment before they go  
-1 -1 

24* Women with learning disabilities would like a lady nurse to 

do their screening 
3 1 

25* Women with learning disabilities find screening painful 1 1 

Note: All listed are non-significant at P>.01, and those flagged with an * are also non-

significant at P>.05. 

As the main factor interpretation focused on the polar ends of the factor array there 

are some statements which have not been discussed previously across both factors 

these include statement four, nine, 15, 21, 25. Statement 11 has been discussed 

within both factors in 7.4.3 and 7.4.4 and will not be covered again here.  

Across both factor one and two, statement eight was placed at the extreme agree 

end of the factor array (+3 or +4). This indicates that across both factors the P-set 

agree ‘women with learning disabilities need to know the symptoms of cancer’. This 

is an important finding as symptoms awareness is not necessarily a part of cancer 

screening and does not form part of the actual examination for cervical and breast 

cancer screening. However, symptoms awareness for cervical cancer (for example, 

discharge and bleeding in between menstrual cycles) and breast cancer (for 

example, lumps within the breast or dimpling of the breast), could suggest whether 

someone is aware of cancer (preventative measures, screening processes, 

diagnosis, and treatment of cancer), but also their ability to identify the problem as a 

symptom of possible cancer to then warrant further investigation. Having this 

broader understanding of cancer and the symptoms of cancer could be a useful 

initial step in ensuring women with learning disabilities have an awareness of cancer 

screening, what it entails and why it is offered. 

Within the middle of the factor arrays for both factors, there were multiple 

consensus statements. Within the agree side of the array, two statements were 

present under column +1 or +2, equating to a slight level of agreement towards the 

card. Statements including statements four was ‘women with learning disabilities do 

not attend cancer screening because they are scared’, this was placed under one 

within factor one and column two within factor two. This highlights that the P-set 

across both factors agree slightly more than those in factor one that being scared 

influences whether women with learning disabilities attends cancer screening. This 
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is not saying that women with learning disabilities are not scared of going to cancer 

screening but could highlight that the P-set perceive other factors to have more of 

an influence on women with learning disabilities attending cervical and breast 

cancer screening. Additionally, statement 25 was placed under +1 within factor one 

and factor two, showing both groups agree slightly that ‘women with learning 

disabilities find screening painful’. The cards placed within columns +1 and +2 of the 

factor array, indicating a lower level of agreement, highlighting that other statements 

within factor one and two hold greater importance.  

Interestingly, although identified as a consensus statement, statement 24 was 

deemed to hold greater importance for those within factor one (+3 in factor one 

array) than those in factor two (+1 in factor two array). Statement 24 was ‘women 

with learning disabilities would like a lady nurse to do their screening’. This indicates 

that having a female nurse completing the cervical sample or completing the breast 

mammography, is deemed to be a significant contributor from the perspective of FC 

and PCW. Although the women with learning disabilities did emphasise that this 

was an important factor, and already highlighted within the narrative within factor 

one, having a female nurse was deemed to be a lesser important component.  

Statement nine particularly was shown to be an ambivalent statement for all 

members of the P-set regardless of whether they loaded onto factor one or two, 

indicating that women with learning disabilities, FC and PCW, neither agree nor 

disagree that women with learning disabilities speaks to paid carers more than their 

family about their health. Statements obtained during the Q-sort and from the post 

Q-sort interviews reinforce this and highlight that it is up to the women with learning 

disabilities who they speak to and there is neither preference to FC or PCW.  

Within the disagree end of the factor arrays of factor one and factor two, statement 

21 (‘women with learning disabilities know about what will happen in the 

appointment before they go') was placed within -1 in both arrays. This could indicate 

that overall, the P-set slightly disagree that women with learning disabilities knows 

about what is going to happen in the cancer screening appointment, including what 

the screening entails. This, albeit a slight level of disagreement, could be a barrier 

for women with learning disabilities going to cancer screening because of this lack 

of knowledge.  

Under the -2 column, statement 15 (‘women with learning disabilities are asked 

about what would make it easier for them to go to cancer screening’) was present 

within both factor arrays, this indicted a stronger level of disagreement than 
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statement 21. Again, this reinforces that the P-set tended to disagree women with 

learning disabilities are asked what could help them go to cervical and breast 

cancer screening (such as being given information in easy-read information on 

screening if they need a de-sensitisation appointment).  

7.5 Chapter summary  

Chapter Seven has presented how I have used the Q method presented in Chapter 

Six and applied the method to the current research involving women with learning 

disabilities, FC and PCW specifically. The Q study aimed to explore the attitudes, 

opinions, and perspectives towards women with learning disabilities accessing 

cervical and breast cancer screening; 21 people were recruited to the study which 

included 13 women with learning disabilities, three FCs and five paid carers. Figure 

28 below illustrates the generic Q steps alongside a description which I covered in 

chapter 6 section 6.3. Figure 28 also highlights how I employed each step within this 

study summarising the information from section 7.3 and 7.4. 

Following the factor analysis, a two-factor solution appeared to provide the most 

meaningful interpretation of the data. Factor one illustrates a sense of personal 

choice, ownership, and relaxation as factors contributing to the successful uptake of 

cancer screening. Whereas factor two focused on the struggle of FC and PCW in 

protecting women with learning disabilities from potential distress experienced 

during screening, in comparison to enable and supporting women with learning 

disabilities to attend the screening. Across both factors, there were eight items of 

consensus which brought participants together, regardless of which factor they 

loaded onto. Participants agreed women with learning disabilities need to know the 

symptoms of cancer, do not attend cancer screening because they are scared, 

would like a female nurse to complete their screening, and find cancer screening 

painful. Participants disagreed that not having a sexual history impacts upon 

eligibility to attend cervical cancer screening, are asked what would help women 

with learning disabilities go to screening and know what will happen during the 

screening appointment before they go. Whereas participants were ambivalent 

towards the statement that women with learning disabilities speak to paid carers 

more than their family, meaning the participants neither agree nor disagree.  

Using Q methodology provided a flexible approach to meet the needs of the women 

with learning disabilities. The method enabled me as the researcher to break down 

the Q methodology steps to ensure the women with learning disabilities had the 

opportunity and mechanism to share their attitudes, experiences and opinions 
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towards cervical and breast cancer screening. This chapter highlights how Q 

methodology can be adapted, from the original methods, to ensure the women’s 

needs are met to enable them to complete the Q sort.  

Figure 28: Overview of Q and how it has been applied in the PhD 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

In the final Chapter, the findings from the systematic literature review (Chapter 4) 

and the Q study are triangulated and applied to the wider literature. The strengths 

and limitations of the three phases of the PhD are considered, alongside 

implications for theory, policy, practice, and further research. 
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The results from the qualitative systematic review, 

reports and websites yielded 128 statements on 

women with learning disabilities accessing cervical and 

breast cancer screening 

From the concourse of 128 statements, a Q-set of 28 

statements were developed.  

21 participants were purposively sample to obtain the 

views of women with learning disabilities, FC and PCW 

towards cervical and breast cancer screening. 

1) P-set sorted Q-set into three piles (agree, neutral, 

disagree); 2) P-set sort one pile at a time; 3) Post Q-

sort interview completed. 

Q-sorts analysed using PCA and varimax rotation on 

PQMethod. Two factors were extracted, explaining 

46% of the variance. 
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Chapter 8 Discussion and conclusions 

In this final chapter of this thesis, I provide a reminder of the research 

question and objectives of the PhD, I then provide a summary of the key 

findings from the qualitative systematic review, patient public involvement 

(PPI) work, and the Q study. This is then followed by a synthesis of the 

findings which relate to the wider literature, as well as application to theory. 

The chapter ends with a discussion of evidence-informed recommendations 

for policy, practice, and future research, and concluding remarks. 

8.1 A reminder of research question and objectives  

The primary aim of this PhD research was to answer the following research 

question: What are the attitudes and experiences of women with learning 

disabilities, family carers (FC), and paid care workers (PCW), towards the 

national cervical and breast cancer screening programmes? 

Three objectives formed part of this research, being: 

1. to undertake a systematic review and meta-aggregation of studies 

that assess and report the attitudes of people with learning 

disabilities, FC, and PCW towards cancer screening; 

2. to understand the knowledge of, attitudes towards, and decision 

making around cervical and breast cancer screening in women with 

learning disabilities; and 

3. to understand the knowledge of, attitudes towards, and decision 

making around cervical and breast cancer screening in those who 

are FC and PCW of women with learning disabilities. towards the 

national cervical and breast cancer screening programmes. 

 

The work presented in this thesis met the objectives through: 

1. undertaking a qualitative systematic review of published literature to 

explore and understand the attitudes and opinions of people with 

learning disabilities, FC and PCW towards cancer screening, and  

2. completing a Q methodology study involving women with learning 

disabilities, FC and PCW to understand their knowledge and 

attitudes towards cervical and breast cancer screening. 
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8.2 Summary of PhD phases 

The first stage of the PhD study (discussed in full in Chapter 4) was the 

completion of a qualitative systematic review. The search of electronic 

databases yielded 18,852 records, with 11 papers included in the final 

review that met the inclusion criteria. As highlighted in section 4.1 the 

review aimed to explore and understand the attitudes and opinions of 

people with learning disabilities, FC, and PCW towards cancer screening, 

however of the included 11 papers, none focused on colorectal cancer 

screening; four of the papers reported on cervical cancer screening (324-

326, 329), five reported on breast cancer screening (190, 327, 330-332) 

and two reported on cervical and breast cancer screening (184, 328). Due 

to this, the focus of the review changed to look at the attitudes and opinions 

of women with learning disabilities, FC and PCW towards cervical and 

breast cancer screening.  

Through a process of meta-aggregation, findings from the 11 papers were 

aggregated into four synthesised findings (SF). SF1 named ‘Carers 

expressing how they support women with learning disabilities to attend 

screening’, which identified that FC and paid care workers’ attempted to 

make decisions in the best interest of women with learning disabilities, to 

prevent distress and discomfort from screening. The second SF named 

‘women with learning disabilities awareness of screening, and their 

psychophysical experiences’, highlighted some women with learning 

disabilities had limited knowledge and awareness of cancer and cancer 

screening, and they expressed feelings of fear and felt screening was 

painful. The third SF3 named ‘Professional practice barriers including the 

need for multidisciplinary working and an understanding of the needs of 

women with learning disabilities’ identified that the barriers caused by paid 

care workers including GPs and screening staff, who may have limited 

knowledge and understanding of the needs of women with learning 

disabilities generally and the need for the women with learning disabilities 

to access cervical and breast cancer screening. The final SF was named 

‘Approaches to improve the uptake of cervical and breast cancer screening’ 

highlighted the multiple practical recommendations which can be 

implemented to help and support women with learning disabilities attend 

cancer screening.  
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The second stage of the PhD was a phase of PPI (discussed in full in 

Chapter 5) to inform the main Q methodology study and ensure sure 

women with learning disabilities were involved in the development of data 

collection materials. The PPI comprised of four sequential phases 

(documented in sections 5.5.2 to 5.5.5). Phase one enabled me to gain an 

understanding of how women with learning disabilities preferred written 

information to be presented generally, not in particular relation to the study, 

where multiple recommendations were made, such as a preference for real 

photograph images, information written in size 22 and in comic sans font 

style (all outcomes from phase one are reported in section 5.5.2.3). I 

applied the results from this phase to the easy-read documents within 

phase two. The documents were used in phase two to identify the opinions 

of women with learning disabilities towards the suitability and layout of the 

easy-read documents. Following consultation with women with learning 

disabilities, multiple changes were made to improve the wording of 

sentences to ensure women with learning disabilities could understand and 

make an informed decision to take part in the research or not (see section 

5.5.3.3). The changes were made to the documents and used within phase 

three of the PPI. Phase three was completed to gain a broader consensus 

of the changes made during phase two. This was to ensure other women 

with learning disabilities could understand the information in the new 

formats. The outcomes from the third phase highlighted an overall 

agreement to the changes made in phase two, and the women with 

learning disabilities provided further recommendations to alter the study 

documented including altering other terms such as ‘study’, which was 

changed to ‘project’ (all outcomes from phase three have been reported 

and discussed in section 5.5.4.3). The fourth and final phase of the PPI was 

to obtain women with learning disabilities opinions on the proposed data 

collection Q-sort grid (see section 5.5.5.2). In total, seven women with 

learning disabilities provided their preferences on the Q-grid design; four 

preferred the ‘thumbs up’ option and three preferred the ‘smiley face’ 

option. Based on this I utilised the ‘thumbs up’ design in my Q study.  

The third stage of the PhD was the completion of a Q methodology study. 

The methods and results of this study are reported in Chapter 7. In total, 21 

participants (comprising of 13 women with learning disabilities, three FC, 

and five PCW) sorted a Q-set of 28 statements (called a Q-set) on women 
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with learning disabilities accessing cervical and breast cancer screening. 

PQMethod was used to complete principal component analysis alongside 

varimax rotation. Based on the analysis produced, a two-factor analysis 

was chosen. Factor one unified the Q-sorts of 13 participants (11 women 

with learning disabilities and two PCWs); factor two incorporated the Q-

sorts of six participants (three FC and three PCW); two participants did not 

load onto either factor so is defined as null loaded. The analysis highlights 

a difference in perspectives between the women with learning disabilities, 

the FC and the majority of the PCWs.   

Factor one was named “Personal choice and ownership” and is reported in 

section 7.4.3. This factor portrays a narrative of personal choice and 

women with learning disabilities having ownership over their healthcare 

decisions, including whether to attend cervical and breast cancer screening 

or not. This covers awareness and knowledge of cancer screening, 

knowledge of symptoms, having a favourable attitude towards screening 

and making their own decisions to attend or not, all linking into the women 

with learning disabilities taking ownership of their health. 

Factor two, named “Protecting vs enablement” which is reported in section 

7.4.4, highlights the protectiveness of FC and PCW to support women with 

learning disabilities to decide to attend cancer screening. However, this 

protection goes alongside enablement and supporting women with learning 

disabilities to attend screening. FC and PCW discussed multiple methods 

which they thought could support women with learning disabilities to make 

an informed decision to attend cervical or breast cancer screening or not 

and to be supported as much as possible if they decide to attend their 

screening appointment. 

Eight of the 28 statements from the Q-set were deemed to be items of 

consensus. This highlights that overall, the P-set placed these eight cards 

in similar positions on the Q-grid. The consensus statements were 

highlighted and discussed in section 7.4.5.  

The factors and the consensus statements will be used in the following 

subsection where I synthesise the results alongside the results of the 

systematic review. I have not included the results of the PPI as these were 

used to inform the Q study and not as a data collection method per se. 
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8.3 Synthesis of findings in line with the Social Ecological Model 

Research synthesis is the integration of existing knowledge and research 

findings pertinent to an issue. The synthesis aims to increase the 

transferability and applicability of findings and to develop new knowledge 

through the process of integration (519).  I, therefore, feel it is important to 

triangulate the results of the qualitative systematic review (Chapter 4) and 

Q study (Chapter 7). This will highlight the many similarities between the 

findings from both pieces of research, which can be used to make 

recommendations for policy, practice, and future research.  

Table 34 highlights the synthesised findings (SF) and subcategories which 

were developed through the systematic review, compiled alongside the 

consensus statements across both factors, and the overall Q study factors. 

The findings are then related to the Social Ecological Model (SEM). I have 

discussed the SEM in Chapter 2, section 2.6. Here I use the SEM as a 

framework to present the results and to consider the underpinning theory 

when discussing the implications of the research findings.   

To triangulate the findings from the systematic review and Q study, I copied 

the main findings into a Microsoft Excel document and looked for where the 

findings across both studies showed similar meanings and then related 

them to the levels of the SEM. The findings that are shaded in green relate 

to the individual level of the SEM, blue relates to interpersonal factors, 

yellow relates to community factors, grey relates to organisational factors 

and orange relates to public policy factors. The levels of the SEM are 

provided in Table 35, with a brief description of the level and what this 

means concerning my PhD findings. Following Tables 34 and 35, each 

level of the SEM is then discussed in turn and applied to the wider literature 

and the implications for practice.  
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Table 34: Findings from readings coloured in line with the SEM  

Systematic review findings 

Q Study 

Consensus statements  

(Statement: placement in 

factor array 1 and 2) 

Factor 

SF1: Carers expressing how they support women with learning 

disabilities to attend the screening - Category 1.1: Making 

decisions in the best interest of the women 

 Factor One: 

Personal 

choice and 

ownership 

  Factor Two: 

Protecting 

vs 

enablement 

 Women with learning 

disabilities speak to paid 

carers more than their family 

about their health (ST 9: 0, 0) 

SF2: Women with learning disabilities awareness of screening, 

and their psychophysical experiences - Category 2.1: The 

perception that women with learning disabilities lack 

understanding and awareness of screening 

Women with learning 

disabilities do not attend 

cancer screening because 

they are scared (ST 4: +1, 

+2) 

SF2: Women with learning disabilities awareness of screening, 

and their psychophysical experiences - Category 2.2: Feelings 

of anxiety and fear throughout the screening programme 

Women with learning 

disabilities need to know the 

symptoms of cancer  

(ST 8: +4, +3) 

SF2: Women with learning disabilities awareness of screening, 

and their psychophysical experiences - Category 2.3: 

Experiences of pain during and after screening  

Women with learning 

disabilities find screening 

painful  

(ST 25: +1, +1) 

SF3: Professional practice barriers including the need for 

multidisciplinary working and an understanding of the needs of 

women with learning disabilities - Category 3.1: Paid care 

workers knowledge  

Women with learning 

disabilities know about what 

will happen in the 

appointment before they go 

(ST 21: -1, -1) 

SF3: Professional practice barriers including the need for 

multidisciplinary working and an understanding of the needs of 

women with learning disabilities - Category 3.2: Importance of 

multidisciplinary working to ensure the health of women with 

learning disabilities 

Women with learning 

disabilities do not need to go 

to lady bits screening if they 

have not had sex (ST 11: -4, 

-3) 

SF4: Approaches to improve the uptake of cervical and breast 

cancer screening - Category 4.1: The need for educational 

training provided to everyone 

SF4: Approaches to improve the uptake of cervical and breast 

cancer screening - Category 4.2: Having learning disabilities 

friendly screening services 

SF1: Carers expressing how they support women with 

learning disabilities to attend the screening - Category 1.2: 

Creating a positive and encouraging environment for 

screening 

SF1: Carers expressing how they support women with 

learning disabilities to attend the screening - Category 

1.3: Prior preparation 

 

Women with learning 

disabilities would like a lady 

nurse to do their screening  

(ST 24: +3, +1) 
Women with learning 

disabilities are asked about 

what would make it easier for 

them go to cancer screening 

 (ST 15: -2, -2) 
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Table 35: SEM factors mapped to PhD findings 

Aspect of 
SEM 

Description of SEM level Synthesis of PhD findings 
Section 
in thesis 

Individual 

factors 

Relates to characteristics of 

the individual’s knowledge, 

attitudes, behaviour, 

developmental history, and 

demographic characteristics 

such as gender, 

race/ethnicity, economic 

status and health literacy 

(181). 

Findings that relate to the 

awareness and knowledge of 

cancer, cancer symptom and 

the screening programme. As 

well as the feeling of fear and 

pain felt before, during and after 

screening.  

8.3.1 

Interpersonal 

factors 

Factors related to the 

influences, interactions and 

relationships with a person’s 

immediate surroundings (176) 

including the impact of social 

networks and support 

systems including family 

members, co-workers, and 

friends (196). 

Findings that relate to the 

knowledge mobilisation role FC 

and PCW have, their 

perceptions that.  

8.3.2 

 

Community-level factors 

encompass the relationships 

among organisations, 

institutions, and informational 

networks (196). Whereas 

organisation factors relate to 

characteristics of social 

institutions, incorporating 

organisational characteristics 

and operational rules and 

regulations (196). 

Findings that relate to 

community and organisational 

barriers such as characteristics 

of screening programmes e.g., 

preferring female screening 

staff, the eligibility of screening 

of women with learning 

disabilities, and identification of 

reasonable adjustments which 

will support women with learning 

disabilities before and during 

invitation for screening. 

8.3.4 

Policy factors 

Public policy relates to local, 

state, national, and global 

laws and policies within a 

society (196). 

Findings relate to the need for 

learning disability friendly 

services that identify and 

implement reasonable 

adjustments. These could be 

achieved through training and 

increased awareness of the 

needs of people with a learning 

disability generally.  

8.3.5 

 

Community 

and 

organisational 

factors 
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8.3.1 Individual factors 

The individual factors identified from the completion of the systematic review 

highlighted multiple personal aspects relating to women with learning disabilities 

themselves, which may influence their decision to take up cancer screening. This 

includes the awareness of women with learning disabilities and knowledge of cancer 

generally, symptoms of cervical and breast cancer screening, and the specific 

aspects of the screening programme. For example, the equipment used in 

screening, as well as the feeling of fear and pain felt before, during and after 

screening. 

The first aspect that is evident within the individual factor of the SEM is the possible 

lack of knowledge and awareness held by women with learning disabilities towards 

cervical and breast cancer screening. This lack of knowledge and awareness of 

cancer screening may mean that the women with learning disabilities are ill-

informed about cancer screening for example thinking that cancer screening means 

they have cancer. This may then influence whether they decide to take up the 

invitation to cervical and breast cancer screening. This has been identified 

throughout the PhD where women with learning disabilities in the Q study 

(specifically factor 1 and statement 21) and systematic review (SF 2, category 2.1), 

documented that they know some aspects of cancer screening, such as they are 

completed to check for abnormalities in the breast and that cancer screening is a 

way to make sure the person is healthy. However, there were aspects that they 

were not fully informed about, including the symptoms of cervical cancer. This was 

identified within both factor 1 and 2, where it was noted that women with learning 

disabilities should know the symptoms of cancer, as a mechanism to take 

ownership and look after their health, but also to support their understanding of 

cancer. Technically symptom recognition is not specifically under the remit of the 

screening programmes (as screening involves testing people who are believed to be 

cancer-free as opposed to those with symptoms (520)), it has been highlighted in a 

recently published review by Walsh et al. (521) that lacking an understanding of 

breast cancer signs, symptoms and risk factors could be classified as barriers for 

women with learning disabilities being breast cancer aware (521). This then could 

reinforce the need for the symptoms of cancer to be discussed with women with 

learning disabilities before they are invited to cancer screening to help women with 

learning disabilities be aware of their breasts, but also their cervix as well. In 

addition, research by Parish, Swaine, Luken, Rose and Dababnah (522) document 

that women with learning disabilities may face a barrier to cancer screening due to a 
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lack of knowledge about; 1) their bodies and reproductive systems, 2) sexuality and 

sexual health, and 3) the importance of receiving preventive health care screenings 

(522). The findings of the PhD support the lack of knowledge regarding point one, 

where they knew more about their breasts and breast cancer screening than 

cervical and cervical cancer screening. However, the women with learning 

disabilities specifically involved in the Q study knew screening was important and 

that a lack of sexual activity did not mean they were ineligible to cervical cancer 

screening. This, therefore, has an implication for practice, which reinforces the need 

for tailored interventions and education for women with learning disabilities, to 

improve the women with learning disabilities knowledge of the screening procedure, 

cancer and cancer symptoms (523, 524). This ultimately enabling the women with 

learning disabilities firstly to make an informed decision to attend, which thusly 

means they provide informed consent (525, 526). As a consequence, Truesdale-

Kennedy, Taggart and McIlfatrick (332) note that a lack of understanding may cause 

feelings of fear and anxiety about the screening (332). 

The feelings of fear and anxiety towards cervical and breast cancer screening can 

influence the actual pain experienced and the anticipatory pain women with learning 

disabilities perceive will be caused by attending cancer screening. The influence of 

fear and anxiety towards screening was found in the systematic review (SF 2, 

category 2.2) and across both factors were participants agreed that a barrier for 

women with learning disabilities attending cancer screening was because they were 

scared (statement 4). This finding is concurrent with previous research by 

Truesdale-Kennedy et al. (332) who ran a series of focus groups with women with 

learning disabilities to explore their understanding of breast cancer and their 

experiences of breast screening. The study found that women with learning 

disabilities were more anxious about screening than those who had previously had 

screening (324). This highlights how the fear and anxiety may be anticipatory, which 

has also been supported in an evaluation of a council’s campaign to improve the 

uptake of cervical cancer screening (527). The evaluation found that women 

generally, without learning disabilities, who are attending their first invite to 

screening found the process daunting, meaning that they delay going to their 

screening appointment (527). This is an important consideration for practice to 

ensure that prior desensitisation work is completed for women with learning 

disabilities (by screening staff). This could be to identify what the women with 

learning disabilities are anxious or fearful of, so then these can be minimised or 

reduced. For example, if the women with learning disabilities were anxious because 
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they did not know what screening entailed, the desensitisation work could be to 

show the women with learning disabilities the speculum or mammography machine 

and explain the screening procedure. Offering desensitisation appointments can 

help reduce fear and anxiety towards the appointment (528). Reducing the anxiety 

or fear of a woman with learning disabilities towards screening may reduce the pain 

they then experience during screening. 

Reducing the levels of fear and anxiety women with learning disabilities feel towards 

cervical and breast cancer screening may lead to the screening procedure being a 

more positive experience. It has been highlighted that anxiety can increase pain 

(529), and repeated experiences that prolong fear can elicit anticipatory anxiety 

contributing to pain (529). The PhD findings support this. The systematic review 

highlighted that women with learning disabilities do indeed feel the suspected pain 

of screening as a barrier, and experience pain during and after the procedure (SF 2, 

category 2.3), in addition to the Q study, the presence of pain was identified as a 

barrier across both factors (statement 25). The presence of pain being a barrier to 

women with learning disabilities taking up cervical and breast cancer screening has 

been supported by the findings of Lloyd and Coulson (325). In the study, the authors 

found that women with learning disabilities pre-empt the pain and discomfort of 

cervical screening (325), and due to previous negative or painful experiences mean 

they do not want to return for further screening in the future (325). In addition, 

previous research supports that the presence of pain, during breast cancer 

screening specifically, contributes to future non-re-attendance (530). Given this, 

there is a need to ensure that these psychophysical factors, including pain, are 

minimised to encourage women with learning disabilities to attend cancer screening 

in the future. Similar to the above discussion on desensitisation for women with 

learning disabilities to reduce fear and anxiety, it may be suitable within the same 

appointment before screening, that women with learning disabilities are asked to 

identify methods of relaxation to reduce the feelings of anxiety or fear, thus reducing 

pain or the uncomfortable feeling through screening. For example, Turner (34) 

highlights that women with learning disabilities may benefit from implementing 

relaxation techniques, such as playing relaxation tapes or listening to music of the 

person’s choice (324) to reduce anxiety and fear, thus may reducing pain. 

8.3.2 Interpersonal factors 

The second level of the SEM is related to interpersonal factors, which focuses on 

the influence of FC and PCW including their own attitudes and perspective towards 
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cervical and breast cancer screening. One aspect that was highlighted in the PhD 

was that the attitudes, opinions and perspectives of FC and PCW can be influential 

in supporting or hindering women with learning disabilities deciding to take up 

cancer screening, or not. Specifically, it was found in the Q study, where one of the 

consensus statements highlighted women with learning disabilities may not speak to 

PCW more than their FC (statement 9). In addition, the role of FC and PCW as 

knowledge mobilisers, specifically revolved around helping women with learning 

disabilities to understand cancer, to know how to conduct self-examination for 

cancer, and to promote confidence in self-examination. This reinforces the crucial 

role FC and PCW have in influencing the attitudes and perspectives of women with 

learning disabilities, particularly concerning ensuring the women with learning 

disabilities perspectives are favourable and informed towards cancer screening. 

This may then minimise the possibility that the attitudes and perceptions of women 

with learning disabilities is informed by accurate information regarding screening 

rather than assumptions and inaccurate. Previous research completed by Willis 

(190), who completed 12 semi-structured interviews with women with learning 

disabilities, found that PCW were an information provider and influencer in 

determining participation in breast cancer screening (190). Additionally, Hanna 

(194) identified in their survey of residential staff that the majority of PCW played an 

important role in raising knowledge and awareness of screening in people with 

learning disabilities. Lloyd and Coulson (325) expand upon the research of Hanna 

(194), which highlighted that PCWs role is supporting women with learning 

disabilities to understand and access cancer screening (325). However, it is 

highlighted consistently that neither PCW nor FC, receive training in cancer 

prevention, which may further supported the quality of information passed onto 

women with learning disabilities (194). In addition, in a literature review by Walsh et 

al. (521), three studies mentioned carers received little or no formal training about 

cancer awareness, cancer screening, or cancer health promotion activities for 

people with learning disabilities (10, 194, 199). Given the influence of FC and PCW, 

there is a need to assess and ensure that their attitudes and knowledge of cancer 

screening is informed. This reinforces the need for education. This may then ensure 

that their role as knowledge mobilisers is informed, and not based on their own 

personal perspectives.  

A second interpersonal factor evident within the role of FC and PCW which is 

closely linked to knowledge mobilisation is the act of FC and PCW advocating for 

women with learning disabilities. Advocating to ensure women with learning 
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disabilities receive the healthcare and access services that they are entitled to, 

whilst also receiving appropriate information to support women with learning 

disabilities to make an informed decision. From factor two in the Q study, it was 

clear that the FC and PCW perceive their role to be a bridge between the individual 

factors (women with learning disabilities) and the organisational factor (GPs and 

screening staff) which form around the individual. This reinforces the influential role 

FC and PCW may have as health advocates. The role of advocacy for women with 

learning disabilities is reinforced by the notion that many people with learning 

disabilities live with FC or PCW who they depend on for some level of assistance to 

manage everyday life (325). The reliance on FC or PCW as advocates has been 

also highlighted in Davies and Duff (531) who express that if women with learning 

disabilities do not understand breast screening or has not had it explained, then the 

presence of informed consent can be questioned and thus the participation of the 

women with learning disabilities in screening is also questioned (531). This 

reinforces that women with learning disabilities may need to be supported by the FC 

and PCW to know and be informed about cancer screening by those around them to 

ensure they can make an informed decision to attend cancer screening or not. The 

implication based on this is, like above, to ensure the FC and PCW are educated on 

cancer screening. However, one of the specific barriers to FC and PCW being 

mobilisers and advocates, to support women with learning disabilities making an 

informed decision on cervical and breast cancer screening, is their specific 

knowledge and perceptions on the acceptability of screening for women with 

learning disabilities.  

An aspect of being a knowledge mobiliser and advocate is also being a role model. 

To ensure that screening is seen as a positive aspect for women with learning 

disabilities to attend which can support them in taking ownership of their own health. 

However, this role-modelling may be hindered by those around women with learning 

disabilities not seeing screening as important (193, 194), or appropriate for women 

with learning disabilities (162, 197, 198). Findings from this PhD reinforce this as it 

has been identified in both Factor 2 of the Q study and in SF1, category 1.1 and 

SF3 category 3.1 in the systematic review, that the eligibility of women with learning 

disabilities accessing cervical cancer screening may be questions based on the 

women with learning disabilities history of sexual activity, but also the protective 

nature of FC and PCW wanting to minimise distress and pain of women with 

learning disabilities. For instance, if FC and PCW hold negative or unfavourable 

opinions towards the women with learning disabilities attending cancer screening 
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then it may be that this can influence the subjective norms of women with learning 

disabilities, which can affect the likelihood of women with learning disabilities feeling 

supported to engage in cancer screening (532). This has been further supported by 

Public Health England which has highlighted that FC may not deem cancer 

screening to be of a high priority for women with learning disabilities, therefore 

having discussions on screening can be difficult for them due to it being considered 

as a potentially sensitive topic (188). The lack of need or importance for women with 

learning disabilities to attend screening, specifically, cervical has been found in 

research from O’Regan (533) and Gilbert, Wilkinson and Crudgington (534) 

highlight that still the myth persists that some women with learning disabilities were 

considered low risk of cancer by professionals because they are not sexually active 

(533). The role-modelling and positive reinforcement of screening for women with 

learning disabilities, has been acknowledged in research by Rutter (532), who found 

that if a woman had a positive attitude towards attending cervical cancer screening, 

and if she felt others deemed it favourable then the women were more likely to then 

attend screening (532). Based on this, the FC and PCW should be aware of how 

their positive reinforcement messages of attending screening, and the need and 

importance for screening should be based on the interest of the women with 

learning disabilities, as opposed to their own perception.  

The interpersonal section reinforces the notion that FC and PCW can act as a 

support mechanism, knowledge mobiliser, advocate, and role model to positively 

reinforce the behaviour of women with learning disabilities. These can then support 

women with learning disabilities to attend screening based on their own informed 

decision making. This aligns with factor 1 of the Q-study which shown that women 

with learning disabilities wanted to take ownership for their own health and make 

their own decision to attend screening. This supports the guidance of the Mental 

Capacity Act (166), where the second principle is “Try everything possible to 

support the person make the decision themselves” (n.p) (166). This finding 

positively highlights that decisions are not being made for women with learning 

disabilities, they feel it is their choice to attend cancer screening or not.  

8.3.3 Community factors and organisation factors 

Within this section, the community and organisation factors of the SEM are 

discussed. The community factor focuses on the need for preparatory work before 

women with learning disabilities are invited to screening, which are within 

organisational factors to implement. 
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The prior preparation work may improve the women with learning disabilities 

knowledge, attitudes, and perspectives of screening, but this should not rely on 

literacy abilities alone. This has been identified within the systematic review (SF1 

category 1.3) and the Q study (consensus statement 15) where the need to ensure 

women with learning disabilities are supported to improve their knowledge and 

awareness of cancer screening through prior preparation where their specific needs, 

knowledge and attitudes are identified and used to inform future steps in the 

screening process. The need for accessible information, through easy-read 

documentation, may enable the community of women with learning disabilities to be 

informed about screening and what will happen in the appointment (34). The ability 

of the women with learning disabilities to read and understand written information is 

an individual factor, however, at a community level, this focuses on how the cancer 

screening programmes send standardised information and letters to all people 

invited to screening. Therefore, this may be a barrier for women with learning 

disabilities overall. Turner (34) recommended that the screening programmes could 

send easy-read information as the default option to everyone, rather than the 

standard leaflets provided. In addition, in 2015, an NHS Foundation Trust in the 

North East of England increased the uptake of colorectal cancer screening in people 

with learning disabilities from 47.0% to 61.0%, which was attributed partially due to 

the implementation of communication through easy-read documentation (204). 

Similarly, in a report by Derbyshire Healthcare NHS Foundation Trust (535), it was 

highlighted how GP practices had sent additional easy-read invitation letters to 

people with learning disabilities who had not attended various national screening 

programmes, including the cancer screening programmes. The people with learning 

disabilities had all previously been invited to the programmes using the standard 

invite letters. Providing people with learning disabilities with an easy-read invite 

letter was shown to increase attendance at screening. Specifically, an increase of 

38.0% was seen for cervical cancer for women with learning disabilities ages 50 to 

64 (535). This reinforces how providing information in an easy-read format could aid 

women with learning disabilities in being prepared for cancer screening. This will be 

because the women with learning disabilities will have an informed understanding of 

what cancer screening is, the need for screening and the process of screening. 

After all, they have been provided with information in a method they understand.  

The second aspect of prior preparation, which may also improve the women with 

learning disabilities understanding of screening is through a pre-screening 

appointment with screening staff. During this appointment, the women with learning 



Kate Byrnes                                 Chapter 8: Discussion and conclusions 

218 

disabilities have an opportunity to have a discussion with screening staff to identify 

their preferences and personal needs to ensure the screening process is 

successful. This is a community barrier as it is known that women with learning 

disabilities have additional needs that should be addressed to ensure they can 

access services. The need for this pre-screening appointment has been highlighted 

within this PhD study. Specifically, the participants highlighted in the Q study (in 

both factor 1 and 2) that women with learning disabilities may not be asked about 

what would make it easier for them to go to cancer screening (consensus statement 

15). By understanding what the women with learning disabilities need, concerns 

(presented in section 8.3.1) and their preferences, may ensure successful cervical 

or breast cancer screening. This pre-screening appointment may identify that the 

screening environment may need adjusting (SF1, category 1.2) for example, that 

the staff within the system may need to hold certain characteristics. For instance, a 

woman healthcare professional to complete the screening procedure (statement 

24), which was a consensus statement in the Q study. The use of a pre-invitation 

appointment has been supported and recommended by Public Health England 

(536). Within their recommendation, they highlight that women who are yet to attend 

their screening appointment may benefit from being offered a pre-screening 

appointment (536). During this appointment, the procedure can be discussed and 

the women have the opportunity to raise any questions or concerns they have about 

cancer screening (536). Specifically, this could provide the women with learning 

disabilities with the opportunity to highlight their co-morbidities (such as physical 

disabilities) which may further be a barrier to the individual women with learning 

disabilities accessing cancer screening (205). Arranging and implementing systems 

that can help reduce individual barriers is beneficial for women with learning 

disabilities. For example, services in Cornwall, implemented a screening liaison 

nurse who would contact women with learning disabilities and identify their intention 

to attend breast cancer screening and any practical or emotional support they 

require (34). If it is the first invitation for a woman with learning disabilities, a pre-

screening appointment to the clinic is offered. If any adjustments are required, the 

nurse would then liaise with the screening clinic and arrange (34). However, this 

process is not implemented across all cervical and breast cancer screening 

services. This may then mean that there are organisational barriers that influence 

how services are run and how provisions are allocated to aid women with learning 

disabilities through cancer screening.  
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The provisions of easy-read information and the implementation of pre-screening 

appointments may be based on wider organisational level barriers that may hinder 

the application of these adjustments to practice. The first barrier may be the skills, 

knowledge, and previous experiences of screening staff to know and understand the 

need for reasonable adjustments. Resultantly, this may mean that some 

adjustments are implemented, and some are not, such as giving information in an 

easy-read format. As mentioned previously in this section, aspects of the PhD 

results highlight that women with learning disabilities may not be asked about what 

would make it easier for them to go to cancer screening, and this is an important 

consideration to ensure the screening environment is suitable for women with 

learning disabilities (SF1, category 1.2 and 1.3). This may be due to the screening 

staff in primary care not having a general understanding of the need of women with 

learning disabilities, to access primary care services, such as cervical and breast 

cancer screening. This has been supported in previously conducted research which 

documents primary care staff do lack experience, skills and appropriate attitudes to 

know about how to support women with learning disabilities through cancer 

screening (34, 324, 537). This may also mean that they lack awareness or 

knowledge on specific needs of people with learning disabilities such as reasonable 

adjustments, de-sensitisation work or emotional support, and due to this seek 

support from professionals in learning disability services to get advice on these 

areas (64). One way to improve the awareness and knowledge of primary care staff 

is through learning disability training. In a recent review of the literature, which 

focused on the most effective and sustainable approaches concerning Learning 

Disability training for NHS Trust staff (541), the authors identified 14 studies that 

indicated evidence that the training offered had a positive impact and lead to 

change in practice (541). Given the need for healthcare staff to have training in 

learning disabilities, there is also a need to ensure everyone in healthcare roles 

have this training and can utilise it within their roles. This may then be one method 

to ensure equity of care for people with learning disabilities, by the staff applying the 

learning from the training in their practice. This is discussed further in the next 

section; 8.3.4. 

By undertaking this training, it may improve the screening staff’s understanding of 

processes such as reasonable adjustments. Where the barrier may then lie with 

implementing adjustments and applying the learning from the training to practice. 

Therefore, there may be a need for the screening pathways to have embedded 

reasonable adjustments within them. This would then form the basis for screening 
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staff to ensure needs are identified and adjustments implemented. This is supported 

by the findings across the systematic review and the Q study. It was identified that 

there is a need to pinpoint the methods to support women with learning disabilities 

to attend screening, based on their individual needs, but also their general 

community needs. These are known as system-level reasonable adjustments. 

Heslop, Turner, Read, Seaton and Evans (156) discuss that systems-level 

adjustments are implemented when health and social care provider take strategic 

approaches to address barriers to accessing services. Examples of system-level 

adaptations are the use of health passports (156). Health passports include the 

information of people with learning disabilities and their needs to be supported in the 

hospital, including their likes, dislikes, and method of communication. They are 

designed to enable healthcare professionals to provide appropriate, person-centred 

care to the individual (156). These are now part of organisational adaptations to 

support people with learning disabilities. 

However, within the context of cervical and breast cancer screening, there is a need 

to identify the person as having a learning disability. This can then mean that they 

follow a slightly adapted screening pathway to those who do not have a learning 

disability. Tuffrey-Wijne et al. (538) also highlighted that systems may be lacking to 

identify people with a disability in primary care organisations. This then may be a 

barrier to them accessing services, and reasonable adjustments being implemented 

within the primary care settings including hospitals (538). This principle has been 

applied within a project in the North East and Cumbria, where a flagging system has 

been implemented in the colorectal cancer screening pathway. The system aims to 

improve the opportunity for people with learning disabilities to make informed 

choices about attending colorectal cancer screening or not, by providing specialist 

help and support at the pre-screening stage (539). This flagging system identifies 

that a person has a learning disability, which then provides a mechanism for 

discussing the needs of the person. However, this has not been applied to cervical 

and breast cancer screening. If this was to be implemented, this can remove or 

minimise the individual and community barriers faced by women with learning 

disabilities, also accounting for the interpersonal factors FC and PCW have which 

may influence the attitudes and perceptions of the women with learning disabilities. 

However, there may be concern over the time primary care staff have for additional 

services and the identification and recruitment of staff to complete these extra tasks 

(178). This has also been identified as an organisation barrier for the uptake of 

cervical cancer screening in women generally (178). 
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The starting point for this may be to utilise the data on GP registers of the people 

that have a learning disability in their practice. Yet, data from 2020 highlight that 

0.5% of patients in the NHS Digital report ‘Health and Care of People with Learning 

Disabilities Experimental Statistics’ in 2019-2020 were recorded by their GP as 

having a learning disability (63). This has a clear recommendation for practice to 

ensure people with learning disabilities are part of the register and could then be 

identified as needing support for cervical and breast cancer screening. However, 

this may then mean adaptions to policy to ensure data is obtained and shared with 

services.  

8.3.4 Public policy factors  

In this final section, the previous results are highlighted concerning how they can 

ensure that systems and services are accessible to women with learning disabilities. 

This can be influenced by multidisciplinary working between primary and secondary 

care services and the need for all healthcare professionals to have training on 

learning disabilities. This may then lead to services being accessible to women with 

learning disabilities. All of which are governed and determined by wider public 

policy.  

Adopting a multidisciplinary approach that involves primary and secondary care 

services as well as the person support network (FC and PCW) to support women 

with learning disabilities to access cancer screening was highlighted as a barrier 

faced by women with learning disabilities. This has been identified in SF3 category 

3.2 in the systematic review where the importance of multidisciplinary working to 

ensure the health of women with learning disabilities was discussed. The need for 

multidisciplinary working has been highlighted within the interpersonal, community 

and organisational factors. FC and PCW were deemed to be knowledge mobilisers, 

advocates for the health of women with learning disabilities and role models who 

positively reinforce screening, as well as the primary care staff’s knowledge, or lack 

of knowledge, on the needs for reasonable adjustments. These factors combined 

may be mitigated by the implementation of the Transforming Care agenda. The 

agenda emphasises that there should be greater access to services through the 

community (208). However, access to mainstream NHS services is not always 

usable by people with learning disabilities (195), based on the information 

highlighted previously. The Transforming Care Agenda has led the Government in 

England to mandate to “reduce the health gap between people with mental health 

problems, learning disabilities and autism and the population as a whole, and 

support them to live full, healthy and independent lives” (p. 11) (540). Due to this, 
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there needs to be change at a strategic and policy level to support the adaptations 

in services, in line with the Transforming Care agenda to ensure health and care 

services do support people with learning disabilities to access services with the 

support based on their needs.   

The first need to ensure services can be developed in line with the needs of women 

with learning disabilities for cervical and breast cancer screening is to ensure 

policies are updated and/or written to ensure women with learning disabilities 

access an altered screening pathway, where reasonable adjustments are 

embedded throughout. Even though there is legislation or policies in place at the 

government level and within the Mental Capacity Act which states that hospital and 

organisations should employ reasonable adjustments, Tuffrey-Wijne et al. (538) 

highlight that the responsibility to implement adjustments lies with individual 

hospitals or providers. This is therefore argued by Read et al. (541) that whether, 

and how, reasonable adjustments are provided is governed by the knowledge and 

responsiveness of primary care staff, and the resources available to ensure 

adjustments to care (541). This then rationalises the embedding of possible 

adjustments to services, which are identified at the service development stage. 

These adjustments identified in the service planning would be based on evidence, 

to ensure services provide the same opportunities for women with learning 

disabilities who wish to access cancer screening. As in the current situation, one 

hospital may conduct and act differently to others. Given this, it may be beneficial 

for cervical and breast cancer screening providers to ensure their policies and 

procedures acknowledge the adjustments and points at which adjustments can be 

made.  

For example, Surrey and Sussex Healthcare NHS Trust have a policy titled 

“Supporting people with learning disabilities to access acute hospital services” 

(542). The policy acknowledges that reasonable adjustments should be 

implemented, and provides examples for adjustments for outpatient’s appointments, 

day surgery, and urgent admissions (542). Within the policy, an example of a 

planned care pathway including specialist dentistry is provided which highlights the 

adjustments at each level of the pathway. This is what could be transferred to the 

screening pathways. This may then support women with learning disabilities 

throughout the cervical and breast cancer screening pathways, and in line with the 

Mental Capacity Act 2010 (166) ensure that the people with learning disabilities is 

supported to make a decision themselves. In addition, the embedding of 

adjustments will also ensure the services are accessible to everyone, including 
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people with learning disabilities, under the Equality Act 2010 (157), in an 

anticipatory manner, rather than waiting for the adjustments to be identified as they 

emerge (212). If they then decide to complete screening, the primary care staff 

know the adjustments which can be made. This then becomes standard practice.  

This embedding of reasonable adjustments will require the need for both primary 

(GPs and screening environments) and secondary care services (Learning disability 

services) to work together to meet the needs of people with learning disabilities. 

This will ensure that those in primary care are supported to implement reasonable 

adjustments for women with learning disabilities. For example, it has been 

documented that attendance at cervical screening specifically has been facilitated 

by prolonged preparation work undertaken by learning disability nurses and 

clinicians in primary care, effectively working together to support the needs of 

women with learning disabilities (325). This is supported by the Integrated Care 

Systems (ICSs) in England (a partnership between health and care organisations to 

provide a coordinated service to improve population health and reduces inequalities 

between different groups) (543). The ICSs have been tasked with improving the 

staff understanding of the needs of people with learning disabilities and autism, and 

work together to improve their health and wellbeing, as highlighted in the NHS Long 

Term Plan (544). To achieve this, they are expected to make sure that all healthcare 

providers are making reasonable adjustments to support people with learning 

disabilities or autism (544). This has a direct link to practice as it may require joined-

up working between primary care and learning disability services, to support women 

with learning disabilities before their invitation to cervical or breast cancer screening. 

For instance, some women with learning disabilities may already be involved in 

secondary care services, such as community learning disability teams, who may 

then be more likely to access support. Those not receiving support from secondary 

services may struggle to receive targeted support. However, through the 

implementation of the ICSs, they could provide scope for additional services or 

initiatives that are accessible and usable by women with learning disabilities, 

including screening clinics specifically for women with learning disabilities, offering 

extended appointments to women with learning disabilities as standard, and offering 

desensitisation appointments prior to main screening appointment. 

To involve the appropriate services through the ICS, and make sure that women 

with learning disabilities receives the support they need, there is a recommendation 

to identify women with learning disabilities in primary care who are eligible for 

cervical and breast cancer screening before they are invited through the national 
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systems. For example, it has been recommended that within the National Breast 

Screening system a screening appointment flag should be used to ensure the 

service are aware that a woman has a learning disability. This will identify the 

women with learning disabilities to the service before the appointment is booked, so 

that reasonable adjustments can be made (545). Similarly, it has been noted that 

the NHS is implementing an electronic ‘reasonable adjustment flag’ which, with a 

patient’s permission, can be added to their health record so that staff within primary 

care are informed about the adjustments specific to the patient, however, these are 

planned for 2023/24 (546). In the meantime, then, there is a need for screening 

services to implement local flagging systems to identify women with learning 

disabilities to ensure they are supported.  

The work of the ICS will be supported further by all healthcare professionals having 

training on learning disabilities, so they are aware of the needs of learning 

disabilities. This may then ensure that the joint up working is implemented 

effectively, as all professionals are aware of their role concerning the needs of 

women with learning disabilities accessing cervical and breast cancer screening. As 

discussed in section 8.3.4, there is a need to ensure primary care staff have training 

on learning disabilities and/or Autism. This is one step to ensuring the healthcare 

system is accessible and suitable for people with learning disabilities and/or Autism. 

The Government has recently committed to developing, trialling and rolling out 

training to ensure all staff working in health and social care sectors in England 

receive learning disability and autism training at an appropriate level for their role. It 

is hoped that completing the training it will enable the staff to have a better 

understanding of people with learning disabilities and/or Autism’s needs, thus 

resulting in better services and improved health and wellbeing outcomes (547). This 

is called The Oliver McGowan Mandatory Training in Learning Disability and Autism 

(547). The training is being developed for all staff, not just Learning Disability 

nurses, for instance, who will encounter people with learning disabilities and/or 

Autism in their job role (547). The level of detail covered in the training will depend 

on the healthcare professionals’ roles and will be based on the Health Education 

England Core Capabilities Framework for Supporting Autistic People and/or people 

with a learning disability (548). Both stipulating the skills and knowledge health and 

social care staff need to have, to ensure that people can access high-quality care 

and support (548). Given the training, this will support staff in having the appropriate 

amount of knowledge based on their role within healthcare. This could help in 

reducing the health inequalities faced by women with learning disabilities accessing 



Kate Byrnes                                 Chapter 8: Discussion and conclusions 

225 

cervical and breast cancer screening. However, mandatory training has been 

scrutinised within primary care for being “an expensive tick box exercise” (p. 1) 

(549). This means practice is needed to ensure that the training being developed 

has an impact, where the staff take the learning and apply it to their role to better 

support people with learning disabilities and/or Autism. The implementation of this 

could support previously discussed implication for practice, specifically the 

embedding of reasonable adjustments, as more healthcare staff could understand 

the importance of identifying the needs of women with learning disabilities, and that 

services and systems are adapted accordingly. This will also ensure that the women 

with learning disabilities are supported to make their own decision (163) to attend 

cancer screening as the wider system will be aware of their general needs and 

methods to support them.   

8.3.5 Summary and implications of findings  

In this section of the thesis, I have identified the findings from the PhD, mapped 

them against each level of the SEM, and discussed each level in line with previously 

published research. I have also highlighted the implications to practice based on 

each level. Within this section, I summarise each level and provide a figure to 

illustrate the levels of the SEM and the key findings from the research. This can be 

seen in Figure 29.  

The first level of the SEM that was discussed was the individual factors. Within this 

factor, it was discussed how the specific knowledge, understanding and attitudes of 

the women with learning disabilities themselves can influence their decision to 

attend cervical and breast cancer screening. As well as their experiences 

throughout the screening programme if they decide to attend. This specifically 

related to feelings of fear, anxiety and pain.  

It was noted, that how the women with learning disabilities perceive screening may 

be influenced by the interpersonal factors which revolved around the FC and PCW. 

It was highlighted in this section how the FC and PCW personal attitudes and 

perspectives influence their role as being support mechanisms, knowledge 

mobilisers, advocates and role model to positively reinforce the screening uptake of 

women with learning disabilities. It was indicated as well how the FC and PCW 

attitudes and perspectives should be based on evidence, as opposed to their 

personal thoughts, highlighting the need for training or education. This reinforced 

the knowledge mobilisation and advocate aspects, to support the women with 



Kate Byrnes                                 Chapter 8: Discussion and conclusions 

226 

learning disabilities making an informed decision to attend cervical and breast 

cancer screening, rather than them deciding for the women with learning disabilities.  

The community and organisational factors documented that the women with 

learning disabilities as a group has needs and requirements from the cancer 

screening programmes to support them. This included ensuring the women with 

learning disabilities literacy ability was not relied on as the main method for 

information provision. This may then require women with learning disabilities to be 

provided information in an easy-read format, alongside pre-screening appointments. 

The provision of easy-read documents and pre-screening appointments can support 

primary care staff and the screening programmes identify the specific reasonable 

adjustments the women with learning disabilities need. Given that the Equality Act 

2010 (157) highlights that reasonable adjustments should be identified in an 

anticipatory manner, then there is scope for the cervical and breast cancer 

screening programmes to embed reasonable adjustments into the screening 

pathways. As a result, it may ensure all women with learning disabilities as a 

community are offered the same opportunities, within a screening context, to make 

an informed decision and then access screening. However, this may require the 

women to be identified as having a learning disability in the initial instance, to either 

be supported through a screening pathway with embedded adjustments and/or to 

ensure their personal needs and preferences are accounted for.  

The final factor that was highlighted was the public policy factor. It was explored 

how, based on the previously discussed factors, there is a need to ensure that 

policies and procedures should be changed within the cancer screening 

programmes to ensure that adjustments are embedded. These, as a result, may not 

just benefit women with learning disabilities, but others who may face barriers to 

attend cervical and breast cancer screening. To support this, there is a requirement 

to ensure that mandatory learning disability training is completed by those in 

healthcare roles. As a result, may mean those in primary care settings are more 

familiar with reasonable adjustments and the needs of people with learning 

disabilities overall.  

Based on each level of the SEM and the triangulated findings from the PhD there 

are multiple implications for practice that have been discussed. These are 

highlighted within Figure 29. In the figure, it illustrates each factor of the SEM and 

the implications and recommendation that practice should consider focussing on. 

This will ensure the cervical and breast cancer screening programmes are 
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accessible for women with learning disabilities from the community, organisational 

and policy factors. As well as the women with learning disabilities being supported 

to make an informed decision based on their own informed attitudes, opinions 

towards screening. That may have been shaped also by the informed attitudes and 

perspectives of their FC and PCW.  All of which may then ensure women with 

learning disabilities have a positive screening experience, ensuring future 

attendance at cervical and breast cancer screening.  

Figure 29: Implications of PhD against SEM 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

8.4 Strength and limitations of the PhD 

Within any piece of research, it is important to be transparent and highlight the 

areas of strength and potential limitations. In this section of the chapter, I express 

the strength and limitations together for each phase of the PhD. Each phase is 

discussed in turn below, starting with the systematic review.  

Policy/Enabling 
Environment

Organisational

Community

Interpersonal

Individual

Knowledge and understanding 

of cancer and screening of the 

women with learning 

disabilities. The fear and 

anxiety towards and during 

screening, and the pain they 

experience. 

Training/education to ensure 

knowledge, attitudes and 

perspectives of FC and PCW 

are informed to ensure they 

can be knowledge mobilisers, 

health advocates and role 

models.  

Need for easy read 

documents to support women 

with learning disabilities and 

pre-screening appointments 

are offered. Implicated by 

embedding adjustments to 

screening, and ensuring 

screening staff know about 

the needs of women with 

learning disabilities. 

Flagging someone has a 

learning disability and 

ensuring screening staff 

are trained in learning 

disabilities.   

Joint up working between 

primary and secondary 

services. Ensuring all 

healthcare staff have 

training on learning 

disabilities. Embedding 

adjustments into pathways.   
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8.4.1 Qualitative systematic review 

The completion of the systematic review provided a unique perspective of people 

with learning disabilities accessing cancer screening, as it is was the first systematic 

review to identify and synthesise the published qualitative literature on the attitudes, 

opinions, and experiences towards cancer screening. The review was illuminating in 

highlighting that there is a gap in the published literature on the perspectives of men 

and women with learning disabilities towards colorectal cancer screening, as no 

studies were identified on exploring attitudes towards colorectal screening in people 

with learning disabilities.  

A strength of the systematic review is that it has been published in Psycho-

Oncology where the methods and results have gone through a peer-review process 

(256). Most recently the publication has been cited in a recent literature review on 

‘Defining breast cancer awareness and identifying barriers to breast cancer 

awareness for women with an intellectual disability: A review of the literature’ (521), 

where the systematic review publication was highlighted alongside other research to 

explore the barriers to women with learning disabilities being breast cancer aware. 

By being cited in a recent publication highlights the developing contribution to 

knowledge, as citations link piece of research to another, which helps to create a 

“web of knowledge that carries meaning and allows other researchers to identify 

work as relevant in general and relevant to them” (p. 1)(550). This can aid in 

enhancing the knowledge base and progress research in the field.  

The limitations of the systematic review have been discussed in more detail within 

the published systematic review (256). However, one of the limitations was the 

review focussed only on UK populations. The parameters of the systematic review 

purposefully specified studies needed to come from the UK, due to the unique 

screening programmes offered by the NHS in the UK which are not offered in other 

countries, and which therefore would not be transferable to a UK context. This 

means that the SFs developed from the findings of the included papers may not be 

fully transferable to other screening contexts in other countries.  

In addition, the systematic review did not account for the level of learning disability 

of participants, as most studies did not specify the level of learning disability of the 

person involved in their research. Due to this, the conclusions made from the review 

may not be applicable for women with learning disabilities across all levels.   
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8.4.2 PPI work 

The main strength of the PPI work was it ensured that the women with learning 

disabilities could understand and be involved in the Q study.  

A strength of the PPI was the easy-read documents developed from the outcomes 

of the PPI met the needs of the women with learning disabilities involved in the 

research. The outcomes and suggestions made during the PPI ensured that the 

easy-read documents could explain the research and support the women with 

learning disabilities in making an informed decision about whether to take part. The 

easy-read documents were used by women with learning disabilities with a range of 

abilities. The multiple phases of the PPI meant that I involved a range of women 

with learning disabilities to inform the documents, which I felt was a step to ensure 

that the easy-read documents were more suitable for women with learning 

disabilities. It is wrong to assume that the easy-read documents would be suitable 

for every women with learning disabilities. This is an important factor as easy-read 

documents aim to support the understanding and decision making of a wide range 

of people (369), and are not based on the specific needs of the person. As a result, 

the easy-read documents may not be suitable for every women with learning 

disabilities.  

A possible limitation of the PPI is the choice in the terminology used in the easy-

read documents may not fully align with what is recommended in clinical practice. 

This came to light during a presentation I gave at Northern Cancer Alliance 

Engagement and Co-Design Steering Group in September 2018, when a consultant 

in Public Health questioned and expressed discomfort from my use of ‘lady bits’ 

instead of ‘cervical’ in the study documents (discussed in the reflection in Appendix 

A). The consultant recommended that I use the anatomically correct terminology in 

the study documents instead. However, using jargon has been shown to possibly 

cause the reader to be less interested in the topic when compared to others who 

read information without the use of specialist terms (551). This was found in a study 

where 650 adults read a paragraph about three science and innovation topics. Even 

when a definition was provided, alongside the jargon tern, the readers still felt 

disengaged compared to those whose jargon was not explained using a definition 

(551). In a specific study on men with a learning disability, the researchers found 

that the men had little knowledge about what jargon terms meant until they had 

further opportunity to learn about the researcher (552). This highlights how using the 

familiar colloquial language used by the women with learning disabilities, is likely to 
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have supported participants accessing the study documents and making an 

informed decision on whether to take part in the research or not. 

Another possible limitation of the methods of the PPI is that within phase 1, I 

involved 10 people, made changes to the study documents based on their 

preference, and took these changes to two different women with learning disabilities 

and made subsequent changes to the document. In hindsight, I should have made 

changes to the documents and gone back to the original 10 people, if they were 

willing for me to contact them again, to double-check that the documents were in 

line with their preferences before moving onto phase two of the PPI.  

In hindsight, developing a PPI advisory group that included a range of women with 

learning disabilities to continuously support the research may have been beneficial, 

as opposed to the methods I employed using different groups of women with 

learning disabilities. Using established groups of people with learning disabilities 

was noted as beneficial for PPI activity where they were consulted over three years 

for a health research study (553). Throughout the three-years, the involvement 

covered idea development, interpretation of findings, dissemination and 

recommendation development for future research and policy (553). Within this PhD 

research, it may have been beneficial to establish a core PPI advisory group. This 

may have ensured continuity and ensured women with learning disabilities were 

involved throughout the research process, rather than just to inform the data 

collection material. However, it is acknowledged that formal groups such as they 

should be offered payment for their time, with a current rate of £150 per day (more 

than four hours) or £75 per half day (four hours or less) (554), which I did not have 

access to as a PhD student. This has been noted as being a challenge for doctoral 

researchers where developing a PPI advisory group requires the research to 

consider costs for members time, refreshments, room booking and travel expenses 

(342).  

8.4.3 Q Study 

The first strength of the Q study is that, to my knowledge, this is the first study to 

recruit and involve 13 women with learning disabilities on cervical and breast cancer 

screening in the North East of England. A noteworthy limitation of the study was it 

only involved white British people. Therefore, there may be barriers that do not 

account for in this research which could influence the decision-making process of 

cancer screening for women with learning disabilities for other cultures.   
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It is well known that people with learning disabilities is difficult to recruit to research 

studies (555) and are traditionally excluded from research as they are considered 

‘hard to reach’ (350). Involving people with learning disabilities in research on 

health-based topics does pose ethical and practical challenges (499), including 

ensuring freedom from coercion, ensuring appropriate information is given so the 

people with learning disabilities can provide informed consent, and capacity to 

consent to take part in the research. Even with these barriers, I was able to put 

steps in place to limit the barriers through ensuring gatekeepers identified women 

with learning disabilities could consent and made the initial approach to women with 

learning disabilities about the research to reduce the chance of coercion or distress 

having never met me previously, and ensuring information was provided in an easy-

read format which was informed by PPI.  

Q methodology provided an inclusive, flexible research method (444). This enabled 

women with learning disabilities to take part in this research. The Q-sort technique 

has been acknowledged by Combes and Hardy (444) to allow the researchers to 

see and quantify the views of people with learning disabilities, which was also 

separate from their FC or PCW. Combes and Hardy (444) noted that in their 

research people with learning disabilities carers were able to reflect the wishes and 

desires of the people with learning disabilities however there were differences 

between their perceptions of the carers values and the values stated by the people 

with learning disabilities. This highlighted the need and benefit to employ a Q study 

to enable people with learning disabilities to demonstrate their values separately 

from their carers (444). However, participants may find the process of completing a 

Q-sort as challenging (450). To minimise any difficulty, I was able to clarify any 

participants worries or questions as I was present throughout the Q-sorts.  

As highlighted in section 7.5 using Q methodology provided a flexible approach to 

meet the needs of the women with learning disabilities. It was important throughout 

the data collection, that the method used would enable women with learning 

disabilities to take part and be able to share their experiences and perspectives 

towards cervical and breast cancer screening. As I explained in chapter 7, for some 

women the Q sort was completed over multiple visits explain that they needed it. In 

one visit, the Q-set were ordered into three piles (agree, disagree or unsure), in the 

second visit one pile was arranged in line with the women’s views onto the Q-grid 

and in the final visit the remaining cards were sorted, and the post Q-sort interview 

completed.  
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In addition to this, another adaptation I made within this Q study was the adaption to 

sorting structure. It was encouraged that the participants complete the Q sort in a 

forced choice structure, however if the women wanted to place cards outside of this 

forced structure this was enabled (discussed in section 7.3.5.2). This gave the 

women the chance to truly reflect their views and perspectives on the Q-grid. This 

was supported as previous Q methodology research highlighted students struggled 

to sort the cards in a forced-choice structure and felt frustrated by the strict format 

and wanted to place additional boxes under the ‘Most Agree’ column where there 

was one card placement available (556). 

It was identified through the Q-sorts that some women with learning disabilities had 

very little knowledge of cancer and cancer screening. This is because some people 

with learning disabilities, may have problems in understanding complicated 

concepts or topics (557). As a result, some statements within the Q-set may have 

been difficult for the women with learning disabilities to conceptualise or situate 

against their own experiences (or lack of). If this was the case and the women with 

learning disabilities did not understand the statement, the bank of pictures was used 

to explain the statement. This somewhat ensured that the women with learning 

disabilities could think about the statement concerning their own experiences or 

perspectives. Additionally, within the Q-grid it allowed the women with learning 

disabilities to place the cards in the neutral ‘0’ column to indicate that they were 

either unsure of their perspectives, or neither agreed nor disagrees (255). This 

would ensure that the Q-grid provided a full representation of their attitudes, 

opinions, or experiences.  

Through the factor analysis of the Q-sorts, factors are statistically developed from 

the participants' sorting activity (410), as opposed to the factors being developed 

based on the researcher's process of analysis and arrangement of themes, as in 

other qualitative research methods (410). However, there is a possibility for bias in 

interpreting the Q sorts to then develop the final number of factors (389, 394). One 

method to overcome the bias is by witnessing the participants completing the Q-

sort, as well as audio recording the sorts. This will aid in ensuring the data collected 

provide an accurate and more objective record of the women with learning 

disabilities, FC and PCW attitudes, opinions, and experiences towards women with 

learning disabilities attending cervical and breast cancer screening. As audio 

recordings provide an accurate record of the conversation that took place (440). As 

noted in section 7.3.6, verbatim transcription was not always possible due to the 

environment in which the Q-sort was completed or the speech impairments of the P-
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set. Verbatim transcription is time-consuming and is complex and fraught with 

technical issues caused by human errors including misinterpretation of content, 

cultural differences, and language errors (440). Yet, the process of transcription 

meant that the research had captured the verbal data of the participants and 

verbatim is not always necessary for transcription where themes are developed 

(440), which is like the factors developed through the factor analysis. 

Another method minimising the interpretation bias of the data (389) could have been 

through member checking. A phase of member checking had gained ethical 

approval in the original ethics application, discussed in section 7.3.7. During the 

member checking (which is a validation technique used in qualitative research to 

explore the credibility of the findings (558)), a sample of the participants was going 

to be sampled to discuss the factors that identified, and to check if the participant's 

views have stayed the same or changed. However, due to the COVID-19 pandemic, 

primary research which involved human participants was halted by the University, 

and when it was deemed safe to continue research activity, I was still unable to 

complete this due to several participants shielding. I did consider the option of 

completing the member checking online (for example through Microsoft Teams), 

however, this may have added another level of complexity which I felt was not 

justified. As not every people with learning disabilities has access to technology 

such as devices with camera and microphone facilities, and carers may not be 

skilled in using the technology so may struggle to support the access to technology 

(559). Member checking is an optional step for Q methodology (as highlighted in 

section 7.3.6), with not every Q study employs member checking. In one study, 

which focused on nursing faculty perceptions of the implementation of simulation in 

schools of nursing, member checking was not implemented “due to anonymity of the 

participants at the data analysis stage” (p. 316) (560). Within this study, member 

checking could have identified any participants opinions or attitudes had changed as 

they can shift across time meaning the findings from this research may constitute 

the attitudes, opinions at a “snapshot of the major viewpoints” of participants at that 

given time (p. 85) (392). 

Another possible limitation of the study was I was unable to reach the initial target of 

40 participants: comprising 20 women with learning disabilities and 20 carers. As 

previously highlighted, I was able to recruit 13 women with learning disabilities, 

three FC and five PCW. However due to the COVID-19 pandemic, meant that the 

recruitment was stopped prematurely, and I was unable to implement an additional 

recruitment step that involved a carer organisation advertising the research with 
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carers. If implemented this may have opened the study up to a further 1000 carers, 

which may have got me a step further to achieving the target sample size in the 

carer group. Nevertheless, under recruitment is not a fundamental flaw of a Q 

methodology study, as multiple studies have been published with a P-set of less 

than 40. Examples have been indicated in section 7.1.2 where one study had a P-

set of 17 (481).  However, given the calculation I made in section 7.4.1, which 

highlighted that my P-set sample could range from nine to 14 based on the 3:1 or 

2:1 calculation of Q-Statements to Q Participants, I did not underrecruit, I may have 

over recruited.  

I need to highlight though that the sample which I did recruit may not represent the 

full perspectives of women with learning disabilities, FC and PCW. This could be the 

reason for the two women with learning disabilities being null loaders, and not 

loading onto either 1 or 2. This could suggest that another shared perspective exists 

among women with learning disabilities which was not identified by the factor 

analysis in this research (408). If I was able to recruit the target sample size, it may 

have strengthened this shared perspective and will also fall in line with the 

Eigenvalues of the factors which indicated there are possibly three factors 

(discussed in section 7.4.2).  

A further limitation was that there was an underrepresented group in the Q 

methodology study, being the lack of male representation; the study recruited one 

male FC who was a husband of a woman with learning disabilities. This may mean 

that the perspectives of males who are in a relationship with women with learning 

disabilities or male carers, is missing. On the whole, it is acknowledged that females 

account for 77.0% of the total staff working in the NHS (561), and female are 

predominantly FC of someone with a learning disability (562), this highlighted the 

possible gender division in a caring role. This may have then led to the lack of male 

representation in the Q study. In addition, it may have been that due to recruitment 

that this lack of male representation occurred, however, it is still an acknowledged 

limitation of the study. Research must provide a full picture of the phenomena being 

discussed, and by not representing the male FC or PCW voice, this picture is not 

provided. By understanding and improving male’s knowledge of screening could be 

a valuable approach, to ensure the full social network supporting women with 

learning disabilities are informed of and understand the symptoms towards cervical 

and breast cancer screening. The importance of the male voice is akin to the 

importance of wives/partners of males discussing their knowledge or understanding 

of testicular cancer and self-checks (563). This alludes to the need to fully 
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understand the attitudes of partners of different genders who may have an influence 

or a role in health promotion, such as being sharing information, motivating the 

other partner to have more concerns about cancer and encourage them to search 

for medical care (563). For example, it may be that male partners or fathers of 

women with learning disabilities may lack knowledge towards cervical and breast 

cancer screening. This could inhibit women with learning disabilities from seeking 

medical attention for symptoms or attending cancer screening.  

Finally, the last consideration I want to highlight was the questioning approach used 

during the data collection throughout the Q sort for all participants, but mainly the 

women with learning disabilities. To support participants in distinguishing between 

their level of agreement between cards (e.g. if participants placed 3 cards under 

+4), I would ask “Do you agree with this card more or less than this card?”, with the 

aim that this would break down the task for the participant and make it easier for 

women with learning disabilities to identify the cards they agreed with most to place 

under +4. This is because when conducted qualitative research with people with 

learning disabilities it is recommended that the question format should be simple 

and avoid yes/no answers, but also the researcher should be prepared to probe the 

responses given and ask the participant to explain their responses (564). This is the 

approach I implemented throughout the Q-sort, where a participant chose one card 

over another, and then I prompted them to discuss. However, it may be that, due to 

a social desirability effect, the participants give answers that they believe to be 

socially acceptable and/or desirable by the researcher (557). In addition, given the 

topic of the PhD, it may be that the women with learning disabilities did not 

understand the statements during the Q-sort causing the acquiescence bias to 

occur (565). In research involving people with learning disabilities, it has been 

highlighted that if in doubt of what to say in response to a question there is the 

likelihood the people with learning disabilities will say yes; “if in doubt, say yes” (p. 

417)(565). When I ask during the Q-sort if the participant agreed with one card over 

another, there is the possibility that the women with learning disabilities said yes 

irrespective of their actual thoughts or experiences. Therefore, it may have been 

beneficial to ask, ‘Which one do you agree with more?’ or have a more conscious 

approach to ensure the questions I asked were open-ended in nature which did take 

place throughout the Q-sort were prompted to explain their answer.   

8.5 Original contribution to knowledge  

This PhD research has made a threefold contribution to knowledge.  
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Firstly, the completion of the qualitative systematic review was the first to synthesise 

the qualitative evidence of research conducted in the UK towards women with 

learning disabilities accessing cervical and breast cancer screening. The systematic 

review was used to inform the Q methodology Q-set. However, the review as a 

standalone piece, highlighted the various factors that may affect uptake of cancer 

screening, including fear, concerns over pain, and the possible influence of family 

carers and paid care workers (256). The review also identified practical mechanisms 

which could help women with learning disabilities attend screening (256).  

Secondly, I have used the SEM model to highlight the complexity and multilevel of 

influence that can impact upon women with learning disabilities deciding to attend 

and then take up cervical and breast cancer screening. The SEM model has been 

used in similar research focused on cancer screening, however none of these 

specifically focus on women with learning disabilities. In a systematic review of the 

SEM being used to explain screening and vaccination uptake (566), six focused on 

breast cancer screening and three focused on cervical cancer screening, none of 

which focused on women with learning disabilities. By aligning this PhD to the SEM, 

it highlights the multiple levels of influence which could be a barrier for women with 

learning disabilities, it can also form the basis for identifying practices or 

interventions that could support the decision making of women, as well as facilitate 

access and uptake of cancer screening.  

The third original contribution to knowledge is the use of Q methodology in involving 

women with learning disabilities, FC and PCW to share their thoughts, perspectives, 

attitudes and experiences of women with learning disabilities accessing cervical and 

breast cancer screening. The Q-sort provided a flexible and adaptable method to 

ensure women with learning disabilities had the opportunity to share their 

perspectives. No research to date has been completed that has used Q 

methodology to understand the perspectives towards cervical and breast cancer 

screening of women with learning disabilities, FC and PCW. Previous research to 

date has utilised qualitative methods such as interviews and focus groups, which 

was evidence as part of the systematic review (256). The factors that have been 

derived from the Q-sort has highlighted the factors that women with learning 

disabilities, FC and PCW perceive to be the most and least influential components 

that can impact upon decision making and uptake of cervical and breast cancer 

screening. Specifically looking at the consensus statements across both factors, it 

was identified women with learning disabilities need to know the symptoms of 

cancer, do not attend cancer screening because they are scared, would like a 
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female nurse to complete their screening, and find cancer screening painful. 

Whereas participants believed that not having a sexual history should not impact on 

women with a learning disability attending cervical cancer screening. Participants 

also disagreed that women with learning disabilities are asked what would help 

them go to screening and know what will happen during the screening appointment 

before they go.  

8.6 Recommendations for future research  

Based on the implication to practice from this PhD (discussed in section 8.3), the 

following research priorities and recommendations are made based upon the 

findings of this research: 

1. Participants in the Q methodology study were women with learning 

disabilities, FC and PCW. Future research would benefit from including 

health care professional’s perspective of women with learning disabilities 

accessing cervical and breast cancer screening, for example, screening 

staff, nurses, and GPs. This would provide greater insight into the barriers 

and facilitators women with learning disabilities face from a practice 

perspective. It would also be beneficial to involve healthcare professionals in 

research to identify how primary care systems can be adapted to improve 

support, accessibility, and services for women with learning disabilities 

accessing cervical and breast cancer screening.  

 

2. Similarly, future research could benefit from involving more male participants 

including fathers, husbands, partners, or support staff of women with 

learning disabilities. This can further identify their knowledge and 

understanding towards cervical and breast cancer screening for women with 

learning disabilities. By understanding and improving male’s knowledge of 

screening could be a valuable approach, in ensuring the entire support 

networks women with learning disabilities have are involved and their 

opinions accounted for since they have been underrepresented in the Q 

study.  

 

3. The current flagging system used to support people with learning disabilities 

accessing colorectal cancer screening programmes, an evaluation should 

take place to evaluate the existing system to identify the suitability and areas 

for improvement for the system to identify women with learning disabilities 
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before they are invited for cervical and breast cancer screening to identify 

their support needs to make an informed decision.  

 

4. Given point 3, there is a recommendation to implement the flagging system 

to identify women with learning disabilities before they are invited to cervical 

and breast cancer screening, research should be undertaken which focuses 

on the barriers and enablers of implementing the flagging system in practice. 

By involving those in practice, who would use the flagging system, would 

make sure that the system is suitable for use and identifies barriers/enablers 

to implementation in a proactive manner. As opposed to implementing 

without the involvement of stakeholders.  

 

5. As noted previously, women in London are trialling self-administered HPV 

kits at home, as part of an NHS England trial (567). However, this would 

potentially add another level of complexity to cervical cancer screening for 

women with learning disabilities. Research must take place to understand 

the feasibility and acceptability of completing home kits for women with 

learning disabilities, to ensure a proactive implementation of support for 

women with learning disabilities if the kits are rolled out in future.  

 

6. Research should be undertaken to triangulate the PhD findings here, with 

findings on barriers and facilitators for other vulnerable groups accessing 

cervical and breast cancer screening, such as people with severe mental 

illness. This may aid in identifying the specific areas of support that is 

needed for each specific population.  This could provide the screening 

programmes with a full picture, based on an evidence base, on the needs of 

vulnerable groups. This may help in ensuring cancer screening services 

have reasonable adjustments that are suitable for all groups, within the 

cervical and breast cancer screening pathways.  

 

7. Alongside the recommendation in points 3 and 4, research should be 

undertaken on how to embed reasonable adjustments into the screening 

pathways for cervical and breast cancer. This will aim to support women with 

learning disabilities to make an informed decision on whether they wish to 

take up cancer screening, or not. If they then decide to go for screening, 

further adaptations are identified to support them through the screening 

process. This research could take the form of a Delphi study which involving 
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healthcare professionals and screening stakeholder in designing the 

embedded reasonable adjustments for the pathway and identifying possible 

barriers to implementation. 

8.7 Dissemination and next steps 

The National Institute for Health Research defines effective dissemination as 

“getting the findings of your research to the people who can make use of them, to 

maximise the benefit of the research without delay” (n.p) (568). Due to this, I must 

have a dissemination plan to ensure that I share my research methods and findings 

which could benefit policy and practice. 

During the PhD, I have undertaken multiple dissemination activity. This has been 

documented at the beginning of the Thesis in the section titled “Contribution to 

knowledge”. I have written one blog post, an article comprising of a 500-word thesis 

in the British Psychology Society North of England Bulletin, and a paper based on 

the systematic review and information discussed in Chapter 4. This has been 

published in Psycho-Oncology. Alongside written dissemination, I have presented at 

multiple conferences and attended multiple events as an invited speaker.  

Alongside the dissemination which has taken place, I have developed a publication 

plan to highlight the avenues of dissemination I plan to complete based on the work 

of the PhD (Appendix E1). Given the uptake statistics presented in chapter 2, and 

the findings of this research, I perceive it to be vital to planning for dissemination to 

ensure the research methods and findings are shared. This could form the basis to 

move from recommendations to change policy and practice to steps towards 

implementation. In total, I plan to publish four articles based on the work in this 

thesis (presented in Appendix E1). As well as academic papers, I am also due to 

present at the 5th FUSE International Conference on ‘Involving women with a 

learning disability in research: A reflection of practice and academic barriers’ with 

my clinical advisor in March 2022. I also plan to submit abstracts to multiple 

conferences on different aspects of the research including the Division of Health 

Psychology annual conference to highlight the methods of involving women with 

learning disabilities in research to understand their attitudes, opinions and 

experiences of cancer screening, and the annual International Society for the 

Scientific Study of Subjectivity to share the Q methodology study and the result. 

An important aspect regarding dissemination is to also share the results and 

recommendations to those outside of academic platforms in ‘non-traditional’ outputs 

such as blog posts, visual/video summaries or graphic representations to share with 
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the research with stakeholders, or even the participants themselves who were 

involved in the research (569). From this, I plan on developing an easy-read booklet 

to summarise the results and recommendations developed based on the findings of 

this PhD, specifically for the women with learning disabilities involved in the 

research. To go alongside this, I plan on arranging some face-to-face conversations 

with women with learning disabilities. I will also produce a summary for the FC and 

PCW who were involved. As the participants did not explicitly consent to be 

contacted by me again on the findings of the research, I plan on liaising with the 

gatekeepers who supported recruitment to ask them to share the booklet with the 

women with learning disabilities who were involved. In addition, I also plan to 

develop a visual infographic to highlight the key findings of the research and how 

the findings can be used to inform recommendation to practice based on the SEM 

(discussed in section 8.3 and 8.4).  

Based on the learning and findings from this PhD research, they are being utilised 

to inform an application to a funding call within the North East and Cumbria. The bid 

is focusing on access to cancer screening for people with severe mental illness, 

who have also been identified as having low uptake to cancer screening. It is hoped, 

if successful that the PhD findings and recommendation for policy and practice will 

be triangulated with the primary research completed as part of the bid. It is hoped 

that this will be a step towards person-centred screening services, which account for 

the individuals needs to support them through the cancer screening pathways.  

8.8 Reflecting on research development and learning  

Through the completion of this PhD, there has been significant personal 

development and learning which has taken place.  

Firstly, from focusing and completing research that involved women with learning 

disabilities it has highlighted the need for flexibility within the research methods to 

ensure then women can take part regardless of their level of need. This has been 

evident within the flexible approach I used through the Q-sort. Without this flexibility 

the quality of the data captured and the overall involvement of the women in the 

research would have been compromised. By speaking with women after the Q-sort, 

they highlighted that they did find the Q-sort difficult, however they enjoyed the 

experience and opportunity to share their thoughts and perspectives. At the 

beginning of the PhD journey, the need for a rigorous protocol was key. However, at 

the time, these intricate details which I learnt through completing the Q-sort were 

unknown. Therefore, ensuring the design and methods used were flexible and 
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person-centred around the needs of the participants was vital. Moving forward from 

this PhD research, I have learnt that flexibility and person-centred research methods 

is fundamental when undertaking research with women with learning disabilities, 

although this is also an important consideration for any research. I developed a 

significant appreciation of empathy from researchers and the need to think through 

the methods that are suitable for the population, as well as enabling them to answer 

the research aims and/or questions.  

The second reflection and learning point is the benefit of PPI when designing 

research. In this PhD, I undertook multiple phases of PPI prior to the completion of 

the Q-sort. In hindsight what would have been beneficial would be to complete PPI 

throughout the course of PhD. This would have provided continuous advice and 

guidance from women with learning disabilities throughout the research process, on 

all aspects including sense-checking of the analysis and ideas for dissemination. 

However, given the length of the PhD programme and the lack of money to ensure 

PPI members were paid for their involvement, a PPI advisory group was not 

developed. Moving forward, this is a vital component of research that I strive to 

incorporate into funding applications and research to ensure the voice of people 

with lived experience are involved in the design, conduct, analysis and 

dissemination of research.  

Linking the PPI and the need for person-centred research methods is a key skill I 

have learnt throughout the PhD in the design and development of easy-read 

documents. Prior to the PhD, I had no experience of this. Learning to develop 

invitation letters, consent forms and participant information sheets in an easy-read 

format was a difficult process, especially navigating through the various 

contradicting guidelines on the most suitable format. Through the support and 

guidance from my advisor, the documents were developed and approved as being 

appropriate by women with learning disabilities in the PPI phase. The background 

on easy-reads documents highlighted that they are not only beneficial for people 

with learning disabilities. It was noted that they can be used to help others 

understand written information, including people living with dementia or those for 

whom English is a second language. This reinforced that the use of easy-read 

documents should be offered as part of the cancer screening pathways for all 

women, not just those with learning disabilities. This was the catalyst for writing the 

blog post on the use of easy-read documents in cancer screening (referenced in the 

Contribution to knowledge section), as well as holding a workshop on this topic.  
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I have also provided a reflective account in appendix A where I highlight in more 

detail my reflections on completing PPI, the data collection process and how I have 

grown as a person and a researcher throughout the PhD.  

8.9 Concluding remarks 

The purpose of this research was to explore the attitudes and experiences of 

women with learning disabilities, FC, and PCW, towards the national cervical and 

breast cancer screening programmes. To do so, a mixed-method approach was 

implemented consisted of a systematic review, PPI and Q methodology study.  

The findings from the systematic review and Q methodology study highlight that 

there are multiple areas which can influence women with learning disabilities in 

deciding to take up the invite to cervical and breast cancer screening. The attitudes 

and experience of the women with learning disabilities, FC and PCW represented in 

this body of work highlight that there is a need to consider pre-invitation to cancer 

screening accounting for women with learning disabilities knowledge and attitudes 

towards cancer screening, but also any reasonable adjustments required to support 

the women with learning disabilities. In addition, the lack of knowledge towards 

cancer screening and the needs of women with learning disabilities can mean that 

women with learning disabilities may not always be supported through screening as 

well as they could be.  

The findings from both components of this PhD have been applied to the SEM. This 

triangulation has identified how the layers of the SEM interact and have an influence 

on each other which cause multiple barriers to women with learning disabilities. 

Firstly, on deciding to attend cervical and breast cancer screening or not, and 

secondly throughout the cancer screening programmes, for example, a lack of 

awareness from screening staff and those in primary care on how to implement 

reasonable adjustments. The triangulation against the SEM identified the dynamic 

interaction from the way the programmes are designed and the policy to ensure 

women with learning disabilities can access screening through to the women with 

learning disabilities perceptions of what screening involved which may be based on 

a lack of education or information.  

Given the barriers identified, there are multiple recommendations for policy and 

practice. This includes to ensure that policy is implemented ensuring reasonable 

adjustments are embedded into the cancer screening programmes, in line with the 

Equality Act 2010 (157). In addition, this should highlight that as well healthcare 

professionals are required to now undertake learning disability training, which can 
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mean that services are learning disability friendly. All of which may then support in 

the screening programmes identifying the general needs of women with learning 

disabilities and their specific needs to make an informed decision and have an 

informed understanding of cervical and breast cancer screening. In addition, it has 

been found that FC and PCW should receive education/training to ensure their 

perspectives are informed by evidence, rather than their personal thoughts. This 

can support them in aiding women with learning disabilities to decide and inform the 

women with learning disabilities perspectives.  

As a result of undertaking this body of work, there has been an original contribution 

to knowledge. Due to the identification of the barriers to women with learning 

disabilities accessing cervical and breast cancer screening, there are clear 

implications for practice, policy, and future research. This will enable future work to 

move this research from evidence into implementation to ensure the cervical and 

breast cancer screening services are embedded with adjustments based on the 

needs of women with learning disabilities generally, but also to accommodate the 

specific characteristics of women with learning disabilities. Enabling women with 

learning disabilities to attend cervical and breast cancer screening, can then help 

them take ownership of their health, thus reducing the health inequalities they face.  
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Appendices 

Appendix A: Reflexivity and reflections   

 In this appendix I intend to highlight my own personal worldview, background and 

experiences which has influenced the development of this research. The process of 

reflexivity will be defined before critically discussing the concept in relation to the 

PPI (Chapter 5) and Q methodology study (Chapter 7). I will also reflect on how I 

have developed as a researcher through conducting research and writing this 

thesis. 

 

“Reflexivity is generally understood as awareness of the influence the researcher 

has on the people or topic being studied, while simultaneously recognizing how the 

research experience is affecting the researcher” (p 37) (570). 

However, reflexivity is not a straightforward concept for some to be involved with 

and can be likened to a swamp which is murky and a confusing terrain of self-

analysis and self-disclosure (571). For me, reflections and being reflective is 

something I engage with regularly and, as a self-proclaimed expert in self-doubt and 

worry, the self-analysis comes easily but is tinged with negativity and ‘glass half 

empty’ feelings.  

To be reflexive on the PhD, there needs to be a balanced argument and accounts of 

what went well, not only acknowledging what did not go well, which I have been 

making a list of since I started the PhD. I have chosen to write my reflective chapter 

using Driscoll's What Model. The model is based on three questions: What? So 

what? And now what? By asking these three questions, we can begin to analyse our 

experiences and ultimately learn from them.  

To complete this reflection chapter by talking about multiple different events where I 

ask these three questions, starting with the patient and public involvement.  

Event 1: PPI 

What? 

As highlighted in chapter 5, I completed a stage of PPI to inform the primary data 

collection for the research. The PPI took place over numerous months, consisting of 

multiple phases to understand how women with learning disabilities preferred 

written information to be provided, and to gain their perspectives on the data 

collection tools. Prior to developing and completing the PPI, I had never been 
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involved in PPI before, but knew that it was vital that I understood what women with 

learning disabilities wanted. This would pre-empt any pitfalls and ensure the 

research was informed by them. There is guidance on making documents in an 

easy-read format but juggling them (when then recommend slightly different 

components for an easy-read) and then ensuring the women with learning 

disabilities were represented was a challenge, but regardless of this, for me the PPI 

and easy-read documents were a success.  

I gained so much information and support from many people, and it became clearer, 

as my researched progressed that this was an such an important topic which 

warranted further exploration. Even when I was talking to women with learning 

disabilities about the data collection tools, they asked more about the research, they 

openly told me about their experiences (both good and bad) and were very 

supportive and enthusiastic that their insight and input would be used directly in 

research.  

As a result of my PPI work, I was invited to attend a Northern Cancer Involvement 

meeting that included healthcare professionals and people with learning disabilities. 

I presented on the PPI methods and outcomes. Overall, the members were 

supportive. Except a couple of professionals, who openly expressed their concern of 

some of my choices, especially the use of “lady bits” rather than “cervical”, which is 

what I focus on next.  

So what? 

Receiving this negative feedback was very upsetting. The person providing the 

feedback said I was doing the women with learning disabilities an injustice and that I 

was I was openly going against what is done practice where they use the 

anatomically correct terms. However, this was against everything I aimed to do. I 

wanted to make sure that the women with learning disabilities choices were 

influential in the research. I highlighted that I was using the feedback from the 

women with learning disabilities, and that multiple women with learning disabilities 

supported this terminology. Therefore, it was not my preference to use the word, it 

was the women with learning disabilities. I attempted to mitigate the worry of the 

healthcare professional, and it was agreed that I would use the word cervical in the 

participant information sheet but then used “lady bits” in any material following this.  

I opposed the views as I truly believed, and still do now, that I was doing what was 

right for the women with learning disabilities and the word choice would support 

them in deciding as to whether they wanted to take part in the research or not. 
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Given that a woman with learning disabilities during the PPI when asked where she 

thought her cervix was, she pointed to her head. This reinforced to me, and I 

disclosed this during the meeting, that this is one example where the word ‘cervix’ 

may not be known to some women with learning disabilities. As a researcher, I 

aimed to do the best for the women with learning disabilities, and I wanted to make 

sure that all women with learning disabilities would be able to take part in the 

research.  

Even now, three years later, this feedback still affected me. I feel that this one 

experience from the PhD has had a significant impact on my perceptions of PPI and 

how it is accepted by professionals. When writing the PPI chapter, and about the 

limitations of PPI and reading the Ocloo and Matthews (350) paper where they 

highlight that true PPI involvement is a partnership between those involved in a lay 

capacity and paid professionals. The experience I had contradicts this. Although it is 

a partnership, the responses and involvement from women with learning disabilities 

were disregarded by the professional, and this made me think about what would 

happen in practice- are the women with learning disabilities choices taken 

seriously? And just because something goes against the grain and is different, does 

not necessarily mean it is wrong.   

Following this event, I liaised with my supervisors to debrief the event who did 

reassure me that what I had done was right for the women with learning disabilities 

and I should not worry. Even when the meeting organiser reached out to reassure 

me, I still felt this feeling of dread and worry as if I had done something wrong. 

Looking back, the PPI was invaluable in shaping the research. At the Research 

Ethics Committee under the Health Research Authority, they favourably reviewed 

the PPI work.  

Now what? 

To complete this section reflecting on the PPI, I highlight what I have learnt from the 

PPI and the negative feedback and how I am using this learning to feed and 

influence future research.  

Given I was a novice in PPI, what I know now would have been immensely helpful 

during this phase of PPI. The first aspect that I would have changed would be to set 

up an advisory group of healthcare professionals to support the PhD research and 

ensure that key stakeholders were involved in the length of the research. In this 

group I would have aimed to have PPI involvement throughout the research, either 

in the same group, or a separate group. This could have ensured that this research 
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was a partnership and that the voices of women with learning disabilities were heard 

by others, not just me. This may have strengthened the PPI research ensuring it 

was more robust and less open to criticism, whilst also strengthening the voice and 

input of women with learning disabilities as their input will have been identified from 

the outset, and throughout the research process.  

I highlighted previously, the requirement to pay PPI members for their involvement. 

As my PhD was part of Graduate Tutor post (where I lectured at the University 

whilst completing the research) this meant I did not have access to funding to pay 

for PPI involvement. Moving forward, I aim to plan to embed PPI throughout future 

projects where possible, to set up advisory group of stakeholders to ensure 

professionals from practice are involved form the outset, while also involving PPI 

members throughout and ensure that they are paid/reimbursed for their time.  

Event 2: Data collection 

What? 

As discussed in chapter 7, I conducted a Q methodology study which involved 

women with learning disabilities, FC and PCW. I had never completed a Q 

methodology study before I started the PhD. I had a brief awareness from one 

lecture I attended whilst studying for my master’s in Health Psychology and Clinical 

Skills. To then decide to complete a Q methodology was daunting, but so very 

exciting! When discussing the aim of the PhD in one of my early supervisory 

meetings, it was clear that Q would enable me to conduct research in a structured 

way, whilst ensuring women with learning disabilities could take part and that 

answered the research question. 

Given that I was new to Q methodology I attended training on Q, which covered the 

theory behind it, the steps to complete a Q study, the data analysis steps and how 

to interpret the data. This was such an interesting course and was invaluable in 

aiding me through the study. I am now going to focus on how I felt planning the Q 

study, the data collection process, and analysis.  

So what? 

When I began the Q study, and even planning it, I hit a brick wall. Hardly any 

research had used Q with people with learning disabilities, and the papers did not 

go into much detail on how to complete a Q study with this population. I felt like I 

was going in blind. Everyone’s research is unique, and even when I was reading 

other Q studies, I struggled to relate and apply their methods to my own. All I kept 
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asking was “How did you do that?!”. Even the core Q methodology textbooks that I 

bought were of little help. Yes, they were fundamental in shaping the study in line 

with the methodology, but there were so many other aspects to the study which had 

not been coerced in previous Q work. For example, mixing forced and unforced 

structures (as I highlighted in Chapter 7) and the suitability of using Q with women 

with learning disabilities. Most of the participants said that the method was hard, but 

the majority was able to sort the Q-set into the forced structure. So, I must have 

been doing something right? 

Completing the Q study and supporting women with learning disabilities through the 

steps was illuminating, but also fear provoking. Using skills, I had gained in past 

research roles I knew I had the skills and experience to carry out semi-structured, 

structed interviews and had confidence in administering questionnaires. However, 

this was a whole different approach to data collecting. I even got the impression 

from participants, that they had never seen or heard of this method before. For 

them, much like me, this must have proved a somewhat unfamiliar and daunting 

experience. As I said earlier most participants completed the Q-sort fitting in line 

with the normal distribution curve, but it was interesting having conversations during 

data collection on whether the normal distribution allowed the participants to sort in 

line with their own perspectives. Within the Q sort, you do consider the person line 

of neutrality. However, a lot of participants, mainly the women with learning 

disabilities were confused with this and struggled to identify where they started to 

agree or disagree with the cards. Somehow, this should have given me the 

reassurance where the person true perspective lay on the grid, yet given that 

participants struggled with this, it was difficult to provide an accurate assessment. Q 

is such a rigorous methodology, and I was strict that everything had to follow the 

protocol and follow the methodology. However, that is not a pragmatist approach 

and not what the PhD was looking at.  

Reflecting on completing research with women with learning disabilities, I have 

learnt that there is still a discrepancy about what others think women with learning 

disabilities need and their actual needs. So many people even now still say “women 

with learning disabilities do need cervical screening because they are less likely to 

have sex”. And every time I hear I worry about those women with learning 

disabilities who want to have equity and access to services and whether attitudes 

and perspectives such as that are facing them. In another instance, during one Q-

sort with a woman with learning disabilities a paid carer worker said, “How would 

she know that?” when I asked what the women with learning disabilities thought 
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about one card. To respond I highlighted it was not about knowing one thing or not, 

it’s about the women with learning disabilities perspectives. Again, this shocked me 

and highlighted how possible there is still a hesitation to researchers asking 

provoking question and involving women with learning disabilities in research to 

some may have been unusual, but to me the women have a right to share their 

thoughts and have their voice heard.  

One strength of the Q study is the range of abilities I was able to engage with. The 

majority of women with learning disabilities had strong verbal communication, and 

some had limited speech, but were still able to highlight their choice and were able 

to place the cards where they wanted them to be. I particularly liked that the 

methodology could be broken down into multiple visits, which I felt made it 

manageable for the women with learning disabilities, whilst also providing clear 

structure and aims for the session. I remember one woman with learning disabilities 

being sad when I had said we had finished the data collection and that would be the 

last time I would see her again for this phase of the study. This reinforced to me 

how valued the women with learning disabilities may have felt that I was speaking to 

them. In addition, some women with learning disabilities had gone to screening, 

some had not. Both groups were able to engage and for those who had not been for 

screening, were able to think ahead of time and conceptualise how they might, or 

their peers might be feeling. To me, this highlights the value of Q.  

Throughout the data collection I was highly critical of myself. I kept a reflective log 

that I would complete before and after data collection. This was based on Schön 

(1983) (572) model for reflecting on a learning process before, during and after it. I 

initially thought about the benefits of using Gibb’s reflection model, as this was a 

model I had previously used and was familiar with. However, the Schön model was 

appealing as I was new to Q methodology, I felt that the process of being a 

researcher using Q was a new learning process. I believed that when I was 

reflecting on each Q-sort and post Q-sort interview I was hyper critical and 

perceived every aspect to be wrong or on every question I should have prompted 

on. Yet, in hindsight it was a learning process and by reflecting on each Q-sort 

enabled me to learn and move forward. 

In hindsight I wonder whether completing semi-structured interviews would have 

been easier, but then would this have proved a novel contribution to knowledge; I do 

not think it would have been. As I found in the systematic review multiple studies 

had used interviews, but what Q methodology gave me that interviews may not 
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have is the shared and different perspectives of these involved which has been 

identified through objective measures (factor analysis). Therefore, I stand by the 

decision to use Q within the PhD, even though it was not the easiest choice.  

Now what? 

From my experiences of completing a Q study with women with learning disabilities, 

I don’t think I could have avoided any of the difficulties I faced, nor could I have 

avoided the safeguarding questions from the ethics committee. I would have got 

asked them questions regardless of the methodology.  

For this section I have reviewed my reflective diary from the Q-sorts and identified 

common areas which I can focus on as I move forward in my research career. One 

aspect is to ensure that the method is flexible and that changes are made which 

would benefit the women with learning disabilities. Not only does it need to meet the 

needs of the population, but it also should be as user friendly as possible. Another 

aspect is not to compare one Q-sort to another (which I did a lot). For example, I 

highlighted there were times when I prompted a great deal and others where I did 

not. But there are many factors which influenced the data collection visits, that I did 

not account for at the time. I felt that the research had to be perfect. Reflecting now, 

it was never going to be perfect. Due to this I am aiming to be a lot kinder to myself 

post-PhD, to not put so much pressure on myself.  

I also believe that I could have adopted a separate pilot phase. I used the first 

couple of women with learning disabilities as a pilot, but I feel I could have maybe 

embedded a pilot phase into the PPI. However, each women with learning 

disabilities is unique and have had different experiences based on Q. Regardless, I 

felt I could have been better prepared to complete the Q study with women with 

learning disabilities, but that learning only I feel only comes from experience which 

is what the PhD has enabled me to achieve. I feel that completing the PhD has 

strengthened by skills and abilities to complete research, to ensure the women with 

learning disabilities voice is accounted for and shared.  

I am planning on writing a paper based on the use of Q for women with learning 

disabilities. I think about what would have benefited me in the early days of the PhD 

and a paper which highlights what Q is and how it can be used for involving people 

with learning disabilities in research along with consideration would have been 

invaluable (e.g using a bank of pictures and statements to reflect easy-read 

principles, print the Q grid out on a durable material to reinforce the ‘game-like 

approach). 
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Event 3: Growing as a person and researcher 

What? 

To end the reflection, I am going to focus on myself and how I feel I have grown or 

changed from completing the PhD.  

So what? 

One thing I did not realise before starting the PhD was how bizarre Academia is. As 

a student I did not see this, I was fascinated by research, helping people realise 

how important their health was. I think this came from my Dad passing away at 43 

from undiagnosed heart disease. If I could help people look at their own health and 

make informed health choices, then that is what I wanted to do. But, starting as a 

novice researcher on a PhD programme as a Graduate Tutor, juggling with writing 

teaching material, teaching, marking, being a personal tutor whilst focusing on the 

PhD was hard. Really hard. There were times I thoroughly enjoyed this juggling, but 

that highlighted to me how weird academia was. How the expectation was you 

would do so much work, for little pay or reward, and even how some academics 

resisted being involved in research.  

One good trait which has come out of this experience is my ability to multitask, but 

this has had a huge impact on my work life balance and something I strive to take 

back post-PhD. Especially this year where I have been living at work (my home 

office). I heard a lot through the journey, as I have become more and more familiar 

with talk in academia that work-life balance is important. I am only just finding ways 

to take this back and realised how much stress and worry I have put myself through 

these four years.  

I do worry about how I am perceived by others. I think this has had a huge impact 

on the feelings of imposter syndrome. I would worry that I am not skilled enough or 

know enough to complete the PhD. Now, I still get feelings and worry about how 

little I know, but this is now paired with the realization that I need to be kind to 

myself. To do this I started to think of the PhD as a training course where I was 

learning how to be a researcher and develop and enhance my skills. 

This realization did remove some pressure, but not a great amount.   

This was present mainly during data collection. Through data collection I had 

overwhelming feelings of being alone. I was not alone but felt it. This worry and 

concern over my ability did inevitably lead to a trip to the GP for my mental health. 

Being a PhD student, completing research with women with learning disabilities, 
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juggling teaching responsibilities, and then not having any other colleagues 

completing research with people with learning disabilities was a struggle. I had 

colleagues who would all be researching similar topics, who could bounce ideas off 

each other and I often wondered how good that would be. I did though have 

wonderful colleagues who supported me with these feeling and helped as much as 

they could.  I just wanted to make sure that the research was doing what was right 

by the women with learning disabilities. Reflecting on this now, means I have owned 

my PhD. I have made the decisions what I felt was right at the time and have just 

about got through the other side.  

Now what? 

I believed at the beginning of my journey, and still very strongly believe this now, 

that research should have a focus on the population. Especially with my PhD the 

research should have the women with learning disabilities at the centre to share 

their voices on their attitudes, opinions, and experiences. I value the expertise of 

academics and have learnt so much from my supervisors and colleagues. I do not 

ever think I will see myself as an academic though. I am a researcher, with the aim 

of making healthcare systems and process better for the people who face barriers 

or inequalities. 

I am relieved that this journey is coming to an end, but also sad that it is over. It is 

hard to let go of something that you have spent so long thinking about and 

nurturing. To consider how much I have pushed myself and stepped out of my 

comfort zone does astonish me and really does show what I can achieve when I am 

passionate and have a goal in mind.     
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Appendix B: Literature review appendices 

Appendix B1: Cervical cancer screening pathway 
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Appendix B2: Breast cancer screening pathway 
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Appendix B3: Colorectal cancer screening pathway 
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Appendix B4: Cancer screening uptake percentage table  
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Appendix C: Systematic literature review appendices 

Appendix C1: Published systematic review paper 
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Appendix C2: Summary of Included Studies 

Author, Year, 
Context, 
Location 

Methods  Sample size  Age ranges Gender Additional 
participant 

characteristics 

Langan et al. 
1994. Cervical 
and Breast 
cancer 
screening, 
England 

Interviews 
(n=81) 

Total sample 
N= 81. Carers 
(n=76) and 
General 
Practitioners 
(n=5).  

Not reported Male 
(n=47), 
Female 
(n=34) 

No additional 
characteristics 
reported.  
 

Broughton et 
al. 2000. 
Cervical 
cancer 
screening, 
England 

Semi-
structured 
individual 
interviews 
(n=86) 

Total sample 
N= 86. 
Women with  
learning 
disabilities 
(n=52), and 
their carers 
(n=34),  

Women with  
learning 
disabilities:  
20-29 (n=9) 
30-39 (n=18) 
40-49 (n=18) 
50-59(n=6) 
60+(n=1) 
Carers: 
Not reported 

Female 
(n=52) 
Carers’ 
gender not 
reported. 

Women with 
learning 
disabilities: 
Lived in group 
home (n=30)  
Lived in family 
home (n=13)  
Lived in own 
home (n=9) 
Cervical 
screening 
undertaken 
(n=21) 
Not received 
cervical screening 
(n=31) 

Levi, Kimpton 
& Sim. 2006. 
Cervical 
cancer 
screening, 
Scotland. 

Interviews 
(n=10). 

Women with 
mild to 
moderate 
learning 
disabilities 
(n=10). 

Not reported. Female 
(n=10) 

No additional 
characteristics 
reported.  

Wood & 
Douglas. 2007. 
Cervical 
cancer 
screening, 
Scotland. 

Interviews 
(n=5). Note: a 
GP and 
practice 
manager 
completed their 
interview 
together. 

Total sample 
N= 6. 
General 
Practitioners 
(n=2), Practice 
nurse (n=2), 
Practice 
managers 
(n=2). 

Not reported Not 
reported 

No additional 
characteristics 
reported.  
 

McIlfatrick et 
al. 2011. 
Breast cancer 
screening, 
Northern 
Ireland. 

Focus groups 
(n=4) and 
telephone 
interviews 
(n=14) 

Total sample 
N= 18. 
Primary 
healthcare 
staff (n=9) 
(General 
Practitioners= 
4, Practice 
nurse=2, 
nurse 
practitioner= 
1, primary 
healthcare 
advisor=1, 
specialist 
registrar in 
public health= 
1) and hospital 

Not reported Not 
reported 

No additional 
characteristics 
reported.  
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breast care 
staff (n=9) 
(Superintende
nt 
radiographer= 
2. Breast 
screening 
nurses=5, 
clinical co-
director=1. 
Director of the 
breast 
screening 
programme= 
1) 

Truesdale-
Kennedy et al. 
2011. Breast 
cancer 
screening, 
Northern 
Ireland. 

Focus groups 
(n=4) 

Total sample 
N= 19. 
women with 
learning 
disabilities 
(n=19) 

Women with 
learning 
disabilities: 
31-50 (n=3) 
50–69 (n=16) 

Female 
(n=19) 

Women with 
learning 
disabilities: 
Lived in 
residential setting 
(n=19) 
Breast screening 
undertaken 
(n=19)  

Taggart et al. 
2011. Breast 
cancer 
screening, 
Northern 
Ireland. 

Focus groups 
(n=6) 

Total sample 
N= 32. 
Community 
intellectual 
disabilities 
Disability 
nurse team 
(n=19) and 
residential 
staff (n= 13)  

Community 
intellectual 
disabilities 
Disability 
nurses: 
Below 30 
(n=4) 
30+ (n=15)  
Residential 
staff:  
30+ (n=11)  
No ages 
were 
reported for 
males. 

Community 
intellectual 
disabilities 
Disability 
nurses: 
Male (n=2) 
Female 
(n=17) 
Residential 
staff:  
Male (n=2) 
Female 
(n=11) 
Male were 
not 
reported so 
were 
calculated 

No additional 
characteristics 
reported.  

Lloyd et al. 
2014. Cervical 
cancer 
screening, 
England 

Semi-
structured 
individual 
interviews 
(n=10).  

Total sample 
N= 10. 
learning 
disabilities 
nurses (n=10)  

Nurses: 
36- 53 
(n=10) 

Female 
(n=10) 

No additional 
characteristics 
reported.   

Willis, 2015. 
Cervical and 
Breast cancer 
screening, 
Scotland. 

Semi-
structured 
interviews 
(n=13) 

Total sample 
N= 13. 
Paid-carers 
(n=10) and 
family-carers 
(n=3) 

Not reported Male (n=1) 
Female 
(n=12) 

No additional 
characteristics 
reported.  

Willis et al. 
2015. Breast 
cancer 
screening, 
Scotland. 

Semi-
structured 
interviews 
(n=13) and 
observations of 
paid-carers 
(n=2) 

Total sample 
N= 13. 
Paid-carers 
(n=10) and 
family-carers 
(n=3) 

Paid-carers: 
26–60 (n=10) 
Family 
carers: 
41–65 years 
(n=3) 

Male (n=1) 
Female 
(n=12) 

No additional 
characteristics 
reported. 
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Willis. 2016. 
Breast cancer 
screening, 
Scotland.  

Semi-
structured 
interviews 
(n=12) and 
focused 
observation 
(n=3) 

Total sample 
N= 12. 
women with 
learning 
disabilities 
(n=12) 

Not reported Female 
(n=12) 

Women with 
learning 
disabilities: 
Lived in group 
home (n=8)  
Lived in family 
home (n=1)  
Lived in own 
home (n=3) 
Breast screening 
undertaken (n=9) 
Eligible for 
screening (n=10) 
Not received 
breast screening 
(n=8) 
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Appendix D: Q methodology study appendices 

Appendix D1: Q methodology and topics relating to learning disabilities  

Author Aim of paper Country Participants 
P-Set 

(N=) 

Q-set 

(N=) 

Forced 

or 

unforced 

choice 

Besika, 

Collard & 

Coogan  

To investigate attitudes 

of private therapists 

towards working with 

clients with LDs in the 

field of counselling and 

psychotherapy.  

UK Therapists from 

the British 

Association of 

Counselling and 

Psychotherapy 

and the United 

Kingdom 

Council for 

Psychotherapy.  

23 40 Forced 

Brown & 

Pirtle 

To describe the nature 

of the perceptions of 

involved adults 

concerning sexuality 

and sex education for 

individuals with 

intellectual disabilities.  

USA People who 

provide direct 

care or 

instruction to 

individuals with 

intellectual 

disabilities. 

40 36 Forced 

Brown To describe the nature 

of the perceptions of 

involved adults 

concerning the moral 

and religious 

development of the 

individual with mental 

disabilities.  

USA Professionals 

who provide 

direct care to, or 

have 

administrative 

responsibility of, 

individuals with 

mental 

disabilities. This 

included, 

teachers, direct 

care providers, 

and parents.  

44 45 Forced 

Bryant, 

Ahmed, 

Ahmed, 

Jafrii & 

Raashid 

To characterize 

understandings of DS 

in Pakistan, alongside 

attitudes towards 

testing and termination 

for the condition. 

Pakistan Health 

professionals, 

researchers and 

parents 

60 50 Forced 

Bryant, 

Green & 

Hewison 

To identify and 

describe the different 

understandings of 

Down's syndrome that 

might exist.  

UK Those with a 

special interest 

in Down's 

syndrome or 

prenatal testing 

in either a 

personal or a 

professional 

capacity, and 

those known to 

76 50 Forced 
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have relevant 

expertise 

Caler To examine the ways 

in which individuals 

who are  

employed as direct 

support professionals 

(DSP) in congregate or 

group home settings 

for individuals with 

ID/DD perceive and 

approach practice 

decisions within a 

framework of person-

cantered planning. 

USA 30 DSPs 

working in two 

ID/DD support 

organisations.  

30 48 Forced 

Dick, 

Gleeson, 

Johnstone 

& Weston  

To explore staff beliefs 

in community 

services about why 

people with learning 

disabilities self-harm, 

in a way that allows for 

rich descriptions of 

staff beliefs. 

UK Staff recruited 

from community 

teams and day 

services for 

people with 

learning 

disabilities 

37 72 Forced 

Eijsink, 

Schippe & 

Vermaire 

To explore all 

prevailing viewpoints 

that caregivers of 

institutionalized 

persons with 

intellectual disability in 

the Netherlands have 

about oral hygiene 

Netherla

nds 

Caregivers of 

Institutionalized 

living persons 

with a moderate 

intellectual 

disability 

40 35 Forced 

Gane et al  To evaluate the 

subjective needs 

and stressors of 

FXTAS families 

USA Adult patients 

with FXTAS and 

caregiver 

spouses 

17 42 Forced 

Hare, 

Vahey, 

Walker & 

Wittkowski  

To investigate how 

ideas and models from 

the ‘New Genetics’ and 

associated fields of 

developmental 

neuroscience and 

ehavioural phenotypes 

are perceived by 

clinical psychologists 

working with people 

with intellectual and 

developmental 

disabilities (IDD). 

UK Qualified and 

trainee clinical 

psychologists 

47 81 Forced 

James & 

Warner 

To identify how women 

with learning 

disabilities who self-

harm are understood. 

UK Patients and 

professionals in 

a medium 

secure unit 

40 47 Forced 
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John & 

Montgomer

y 

To explore the diverse 

explanatory 

models that parents 

constructed of causes, 

preferred treatment 

approaches and 

perceived social 

effects of their child’s 

intellectual disability. 

India Mothers and 

fathers caring 

for an individual 

with an 

intellectual 

Disability 

20 48 Forced 

Kreuger, 

van Exel & 

Nieboer 

To identify the primary 

needs of clients with 

Severe Behavioural 

Disorders and Severe 

Intellectual Disabilities 

(SBDSID). 

Netherla

nds 

People with 

SBDSID and 

their carers 

23 40 Forced  

Mckenzie To explore the ways in 

which models of 

disability are reflected 

in disability discourse 

in an empirical 

discourse analysis 

conducted in the 

Eastern Cape Province 

of South Africa. 

South 

Africa 

Adults with ID, 

parents of 

children with ID 

and 

professionals 

who work with 

people with ID 

85 40 Forced  

McKeown, 

Anderson  

Bennett & 

Clayton  

To investigate the 

complexity of 

professional 

understandings of 

(attitudes towards) 

residents in a secure 

unit for women with 

learning disabilities 

and challenging 

behaviours. 

UK Staff from the 

workforce of a 

secure unit for 

women with 

learning 

disabilities 

38 67 Forced 

Wastell, 

Skirrow  & 

Hare 

To discover what 

views and beliefs are 

held by a sample of 

NHS professionals 

who provided care and 

treatment to adults 

with learning 

disabilities, about the 

factors that are 

influential in the clinical 

decision-making 

process, surrounding 

the prescription of 

psychotropic 

medication, to manage 

challenging behaviour. 

UK NHS 

professionals 

who provided 

care and 

treatment to 

adults with 

learning 

disabilities 

55 104 Forced  
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Appendix D2: TU ethical approval 
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Appendix D3: Initial REC Favourable Opinion 
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Appendix D4: Initial HRA Letter of Approval 
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Appendix D5: Substantial amendment 1 
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Appendix D6: Substantial amendment 2 
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Appendix D7: Concourse statements  

Source Statements 

Women with learning 
disabilities are least 
likely to attend breast 
cancer screening – 
except in Cornwall 
 
Retrieved from - 
https://phescreening.b
log.gov.uk/2017/10/31
/women-with-learning-
disabilities-are-least-
likely-to-attend-breast-
cancer-screening-
except-in-cornwall/  

1. Carers and family members can also help women with 
learning disabilities understand why breast screening is 
important and attend their appointments 

2. Share or read through an easy guide to breast screening 
or use this breast cancer and breast screening information. 
Also access leaflets which show you how to check your 
breasts and order free reminder stickers to put up in the 
shower 

3. In the UK, women with learning disabilities are least likely 
to attend breast screening 

4. Families and carers of women with learning disabilities can 
play a vital part in helping address this recognised health 
inequality. 

5. Women with learning disability aren’t receiving equal 
opportunity in health care 

6. I have seen easy-read information on breast cancer 
screening 

7. Barriers – letters, fear of the unknown, not understanding 
the importance of cancer screening, 

8. Reasonable adjustments – time, talk and understand the 
person, sing to help relax, healthcare professionals getting 
their picture taken so the women knows who to expect 

Making Reasonable 
Adjustments to 
Cancer Screening 
 
Retrieved from - 
https://www.ndti.org.u
k/uploads/files/Cancer
_screening.pdf  

9. I would know the symptoms of breast cancer 
10. I would know the symptoms of cervical cancer 
11. I would know who to speak to if I was worried about my 

breasts 
12. The need to increase the knowledge and confidence of 

carers to support women to attend breast screening / take 
care of their breasts. 

13. An invite letter alone is not enough. 

Confidential Inquiry 
into premature deaths 
of people with 
learning disabilities 
(CIPOLD) 
 
Retrieved from - 
https://www.bristol.ac.
uk/media-
library/sites/cipold/mig
rated/documents/fullfi
nalreport.pdf 

14. Evidence of some difficulties for women with learning 
disabilities accessing cervical screening, because of 
presumptions being made about their sexual histories or 
current sexual activity. 

15. Some women were excluded from the screening even 
though nothing was known about their past history, and 1 
care home appeared to have a ‘blanket’ policy of not 
sending women for screening. 

Cervical screening for 
people with a learning 
disability 
 
Retrieved from - 
https://www.jostrust.or
g.uk/about-cervical-
cancer/cervical-
screening-smear-test-

16. At the moment very few women with learning disabilities 
have a test, far less than other women 

17. This might be because some carers, parents or health 
professionals don't think women with learning disabilities 
need one or because they don't know that they are having 
sex 

18. They may also be too embarrassed to talk about it 

https://phescreening.blog.gov.uk/2017/10/31/women-with-learning-disabilities-are-least-likely-to-attend-breast-cancer-screening-except-in-cornwall/
https://phescreening.blog.gov.uk/2017/10/31/women-with-learning-disabilities-are-least-likely-to-attend-breast-cancer-screening-except-in-cornwall/
https://phescreening.blog.gov.uk/2017/10/31/women-with-learning-disabilities-are-least-likely-to-attend-breast-cancer-screening-except-in-cornwall/
https://phescreening.blog.gov.uk/2017/10/31/women-with-learning-disabilities-are-least-likely-to-attend-breast-cancer-screening-except-in-cornwall/
https://phescreening.blog.gov.uk/2017/10/31/women-with-learning-disabilities-are-least-likely-to-attend-breast-cancer-screening-except-in-cornwall/
https://phescreening.blog.gov.uk/2017/10/31/women-with-learning-disabilities-are-least-likely-to-attend-breast-cancer-screening-except-in-cornwall/
https://phescreening.blog.gov.uk/2017/10/31/women-with-learning-disabilities-are-least-likely-to-attend-breast-cancer-screening-except-in-cornwall/
https://www.ndti.org.uk/uploads/files/Cancer_screening.pdf
https://www.ndti.org.uk/uploads/files/Cancer_screening.pdf
https://www.ndti.org.uk/uploads/files/Cancer_screening.pdf
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
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
https://www.bristol.ac.uk/media-library/sites/cipold/migrated/documents/fullfinalreport.pdf
https://www.jostrust.org.uk/about-cervical-cancer/cervical-screening-smear-test-and-abnormal-cells/women-learning-disabilities
https://www.jostrust.org.uk/about-cervical-cancer/cervical-screening-smear-test-and-abnormal-cells/women-learning-disabilities
https://www.jostrust.org.uk/about-cervical-cancer/cervical-screening-smear-test-and-abnormal-cells/women-learning-disabilities
https://www.jostrust.org.uk/about-cervical-cancer/cervical-screening-smear-test-and-abnormal-cells/women-learning-disabilities
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and-abnormal-
cells/women-learning-
disabilities  

19. It is very important that women with learning disabilities are 
given the option to attend their smear test the same as all 
other women are. 

 
Video: 
20. Not reading letters and ignore letters. ‘take no notice of the 

letters’ 
21. Carer opens letter 
22. To look after ourselves 
23. “A bit uncomfortable but its got to be done” 
24. “Its not that bad” 
25. The lady behind the desk didn’t think I needed a smear test 
26. I kind of persuaded her to get it done 

South Tees CCG 
Breast cancer 
screening video 
 
Retrieved from - 
http://www.southteesc
cg.nhs.uk/cancer-
screening-services-
females-learning-
disabilities/  

27. ‘don’t know’ – what happens when attending breast 
screening 

28. ‘in case you get stuck in the machine and you are left in the 
dark and in case they find any lumps’ 

29. ‘no’ – do you know what breast screening is 
30. ‘yes’ – been for breast screening 
31. ‘frightened bit nervous and then the hospital said you have 

to have it done and the two ladies to help me with my 
breasts’ 

32. ‘little bits… are they going to find anything and how do you 
get the screening done’ – worries 

33. ‘if they talk to you about how they are going to do it’ 
34. ‘have a teddy or something to cuddle’ 
35. ‘a bit nervous, unsure, but I wouldn’t come myself but at 

least I have seen it now’ 
36. Come with support – ‘maybe’ 

Published literature based on research retrieved from literature searching and the 
completion of a systematic review 
Information extracted from results sections and discussions. 
(Note bold text is the theme extracted from qualitative studies) 

Reynolds, Stanistreet 
and Elton - women 
with learning 
disabilities and access 
to cervical screening: 
retrospective cohort 
study using case 
control methods 
 
Retrieved from - 
https://www.ncbi.nlm.
nih.gov/pmc/articles/P
MC2248570/ 

37. women with learning disabilities were significantly more 
likely to be ceased from screening raising concerns about 
equity of access to screening programmes. 

38. women with learning disabilities made up 66% of the total 
number of women who had been ceased. 

Willis, Kennedy & 
Kilbride - Breast 
cancer screening in 
women with learning 
disabilities: current 
knowledge 
and considerations 
 

39. Up-take of breast cancer screening was lower in women 
with learning disabilities than women in the general 
population. However Two British studies have reported 
higher up-take of breast screening in women with learning 
disabilities. 

40. General practitioners feeling it was inappropriate for these 
women. 

https://www.jostrust.org.uk/about-cervical-cancer/cervical-screening-smear-test-and-abnormal-cells/women-learning-disabilities
https://www.jostrust.org.uk/about-cervical-cancer/cervical-screening-smear-test-and-abnormal-cells/women-learning-disabilities
https://www.jostrust.org.uk/about-cervical-cancer/cervical-screening-smear-test-and-abnormal-cells/women-learning-disabilities
http://www.southteesccg.nhs.uk/cancer-screening-services-females-learning-disabilities/
http://www.southteesccg.nhs.uk/cancer-screening-services-females-learning-disabilities/
http://www.southteesccg.nhs.uk/cancer-screening-services-females-learning-disabilities/
http://www.southteesccg.nhs.uk/cancer-screening-services-females-learning-disabilities/
http://www.southteesccg.nhs.uk/cancer-screening-services-females-learning-disabilities/
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Retrieved from - 
https://onlinelibrary.wil
ey.com/doi/pdf/10.111
1/j.1468-
3156.2008.00520.x 

41. Method of referral for breast screening is one barrier in the 
UK being registered with a general practitioner is used. In 
the UK many people with learning disabilities are not 
registered with a general practitioner 

42. May result in some women with learning disabilities not 
receiving an invitation for breast screening. 

43. Other barriers for example physical disability, intellectual 
ability level, ill health of either women with learning 
disabilities or carer, moving area/into a nursing home, 
transport and fear of the procedure 

44. Doctors and other health professionals need to know 
women with learning disabilities can get breast cancer 

45. women with learning disabilities may lacking knowledge 
about breast screening 

46. Women identified as having a learning disability were sent 
adapted letters about screening. 

47. Need to improve education of women and carers on breast 
awareness and up-take of breast screening 

48. If women with learning disabilities are unable to attend for 
breast screening, breast awareness should still be 
encouraged 

49. Greater acceptability of breast screening compared to 
cervical screening. 

50. GP and practice nurses could play a bigger role in breast 
screening for these women 

51. women with learning disabilities should have the 
opportunity for breast examinations to be conducted – 
recommendations are made regarding the issues of abuse 
and who should perform the examination 

52. GPs support the notion of screening of equity of access. 
Concern raised regarding GP attitude towards breast 
screening due to high the risk factors of breast cancer in 
women with learning disabilities. 

53. Increased collaboration between primary and secondary 
care providers enables barriers to be broken down. 

54. Carers are more receptive to supporting women being 
breast aware and through breast screening. 

Stein - Caring for 
people with learning 
disability: a survey of 
general practitioners’ 
attitudes in 
Southampton and 
South-west 
Hampshire 
 
Retrieved from -
https://onlinelibrary.wil
ey.com/doi/epdf/10.10
46/j.1468-
3156.2000.00006.x 

55. Some GPs indicated the potential for uncertainty in 
assessing a history of sexual activity and one of those who 
answered ‘unsure’ mentioned medico legal difficulties 
around obtaining informed consent. 

56. A small minority suggested that they would take no action 
to follow up anon-attendance for mammography. 

Lloyd & Coulson - The 
role of learning 
disability nurses in 
promoting cervical 

57. The psychological impact of cervical screening - 
participants frequently referred to the invasive and 
inherently unpleasant nature of cervical screening and 
there was a widely held perception that psychological 
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screening uptake in 
women with 
intellectual disabilities: 
A qualitative study 
 
Retrieved from -  
https://journals.sagep
ub.com/doi/pdf/10.117
7/1744629514528829 

factors impact negatively on many women’s attitudes 
towards and ability to tolerate the procedure. 

58. The influence of women’s limited health literacy and 
competing demands on attitudes towards screening - 
Many women with intellectual disabilities would discard the 
screening invitation letter as a result of this. There was also 
a perception that many women have limited understanding 
of the nature and implications of the cervical screening test. 

59. The value of the preparation intervention - Participants’ 
accounts illustrated that various strategies are employed 
as part of interventions to prepare women psychologically 
for screening in order to enhance understanding, increase 
predictability and minimise anxiety. 

60. The value of the learning disability nurse’s flexible 
approach. - The process of preparing women 
psychologically for cervical screening can be a prolonged 
journey that may involve multiple screening attempts prior 
to a successful outcome. 

61. Balancing women’s rights against the potential for 
distress – The ethical issues that can arise during the 
course of supporting women to access cervical screening 
and emphasised the role of the learning disability nurse in 
managing these challenges. It was evident that balancing 
women’s right to access screening against the potential for 
significant distress, is an important consideration of the 
learning disability nurse. 

62. The value of the learning disability nurse’s expertise. - 
The value of expertise in managing the challenges of 
supporting women with more complex needs recurred 
across accounts. The importance of this expertise in 
relation to implementing an intervention requiring specialist 
skills due to the complexities involved and ensuring the 
necessary procedures are adhered to. 

63. Optimising women’s experiences of cervical 
screening: The importance of knowledge, attitudes 
and skills. - The contribution of primary care professionals’ 
knowledge, attitudes and skills to patient-directed 
behaviour and the influence of these competencies on 
women’s experience and the outcome of cervical 
screening. 

64. The problem of minimal exposure to people with 
intellectual disabilities - An issue was primary care 
professionals’ lack of exposure to people with intellectual 
disabilities and the inevitable impact of this on the 
development of knowledge and skills and women’s 
experiences of cervical screening. 

65. The issue of time pressures - negative impact of time 
constraints when describing their experiences of 
supporting women to access cervical screening 

66. The importance of facilitating reasonable adjustments. 
- When asked what specifically made cervical screening 
successful or hindered the process when it was not, the 
fundamental importance of primary care professionals 
facilitating reasonable adjustments was highlighted. 
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McIlfatrick, Taggart & 
Truesdale-Kennedy - 
Supporting women 
with intellectual 
disabilities to access 
breast cancer 
screening: a 
healthcare 
professional 
perspective 
 
Retrieved from - 
https://onlinelibrary.wil
ey.com/doi/epdf/10.11
11/j.1365-
2354.2010.01221.x 

67. Knowledge and awareness of breast cancer and breast 
screening - It is important for women with a intellectual 
disability to undergo regular breast screening, primarily for 
early detection and prevention. Participants felt strongly 
that women with intellectual disability should have the 
same rights as other women to access breast screening 
services. 

68. Role in supporting women with intellectual disability 
access breast screening services - Two main roles 
emerged for health professionals (both in primary care and 
breast screening services) in relation to supporting women 
with intellectual disability to access breast screening 
services. These roles included: health promotion and 
providing education and support. 

69. Barriers related to personal aspects of women with 
learning disabilities - women’s cognitive deficits, 
communication and level of understanding would pose as 
a barrier to them accessing breast screening services. 

70. Barriers attributed to carers - the benefits and value of 
having someone to accompany the women with intellectual 
disability to their appointment and that the lack of carer 
support can be a potential barrier. 

71. Practical barriers - A number of practical barriers, such as 
transport and timing of the appointment were noted. 

72. Barriers attributed to healthcare professionals - 
Healthcare professional attitudes and experience of 
working with people with intellectual disability were 
identified as a barrier. 

73. Solutions to women with intellectual disability 
accessing breast screening services - The need for 
increased aware-ness and health promotion education not 
only for ‘women with intellectual disability’ and their ‘carers’ 
but also for all healthcare professionals, including what is 
tradition-ally perceived as ‘community’ and ‘hospital’ staff. 

Langan, Whitfield & 
Russell - Paid and 
unpaid carers: their 
role in and satisfaction 
with primary care for 
people with learning 
disabilities. 
 
Retrieved from – 
requested through the 
British Library 
 

74. Promoting health – ensuring women had been for cervical 
and breast screening but carers identified that they could 
find this uncomfortable as well as their sexual health being 
dismissed. 

Levi et al - “women 
with learning 
disabilities and carers 
experiences and 
views of cervical 
screening” A research 
project undertaken in 
South Central and 
South West 

75. Being invited to screening – In receiving their most 
recent invitation for a smear test. 

76. Information on cervical screening and the smear test - 
None of the women interviewed recalled receiving any 
written information from health professionals in their most 
recent invitation for a smear test although several women 
recalled receiving written information from health 
professionals in their previous smear invitations as their 
main source of information regarding cervical screening 
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Edinburgh LHPs and 
in Lothian 
 
Retrieved from - 
https://www.choicefor
um.org/docs/csmear.p
df 

77. Knowledge of cervical screening: purpose and 
process - There was a variety of ways in which women 
described the purpose of cervical screening, with women 
who had not had a smear test appearing slightly less 
knowledgeable about the purpose of the test and those 
who had further investigation or treatment appearing 
particularly well-informed. 

78. Factors that influenced the woman to have a smear 
test, or not have a smear test - The involvement of 
individual women in the decision about whether or not to 
have a smear varied considerably. Whereas some women 
were central to the decision, others were largely excluded 
from it. One woman made an autonomous decision to have 
a smear test. Several of the women described that they 
were supported by either their carer or health professional 
and in some cases by both in deciding whether or not to 
have a smear test. 

79. Having the smear test - Different factors influenced how 
the woman experienced the smear test. The majority of the 
women interviewed went for their smear test without 
support and further, when prompted, stressed that they did 
not want support to attend. Those who requested support 
to attend went with their respective carers. The health 
professionals approach to the woman whilst conducting the 
smear test was critical to the woman’s experience of 
screening. Confidence and trust in the professional 
themselves, and in their ability to undertake the test 
competently were contributory factors to how the woman 
experienced the smear test. 

80. Smear test result - Those women who had been for a 
smear test had all received their results; one woman had 
contacted her GP surgery by telephone for the receptionist 
to issue her results, whereas the remainder received their 
results by letter. One woman had some difficulty recalling 
how she had received her result and further, a couple of 
women could not remember what their last smear test 
result was. One woman recalled that she had told her 
doctor that she didn’t understand the difference between a 
positive and negative result. 

Broughton & 
Thomson - women 
with learning 
disabilities: risk 
behaviours and 
experiences of the 
cervical smear test 
 
Retrieved from - 
https://onlinelibrary.wil
ey.com/doi/epdf/10.10
46/j.1365-
2648.2000.t01-1-
01555.x 

Themes from women’s' experiences 
81. Women expressed some anxiety about the test. 
82. Women who had not received the test felt the most anxiety. 
83. Concerned over pain and the nature of the procedure 
84. Women who had the test were more likely to make 

reference to pain experienced as opposed to anxiety about 
the test Difficulties experienced as a result of feeling tense 
at the time of under-going the test. 

85. Difficulties arose during the process of collecting a cervical 
smear test 

86. Most of the women had a female clinician carry out the test. 
The women identified that they wanted a female clinician 
carry out the test 

87. Benefits of taking someone along with them to the surgery. 
Others referred to the support given by medical and 
nursing staff 
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Themes from carers interviews 
88. Carers who had accompanied women for a cervical smear 

test recognized the need for health centre staff to have an 
understanding of the specialist needs of the women with 
learning disabilities 

89. The importance of adequate communication and 
explanation about the cervical smear test. This included 
getting the message across using visual aids, as well as 
attention to the type of language used 

90. Not considered cervical screening to be an issue for the 
women, due to assumptions about sexual inactivity, 
according to medical professionals. 

91. The importance of preparation work with the women with 
learning disabilities. 

Wood & Douglas - 
Cervical screening for 
women with learning 
disability: current 
practice and attitudes 
within primary care in 
Edinburgh. 
 
Retrieved from - 
https://onlinelibrary.wil
ey.com/doi/epdf/10.11
11/j.1468-
3156.2007.00440.x 

92. Communication issues - communication difficulties as 
the main challenge inherent in providing care to patients 
with learning disability. The particularly complex issues 
involved in explaining screening as opposed to therapeutic 
procedures, the need to enquire about sexual experience, 
and literacy issues in relation to invitation letters were seen 
as specific communication issues that added to the general 
challenge when providing cervical screening to women 
with learning disability. 

93. Joint working between primary care and Community 
Learning Disability Teams – better joint working between 
primary care staff and Community Learning Disability 
Team nurses would help to improve the quality of cervical 
screening for women with learning disability. 

94. Excluding women with learning disability from cervical 
screening - women would always be invited for screening, 
however if after discussion screening was deemed 
inappropriate for an individual at that time they would not 
proceed. 

95. Issuing invitations for cervical screening - The process 
of issuing the same invitations to all women was preferred 
as it was seen as equitable, simpler for the practice, and 
avoided potentially insulting people by sending simplified 
letters or information leaflets to selected recipients. There 
was recognition, however, that it relied on carers reading 
the mail of some patient. 

96. Preparation and smear taking - the importance of 
offering preparatory consultations prior to taking a smear. 

97. Care of women unable to give informed consent to 
screening – Healthcare professionals would never 
perform cervical screening on a woman who was unable to 
give informed consent and did not appear happy to have a 
smear taken. Regarding women who were unable to give 
informed consent but appeared happy to have a smear 
taken, most interviewees would just go ahead and take the 
smear, preferably in the presence of the woman’s carer as 
a chaperone. 

Truesdale-Kennedy, 
Taggart & McIlfatrick - 
Breast cancer 
knowledge among 

98. Knowledge - The women had heard of the term ‘cancer’ 
and that there were many forms of cancer such as bowel, 
stomach, lung and skin cancer. However, when asked to 
describe what cancer was, there was limited knowledge. 
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women with 
intellectual disabilities 
and their experiences 
of receiving breast 
mammography 
 
Retrieved from - 
https://onlinelibrary.wil
ey.com/doi/epdf/10.11
11/j.1365-
2648.2010.05595.x 

99. Signs and symptoms - Limited knowledge around the 
signs and symptoms of breast cancer was also evident with 
only a small number of women able to name ‘a lump’, 
‘spots’ and ‘a red area’. 

100. Risk and protective factors - The main causative risk 
factors reported by the women to be associated with breast 
cancer were related to lifestyle; such as ‘smoking’, ‘diet’, 
‘lack of exercise’ and ‘drinking’. In relation to the protective 
factors for breast cancer, again, much probing was 
required for the women to identify those same factors, 
which are aforementioned a risk factors namely an overall 
improvement in lifestyle. 

101. Source of awareness - When asked where they had 
heard about breast awareness and screening it was 
evident that for most women, the topic was only brought up 
on receipt of an invitation for breast mammography or from 
watching a hospital drama on the television. 

102. Women’s experiences of breast mammography: 
Lack of understanding - A lack of understanding about 
the breast screening process was associated with 
increased stress and anxiety. 

103. Women’s experiences of breast mammography: 
Fear, pain and discomfort - ‘fear’ was often attributed to 
the unfamiliar surroundings and in particular the 
mammography equipment. 

104. Women’s experiences of breast mammography: 
Positive experience - Despite the fact that the women had 
described their initial fears and anxieties prior to the 
mammogram and feelings of pain and discomfort during it, 
once the women had completed the screening process 
they said that the procedure was not as bad as they had 
thought. 

105. Women’s experiences of breast mammography:  
Support from nurses and carers - the friendliness of the 
staff at the breast screening unit describing them as ‘chirpy’ 
and ‘friendly’ and ‘kind’, which helped to alleviate some of 
their initial fears and anxieties. 

106. Perceived barriers to attendance - some women with 
an intellectual disability might refuse to attend breast 
screening. Two main barriers were identified by women for 
nonattendance for breast screening; these were ‘fear’ and 
‘embarrassment’. 

107. Perceived solutions to barriers – Solutions for 
women accessing breast screening services was centred 
on support both informational and emotional. Which 
included user friendly leaflets or posters would be helpful 
in explaining breast awareness, breast screening and 
prevention albeit the information should be accessible with 
the writing ‘big’ and ‘easy to understand’. 

Taggart, Truesdale-
Kennedy & McIlfatrick 
- The role of 
community nurses 
and residential staff in 
supporting women 

108. Importance of breast screening – consensus for the 
women to undertake regular breast screening, with the 
participants highlighting the importance of early detection 
and the prevention of breast cancer from developing into a 
terminal illness. Women ‘were entitled to the same 
services... ...rights’ 
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with intellectual 
disability to access 
breast screening 
services 
 
Retrieved from - 
https://onlinelibrary.wil
ey.com/doi/epdf/10.11
11/j.1365-
2788.2010.01345.x 

109. Risk factors for breast cancer - nurses and 
residential staffs’ knowledge of the risk factors associated 
with breast cancer, the majority of participants were 
informed. ‘Family history’ and ‘genetic inheritance’ were 
clearly identified by many as a leading cause of breast 
cancer; and also other cancers. 

110. Signs/symptoms of breast cancer - being aware of 
some of the signs/symptoms (i.e. changes in breast 
shape/size/colour, presence of a lump, discharge, pain, 
rash/inflammation). However, the residential staff reported 
fewer signs/symptoms than the CIDN. Moreover, neither 
group identified swelling under the armpit and collarbone, 
pain in part of the armpit, additional changes in the nipple 
such as shape, position or rash 

111. Health education and health promotion - supporting 
the women to attend their GP, practice nurse and if needed 
the breast screening clinics. This included ‘providing user-
friendly literature’ on how to look after your breasts, 
supporting the women to self-examine and report any 
abnormalities 

112. Invitation letter and use of friendly literature - The 
main point of access was from the invitation letter 
forwarded by breast screening unit: with both CIDN and 
residential staff supporting the women to read the letter. 
Where available user-friendly literature was also used to 
educate these women to become self-aware and to explain 
the process of the breast screening clinic 

113. Recalling upon positive past experiences - The 
participants reported that for some women attending the 
breast screening clinic the experience was reported to be 
positive, as clear information was given in an accessible 
format which made the procedure less frightening and 
uncomplicated. 

114. Lack of knowledge and understanding - As a result 
of the women’s poor literacy skills, limited communication 
skills and level of understanding, they would have limited 
knowledge about breast cancer and the need for regularly 
undertaking self-examinations and going for breast 
screening. 

115. Negative emotions, attitudes and physical barriers 
- ‘privacy’ (i.e. fear of undressing), ‘fear and anxiety’ (i.e. 
the procedure itself and also the potential outcome if signs 
discovered to be genuine), ‘discomfort and pain’, ‘practical 
considerations’ (i.e. appointment clashes with day-time 
activities, physical distance of hospital from home, cost of 
transport, wheelchair access, car parking) and ‘additional 
health problems’ (i.e. physical disabilities, coexisting 
mental health conditions). Staff resources within residential 
settings were also raised. 

116. Lack of health promotion and education - Women 
and also their FCs and/or residential staff, were only made 
aware of the woman’s appointment for breast screening 
after receiving an invitation letter from the breast screening 
unit. Some of the participants highlighted that there was a 
lack of ‘importance’ and also a dearth of health promotion 
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(i.e. ‘advertising’) and health education (i.e. ‘literature’) in 
relation to breast screening for women. 

117. Lack of importance given to the need for breast 
examination and breast screening – some FCs they 
made the decision not to inform their daughter/sibling 
about the breast screening appointment. FCs ‘didn’t 
perceive the appointment as a priority’, ‘it was a taboo 
subject that they (FCs) did not want their loved ones 
(woman with an ID) to be aware of’ or ‘it wasn’t regarded 
as appropriate for their family member’. 

118. Development of health education material - 
consensus among the participants to develop a range of 
health education material that was ‘user friendly’, using 
‘pictures, symbols, signs’ (i.e. ‘Makaton’, ‘Widget’) and 
simplified words. Information leaflets, booklets and 
videos/DVDs were highlighted as the appropriate mediums 
for this information that should be placed in a wide range 
of facilities such as residential facilities, health centres, day 
centres and also in the breast screening clinics 

119. Development of health promotional activities - 
Educating the women with ID to ‘self-examine’, which 
focussed upon the ability of the women and whether there 
were associated physical disabilities and other related 
health conditions. 

120. Training for all - that women with ID, FCs, day-care 
staff, residential staff, CIDN, GPs, practice nurses, breast 
screening nurses, radiographers and oncology staff 
required education and training on working with women 
with ID. 

Willis - 
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 
 
Retrieved from -  
https://onlinelibrary.wil
ey.com/doi/epdf/10.11
11/bld.12082 

121. ‘Care within boundaries’ explored how the carers 
interpreted their role and the influence they had on the 
health of the individual with learning disabilities whom they 
supported. The common element shared by the carers was 
that they had undefined roles in relation to overall 
responsibility for the health of the person they supported. 

122. ‘Doing the best we can’, examined how the carers 
attempted to monitor health and the challenges that this 
presented. All the carers acknowledged the difficulty that 
people with learning disabilities have in keeping healthy 
due to their limited insight into their health. Consequently, 
all carers said that they undertook some form of 
surveillance of their client’s health, including those who 
said that health was not their remit. 

123. ‘The problem is…’, reflected the difficulties of 
explaining health interventions to clients. A generic 
difficulty mentioned by all the carers was in ensuring 
people with learning disabilities understand what was 
being said. 

Willis, Kilbride, 
Hornsburgh & 
Kennedy - Paid- and 
family-carers’ views 
on supporting women 
with intellectual 

124. ‘Keeping an eye on things’ examined how the carers 
tried to ensure that the women kept their breasts healthy. 
The majority of carers acknowledged that some women 
with intellectual disabilities would not be able to undertake 
breast checks themselves. 

125. The difficulties of explaining breast cancer screening to 
the women is represented by the second theme, ‘It could 



Kate Byrnes                                                                                            Appendices 

325 

disability through 
breast screening 
 
Retrieved from – 
https://www.onlinelibr
ary.wiley.com/doi/epdf
/10.1111/ ecc.12245 

be broccoli’. All the carers reinforced the need for 
reassurance about the procedure when discussing breast 
screening with the women. 

126. ‘A few more difficulties’, explored the experience of 
going for breast screening. Irrespective of who made the 
decision to participate, all the carers believed that women 
with intellectual disabilities should be offered breast 
screening. 

Willis - What 
influences women 
with intellectual 
disabilities to attend 
breast screening? 
Experiences of 
women who have and 
have not participated 
 
Retrieved from - 
https://onlinelibrary.wil
ey.com/doi/epdf/10.11
11/bld.12158 

127. ‘Keeping myself healthy’ - this theme explored how 
the women kept themselves and their breasts healthy. 

128. ‘Orange squeezer’- explored the women’s experience 
of participating in breast screening and identified the 
influences the women were exposed to when deciding 
whether to attend for breast screening. 
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Appendix D8: Clustering of concourse statements 

Statement Q-sort statements Concourse statement 

1 
Women with learning disabilities know what 

lady bit cancer is 

32, 98 

2 
Women with learning disabilities know what 

boob cancer is  

30, 29, 45, 47, 67, 98, 

114 

3 

Women with learning disabilities need their 

carers and family to explain what cancer 

screening is 

4, 26, 47, 54, 70, 73, 

111 

4 

Women with learning disabilities do not 

attend cancer screening because they are 

scared 

7, 24, 28, 31, 35, 43, 

57, 59, 61, 81, 82, 84, 

102. 103, 104, 106, 

113, 115, 125 

5 

Women with learning disabilities are more 

likely to be stopped from going to screening 

by doctors 

15, 25, 40, 44, 55, 52, 

56, 63, 73, 94 

6 
Women with learning disabilities are told 

about cancer screening by their doctor  

40, 41, 44, 50, 58, 63, 

64, 72, 73 

7 

Women with learning disabilities do not 

always open letters so do not know about 

their appointment  

7, 13, 20, 21, 42, 46, 

58, 69, 75, 76, 92, 95, 

112 

8 
Women omen with learning disabilities need 

to know the symptoms of cancer   

9, 10, 73, 99, 100, 

110, 127 

9 

Women with learning disabilities speak to 

paid carers more than their family about 

their health 

11, 33, 50, 53, 60, 76, 

79, 89, 91, 92, 96, 

101, 112, 121, 122, 

125 

10 

Women with learning disabilities do not 

attend cancer screening because they are 

not told how important it is 

7, 17, 41, 47, 55, 58, 

72, 79 

11 

Women with learning disabilities do not 

need to attend lady bits screening if they 

have not had sex  

14, 17, 72, 74, 90, 92, 

94 

12 

Women with learning disabilities are more 

likely to go for boob cancer screening, than 

lady bits cancer screening  

3, 16, 39, 49 
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13 
Women with learning disabilities know how 

to check their boobs  

2 47, 48, 51, 67, 114, 

119, 122, 124, 127 

14 

Women with learning disabilities are helped 

to attend screening by talking to their doctor 

and nurses about what happens 

33, 44, 50, 72, 79, 91, 

101 

15 

Women with learning disabilities are asked 

about what would  make it easier for them 

go to cancer screening  

2, 6, 43, 60, 66, 71, 

79, 87, 88, 91, 115 

16 
Women with learning disabilities are given 

the same treatment as other women 

5, 16, 19, 44, 51, 52, 

56, 61, 67, 126 

17 

Women with learning disabilities are not told 

about cancer screening because their 

carers and family are embarrassed  

1, 12, 17, 18, 70, 91 

18 

Women with learning disabilities are told 

everything about the screening process, 

from beginning to end 

27, 29, 30, 33, 35, 45, 

76, 77, 80, 96 

19 

Women with learning disabilities are 

supported to make their own decisions 

about going to screening   

26, 31, 43, 70, 94, 97, 

126 

20 

Women with learning disabilities are given 

enough time to decide if they want to be 

screened for cancer 

8, 31, 65, 78 

21 

Women with learning disabilities know about 

what will happen in the appointment before 

they go  

27, 28, 29, 32, 68, 45, 

67, 76, 116, 123, 125 

22 

Women with learning disabilities are more 

likely to attend screening if they hear good 

stories from other people  

104, 105, 113, 125  

23 
women with learning disabilities are helped 

to relax during cancer screening 

8, 34, 36, 66, 70, 79 

24 
Women with learning disabilities would like 

a lady nurse to do their screening 

31, 86 

25 
Women with learning disabilities find 

screening painful 

23, 74, 83, 84, 85, 

103, 115, 128 
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26 

Women with learning disabilities need 

doctors and nurses to know about the extra 

help they need  

62, 64, 69, 88, 89, 92, 

95, 96, 105, 107, 113, 

118, 120 

27 

Women with learning disabilities know the 

reasons for cancer screening 

22, 28, 32, 45, 67, 68, 

70, 77, 100, 108, 122, 

123 

28 

Women with learning disabilities have 

carers who make decisions without 

speaking to them first  

18, 51, 70, 78, 94, 97, 

117, 128 
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Appendix D9: Picture guide to support Q-sort 
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Appendix D10: Documentation for women with learning disabilities 

Appendix 10a – Participant information sheet  

PARTICIPANT INFORMATION SHEET 
 

  

What is screening?  

Screening is when healthy people have 

special tests. Doctors or nurses do the 

tests. They can sometimes find cancer 

early. 
 

  

What is cancer?  

Cancer is a very serious illness. It 

could get worse if not treated. There 

are different types of cancer. 
 

  

What is this project about? 

This project will be finding out what 

you think about cervical (“lady bits”) 

and breast (“boobs”) cancer screening. 

 
  

Why am I being invited to think 

about taking part in the project? 

You are being invited to think about if 

you would like to take part or not, 

because 

1. you are woman,  
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2. you have a learning disability, 

3. you are aged over 18. 
 

 

 

 

 

 

 

 

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

What will I do if I take part? 

We will meet up to 2 times.  

 

In our 1st meeting we talk about the 

project and answer your questions.  

 

In our 2nd meeting we will look at some 

short sentences.  

 

We will talk about your views.  

 

This could all happen in 1 visit if you 

want it to. 

 

I will ask if you would like any family 

and/or paid carers to take part.  

 

If you do, they will be given some 

information about the project.  

 

This will be sent with your invite 

letter. 
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If you want to, you could meet me a 3rd 

time. This will be about the answers I 

find. 

 

We will meet at a location of your 

choice. You can bring someone with 

you, if you want to.  

 

If you want, a speech and language 

therapist can be at the meeting.  

 

They can help you tell me about what 

you think.  

  

Do I have to take part? 

No. You do not have to do this project. 

It is your choice. 

 

https://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwj45s2au-XdAhUKuRoKHb34B6QQjRx6BAgBEAU&url=https://commons.wikimedia.org/wiki/File:Doctor_consults_with_family.jpg&psig=AOvVaw28qjRWS5pLCToIZ8tyGDEK&ust=1538490795172194
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Can I change my mind? 

Yes. You can change your mind at any 

time. 

 

If you change your mind, we will stop 

the project.  

 

If you want to stop. I do not need to 

know why.  

 

When you have sorted all the 

sentences, you cannot remove your 

answers from the project 

 

If you decide you want to meet me for 

a 3rd time, then you have one week to 

change your mind, after we talk. I can 

tell you when that will be.  
 

  

Good things about taking part? 

Talking about what you think can be 

helpful to you and other people. 
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Bad things about taking part? 

If you think you may be sad or upset, 

then maybe you shouldn't take part?  

 

If you do, tell me and we will stop 

talking about the project.  

 

If you feel very upset, I can help you 

speak to your support team, Dr or 

community nurse.  
  

What happens to my information? 

Your information will be kept private 

and safe. 

 

What we talk about will be voice 

recorded and I will take a photograph 

of how you sorted the sentences. 

 

If you want to talk to me again, then I 

will voice record us talking again. 

 

All recordings will be written down. 

They will not have your name on them. 

 

If I think you, or someone else is not 

safe I will have to tell my teacher. 
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What will I do with the results? 

I will write about the things you and 

other people say.  

 

I will keep peoples answers at 

Teesside University. 

 

I will send it to a journal so other 

people can read about it. A journal is 

like a magazine.  

I might talk about the answers at a 

large meeting called a conference. 

 

I can contact you with what I find out 

from the project. 

 

Your nameless information will be kept 

for research and teaching.  
 

 Why is the researcher doing the 

project? 

The researcher is completing the 

project to help obtain an award in 

public health. 
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What if there is a problem? 

If you are not happy at any time, 

please tell me. 

 

You can also speak to my teacher Dr 

Emma Giles. Her email is: 

e.giles@tees.ac.uk, or call her on 

01642 384958. 

 

From the 21st September 2018 until 

3rd September 2019 you can speak to 

my other teacher Dr Grant 

McGeechan. His email is 

G.McGeechan@tees.ac.uk, or call him 

on 01642 342331. 

 

If you want to complain you can speak 

to Dr Alasdair MacSween. 

His email is A.Macsween@tees.ac.uk 

 

Write to him on at Teesside 

University, School of Health and Life 

Sciences, Middlesbrough, TS1 3BX. 

Or call him on 01642 342965. 

 

mailto:e.giles@tees.ac.uk
mailto:G.McGeechan@tees.ac.uk
mailto:A.Macsween@tees.ac.uk
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Contact details 

 

Researcher: Kate Byrnes 

Address: School of Health and Life 

Sciences, Teesside University, 

Middlesbrough, TS1 3BX 

Email: K.Byrnes@tees.ac.uk 

Telephone: 01642  738411 
 

Main Teachers: 

Dr Emma L Giles 

Address: School of Health and Life 

Sciences, Teesside University, 

Middlesbrough, TS1 3BX 

Email: E.Giles@tees.ac.uk 

Telephone: 01642 384958 
 

Dr Grant J McGeechan 

Address: School of Social Sciences, 

Humanities and Law, Teesside 

University, Middlesbrough, TS1 3BX 

Email: G.McGeechan@tees.ac.uk 

Telephone: 01642 342331 

 

Other Teachers: Professor Sharon 

Hamilton 
 

mailto:K.Byrnes@tees.ac.uk
mailto:E.Giles@tees.ac.uk
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Teesside University is the sponsor for this study based in the United Kingdom. We will be using information 

from you in order to undertake this study and will act as the data controller for this study. This means that we are 

responsible for looking after your information and using it properly. Teesside University will keep identifiable 

information about you for 10 years after the study has finished/ until 2033. 

 

Your rights to access, change or move your information are limited, as we need to manage your information in 

specific ways in order for the research to be reliable and accurate. If you withdraw from the study, we will keep 

the information about you that we have already obtained. To safeguard your rights, we will use the minimum 

personally-identifiable information possible. 

 

You can find out more about how we use your information by contacting K.Byrnes@tees.ac.uk. 

 

Tees, Esk, Wear Valleys NHS Foundation Trust/South Tees Clinical Commissioning Group or day centre 

services will collect information from you for this research study in accordance with our instructions.  

 

Tees, Esk, Wear Valleys NHS Foundation Trust/South Tees Clinical Commissioning Group or day centre 

services will use your name, and contact details to contact you about the research study, and make sure that 

relevant information about the study is recorded for your care, and to oversee the quality of the study. Individuals 

from Teesside University and regulatory organisations may look at your medical and research records to check 

the accuracy of the research study. Tees, Esk, Wear Valleys NHS Foundation Trust/South Tees Clinical 

Commissioning Group will pass these details to Teesside University along with the information collected from 

you. The only people in Teesside University who will have access to information that identifies you will be 

people who need to contact you to ask if you would like to take part in the research, take part in follow up data 

collection or audit the data collection process. The people who analyse the information will not be able to 

identify you and will not be able to find out your name, or contact details. 

 

This information will not identify you and will not be combined with other information in a way that could 

identify you. The information will only be used for the purpose of health and care research, and cannot be used 

to contact you or to affect your care. It will not be used to make decisions about future services available to you, 

such as insurance. 

 

If you want me to explain this in a simpler way, let me 

know 
 
*Note: Pictures have been obtained from google using the free to use licence, so all 

identifiable people have given permission for their image to be used. 

 

 

 

 

 

mailto:K.Byrnes@tees.ac.uk
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Appendix 10b – Invite letter 
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Appendix 10c – Appointment letter 
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Appendix 10d - Consent form 
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Appendix D11: Documentation for FCs and PCW 

Appendix 11a – Invite letter (When carer nominated by women with learning 

disabilities) 

 

Letter of Invite- Carers  13/02/2020 
V2  IRAS: 235378 

 

LETTER OF INVITATION TO PARTICIPATE IN RESEARCH 

Project Title: Assessing the attitudes of women with a learning disability, family carers, 

and paid care workers, towards the cervical and breast cancer national screening 

programmes 

Student: Kate Byrnes       

Supervisors: Dr Emma L Giles, Dr Grant J McGeechan and Professor Sharon Hamilton 

Dear Sir or Madam, 

This is a letter to invite you to take part in a research study. The research is being 

undertaken as part of a PhD at Teesside University.  

You are being invited because you are a family carer or a paid care worker, of a woman with 

a learning disability. _________________________________________  has confirmed that 

she is happy for me to invite, and potentially take part in the study if you wish.   

The study is looking at your attitudes and what you think about cervical and breast cancer 

screening. To tell me about your views, you will need to sort some statements about cancer 

screening, which forms part of an interview. The information you give will be used to help 

me understand the different views and attitudes people have about women with a learning 

disability and cancer screening. There are no right or wrong answers to this – I am keen to 

gain a wide variety of opinions. 

Before you decide if you would like to take part it is important for you to understand why 

the project is being done and what the study will involve. Please take time to carefully read 

the Participant Information Sheet (version 1, 08/03/2019) and discuss it with others if you 

wish. Ask me if there is anything that is not clear, or if you would like more information. 

Please do not hesitate to ask me any questions. 

Yours faithfully, 

 

 

 

Kate Byrnes 

PhD Student  

Teesside University 

Middlesbrough 

Email: K.Byrnes@tees.ac.uk 

Telephone: 01642 738411 
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Appendix 11b – Invite letter (When carer not nominated by women with 

learning disabilities) 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Letter of Invite- Carers  13/02/2020 
V2.1  IRAS: 235378 

LETTER OF INVITATION TO PARTICIPATE IN RESEARCH 

Project Title: Assessing the attitudes of women with a learning disability, family carers, 

and paid care workers, towards the cervical and breast cancer national screening 

programmes 

Student: Kate Byrnes       

Supervisors: Dr Emma L Giles, Dr Grant J McGeechan and Professor Sharon Hamilton 

Dear Sir or Madam, 

This is a letter to invite you to take part in a research study. The research is being 

undertaken as part of a PhD at Teesside University.  

You are being invited because you are a family carer or a paid care worker, of a woman with 

a learning disability.  

The study is looking at your attitudes and what you think about cervical and breast cancer 

screening. To tell me about your views, you will need to sort some statements about cancer 

screening, which forms part of an interview. The information you give will be used to help 

me understand the different views and attitudes people have about women with a learning 

disability and cancer screening. There are no right or wrong answers to this – I am keen to 

gain a wide variety of opinions. 

Before you decide if you would like to take part it is important for you to understand why 

the project is being done and what the study will involve. Please take time to carefully read 

the Participant Information Sheet (version 1, 08/03/2019) and discuss it with others if you 

wish. Ask me if there is anything that is not clear, or if you would like more information. 

Please do not hesitate to ask me any questions. 

Yours faithfully, 

 

 

 

Kate Byrnes 

PhD Student  

Teesside University 

Middlesbrough 

Email: K.Byrnes@tees.ac.uk 

Telephone: 01642 738411 
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Appendix 11c – Participant information Sheet 

 

 

PARTICIPANT INFORMATION SHEET FOR CARERS 

 

Title: Assessing the attitudes of women with learning 

disabilities, FCs, and paid care workers, towards the cervical 

and breast cancer national screening programmes 
Researcher: Kate Byrnes     

Supervisors: Dr Emma L Giles, Dr Grant J McGeechan and Professor Sharon 

Hamilton 

 

I would like to invite you to take part in a research study being undertaken as 

part fulfilment of my PhD in Public Health at Teesside University. This leaflet 

gives you more information about the study – please read it carefully before 

you decide whether to take part or not. It is anticipated that study will take a 

maximum of one hour to complete. Please talk to others about the study if 

you wish and ask if there is anything that is not clear. 

 

You can contact me, Kate Byrnes, the researcher, or one of my Directors of 

Studies, using the contact details at the back of the information sheet. This 

includes, email address, postal address and telephone number.  

 

What is the purpose of the study? 

The purpose of the study is to assess the attitudes and experiences of 

women with learning disabilities, FCs, and paid care workers, towards the 

national cervical and breast cancer screening programmes. 

 

Why have I been invited? 

You are being invited because you are FCs or paid care workers, of women 

with learning disabilities and the woman you support has said it is ok for me 

to invite you and for you to take part if you want to. The woman has 

Unique Participant number: 
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expressed an interest in taking part in the study and can be supported by a 

speech and language therapist to take part in the study.  

 

Do I have to take part? 

No. It is up to you to decide to take part or not. Before you decide whether to 

take part I ask that you read this information leaflet. If anything is unclear, or 

you would like more information, please contact me using the details which 

can be found below. If you would like to take part, I will ask you to sign a 

consent form immediately before the interview.  

 

What will happen if I take part? 

If you decide to take part, you will be asked to sign two copies of the consent 

form; one for my records, and one for you to keep. Then you will be asked to 

sort a pack of statements together with me as part of a Q-sort. This will be 

after the woman you support has done her Q-sort. I will invite you to sort 

them into three piles: agree, neutral, and disagree. You will then be asked to 

sort each individual statement onto a grid. This will help me to understand 

your opinions and attitudes towards cancer screening. Immediately after 

sorting the statements, you will be asked if you are happy with how you have 

sorted the statements, whether you have any comments on the statements, 

to suggest additional items, and if you agree or disagree with where on the 

grid you have placed the statements. The Q-sort interview will be audio 

recorded so I can understand your thought processes and reasoning for why 

you placed the cards where you did on the grid. A photograph will be taken 

of the completed grid. The Q-sort and the immediate interview will be held in 

a location decided by you. The Q-sort will approximately last 60 minutes. It 

will take place either in your home or a location of your choice.  

 

When this Q-sort interview is completed you will be asked if you would like to 

take part in a second, separate, interview with me at a later date, this is 

called member checking. This phase is voluntary. I will be doing Q-sort 

interviews with a range of women with learning disabilities, and their careers. 

The member checking will take place after all of the data from all of the Q-

sorts have been analysed. This second interview will further explore the 

overall factors that were identified in the Q-sort, but also your wider 
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experiences of, and attitudes towards, cancer screening. This member 

checking will be audio recorded and it is anticipated that it will take between 

30 minutes to one hour to complete. The interview will be held in a location 

decided by you.  

 

What happens if I need to withdraw from the study? 

You can withdraw from the Q-sort interview at any time, up until the sort is 

completed. You do not need to give a reason to withdraw. If you do withdraw 

you will not be contacted about the member checking phase of the study. If 

you withdraw part way through the Q-sort, your data will be subsequently 

destroyed and not analysed. 

 

If you wish to withdraw from the voluntary member checking phase, you can 

do so up until one week after the session. I can let you know when this is. If 

you withdraw part way through the member checking, your data from the 

interview will be subsequently destroyed and not analysed. 

 

Expenses and payments  

There are no expenses or payments given for taking part in the study.  

 

What are the possible benefits of taking part? 

There are no personal benefits to taking part, however the study may 

potentially help individuals in the future. 

 

What are the possible disadvantages and risks of taking part in this 

study? 

It is very unlikely that you will be harmed by taking part in this study, however 

due to the nature of the study and the topic being discussed, there is a 

possibility that you could become distressed. If you think it may distress you, 

then maybe you should not take part? If you do become distressed, the Q-

sort and/or the interview will be stopped and you will be given time to decide 

if you wish to continue. You can withdraw at any time up until the end of the 

Q-sort or the interview, and your data will be confidentially destroyed. Once 

the Q-sort or interview is completed, you will be unable to withdraw your 
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data. The researcher will provide support material from Macmillan and 

Cancer Research UK. 

 

What if there is a problem? 

If you wish to contact someone about the study, who knows about but is not 

directly involved with, please contact Dr Alasdair MacSween, Teesside 

University Chair of School of Health and Life Sciences Research 

Governance and Ethics Committee. His email address is: 

A.Macsween@tees.ac.uk. You can write to him at Teesside University, 

School of Health and Life Sciences, Middlesbrough, TS1 3BX or call him on 

01642 342965. 

 

You can also contact Patient advice and liaison services (PALS) at Tees, 

Esk and Wear Valleys NHD Foundation Trust, on Freephone 0800 052 0219, 

telephone, 01642 283546, email tewv.pals@nhs.net or by post at Patient 

advice and liaison services, Flatts Lane Centre, Normanby, Middlesbrough, 

TS6 0SZ. 

 

Will my information be kept confidential? 

All personal and identifiable information will be removed and replaced with a 

unique participant number, this will ensure you cannot be identified. If you 

disclose illegal activity or information that may result in you or anyone else 

being put at risk of harm, and then I will need to inform one of my Directors of 

Studies (Dr Emma L Giles and Dr Grant J McGeechan) who may inform 

appropriate authorities.  

 

How will my data be stored? 

All audio and electronic data will be stored securely on a Teesside University 

U drive, which is password protected, for a maximum of ten years and will 

then be confidentially destroyed. Data including the photographs of the 

completed Q-sort, audio files and transcripts will be accessible to the 

supervisory team only, both the hard copies and electronic files.  

 

All hard copies of the consent forms will be indefinitely.  

mailto:A.Macsween@tees.ac.uk
mailto:tewv.pals@nhs.net
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Teesside University is the sponsor for this study based in the United 

Kingdom. We will be using information from you in order to undertake this 

study and will act as the data controller for this study. This means that we are 

responsible for looking after your information and using it properly. Teesside 

University will keep identifiable information about you for 10 years after the 

study has finished/ until 2033. 

 

Your rights to access, change or move your information are limited, as we 

need to manage your information in specific ways in order for the research to 

be reliable and accurate. If you withdraw from the study, we will keep the 

information about you that we have already obtained. To safeguard your 

rights, we will use the minimum personally-identifiable information possible. 

 

You can find out more about how we use your information by contacting 

K.Byrnes@tees.ac.uk. 

 

This information will not identify you and will not be combined with other 

information in a way that could identify you. The information will only be used 

for the purpose of health and care research, and cannot be used to contact 

you or to affect your care. It will not be used to make decisions about future 

services available to you, such as insurance. 

 

All hard copies of the data collected will be kept in a locked filling cabinet 

within a secure office, on Teesside University premises.  

 

What will happen to the results of the research study? 

The results will be written as part of a thesis, for the completion of my PhD in 

Public Health at Teesside University. The data will be shared anonymously 

with the research team, and during the distribution of the research findings 

during presentations and in published research papers. No pictures of the 

completed Q-sorts will be used in any publications. Direct quotes from the Q-

sort or member checking session, may be used in publications of the results. 

 

mailto:K.Byrnes@tees.ac.uk
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All participants will be offered the opportunity to be told about the results of 

the study after analysis. Anonymous data will be kept indefinitely for research 

and teaching purposes. 

 

For further information on any aspect of this study, please contact: 

PhD Researcher:  Kate Byrnes  

School of Health and Life Sciences 

Teesside University 

Middlesbrough 

Tel: 01642  738411 

Email: K.Byrnes@tees.ac.uk   

 

 

Director of Study:  Dr Emma L Giles, Reader in Public Health Behaviour 

Change, 

School of Health and Life Sciences 

Teesside University 

Borough Road 

Middlesbrough 

TS1 3BX 

Tel: 01642 384958 

Email: E.Giles@tees.ac.uk  

 

Director of Study (from 21st September 2018 until 3rd September 2019)  

Dr Grant J McGeechan, Senior Lecturer in Health Psychology  

School of Social Sciences, Humanities & Law  

Teesside University 

Borough Road 

Middlesbrough 

TS1 3BX 

Tel: 01642 342331 

Email: G.McGeechan@tees.ac.uk  

 

 

 

 

 

 

 

 

 

Ethical approval for the study has been received from Teesside University’s School of 

Health and Life Science Research Ethics and Governance Committee, and the Health 

Research Authority prior to data collection. 

mailto:K.Byrnes@tees.ac.uk
mailto:E.Giles@tees.ac.uk
mailto:G.McGeechan@tees.ac.uk
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Appendix 11d – Appointment letter  

 

 

 

Email/Appointment Letter  V2 13/02/2020 
IRAS: 235378 
 

Kate Byrnes 
Constantine Building,  
Teesside University,  
School of Health and Life 
Sciences 
TS1 3BX  
[Date] 

 

[name and address of participant] 

 

 

Dear [name of participant] 

RE: Participation in study on attitudes of cervical and breast cancer screening 

 

Thank you for agreeing to talk to me about your attitudes and opinions on the cervical and 

breast cancer national screening programmes. This letter is being sent to you to confirm an 

appointment to meet with myself, Kate Byrnes, to discuss the study in more detail as you 

are willing to take part in the study. As per our conversation we agreed on the below date, 

time and location to meet.  

 

Date: [Insert date] 

Time: [Insert time] 

Location: [Inset location] 

 

If you would like to confirm, change or cancel this appointment, please contact me by 

telephone or email (on the bottom of the letter). Participation in this study is entirely 

voluntary. 

Many thanks. 

 
 
 
Kate Byrnes 
PhD Student  
Teesside University 
Email: K.Byrnes@tees.ac.uk 
Telephone: 01642 738411 
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Appendix 11e – Consent form 

 

 

 

 

CONSENT FORM FOR FAMILY CARERS AND PAID CARE WORKERS 

Title of Project: Assessing the attitudes of women with a learning disability, family carers, and paid care 

workers, towards the cervical and breast cancer national screening programmes 

 

Student name: Kate Byrnes     

Supervisors: Dr Emma L Giles, Dr Grant J McGeechan and Professor Sharon Hamilton 

 

If you agree with each of the statements please put your initials in the box to the right-hand side, as well as 

sign and date the bottom of the form.  

Please initial box  

1. I confirm that I have read the information sheet dated.................... (version............) for  

the above study.  

 
2. I have had the opportunity to consider the information, ask questions and have 

had these answered satisfactorily. 

 
3. I understand that my participation is voluntary and I can change my decision about  

participating. 

 

4. I understand that I am free to withdraw my data up until the completion of the Q sort  

and immediate interview, without giving a reason.  

 

5. I understand that if I take part in the optional member checking session, I will have one 

week to withdraw my data from that session. 

 
6. I understand that the information collected about me may be shared anonymously with  

 the supervisory team 

 

7. I understand that my anonymous data will be kept indefinitely for research and teaching  

purposes. 

 

8. I understand that my participation involves being audio recorded. I consent to the Q  

sort being audio recorded and a photograph of my Q sort being taken. 
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V1 08/03/2019          IRAS: 235378 
 

9. I understand that the researcher will not identify me by name in any outputs using  

information obtained from this interview, and that my confidentiality as a participant in  

this study will remain secure. 

 

10. I understand that the researcher may use quotes from the audio recordings in publications 

and teaching. This will be anonymous.  

 

11. I understand that is any abusive or unprofessional behaviours or actions be disclosed  

and/or discovered then confidentiality will be breached and the supervisors will be  

informed (in the first instance) and if deemed appropriate further actions may be taken. 

 

12. I understand that it is optional to receive a summary of the findings from this research. 

 
13. I understand that it is optional for the student to keep my contact information to tell me 

 about what they find out. 

 
14. I agree to take part in the above study. 

 

 

 
            

Name of Participant  Date    Signature 

 

 

 

 
            

Name of Witness  Date    Signature 
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Appendix D12: Carer recruitment poster 
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Appendix D13: Emailing halting data collection due to COVID-19 
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Appendix D14: Q-sort instruction sheet 

 

INSTRUCTIONS FOR Q SORT 

Initial Q sort 

On the cards, there are different attitudes and opinions about what people think about 

cancer screening programmes.  

 

I am going to ask you to order the cards from how much you disagree with the statements 

and how much you agree with them.  

 

There are no right or wrong answers and we will go through how to do it step by step. 

 

First I will shuffle the cards. And I want you to think about each statement and whether it is 

similar to what you think or different to what you think. Put the statements into three piles: 

agree with, Disagree with, or Neutral. 

[ALLOW PARTICIPCANT AS MUCH TIME AS THEY NEED TO DO THIS.  

RECORD THE NUMBER OF CARDS IN EACH PILE WHEN ALL HAVE BEEN PLACED, IN THE 

BOXES AT THE BOTTOM OF THE GRID]  

 

Individual Placing 

Take the pile of cards that you agree with, and find 1 statement you agree with more than 

others. Place at the far right box. [POINT OUT THE PLACEMENT ON THE GRID +4] 

Take the pile of cards that you disagree with and find the 1 statement you disagree with 

more than the other. Place at the far left box. [POINT OUT THE PLACEMENT ON THE GRID –

4] 

Go back to the remaining pile you agree with and select the 3 statements you think you 

agree with. Place these statements under the second column. [POINT TO COLUMNS +3] 

Of the remaining pile of statements you disagree with, select the 3 statements you think 

you disagree with most. Place these statements under the second column. [POINT TO 

COLUMNS –3] 

Returning to the agree pile, which are the 4 statements next show what you agree with? 

[POINT OUT THE PLACEMENT ON THE GRID +2] 

Take the pile with the statements you disagree with, what are the 4 statements you 

disagree with? [POINT TO COLUMNS –2.] Keep on placing the disagree cards as before, in 

order of how much you disagree with the cards, column by column, on the left hand side of 

the grid.  

For researchers use only 

V0.2 29/10/2018 IRAS: 235378 
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Returning to the agree pile, complete putting the remaining statements in the agree section 

of the grid [RIGHT HAND SIDE], in the order that you think you agree with column by column 

working towards the middle of the grid until you run out of agree cards.  

Finally, take the neutral pile and place these card in the empty spaced left, on how much 

you agree or disagree with the statements. So place the statements you agree with most in 

the empty spaces on the right [POINT TO COLUMNS REMAINING 0.]  Complete this for the 

remaining statements you disagree with. 

 

AFTER PARTICIPANT HAS PLACED ALL CARDS, ASK; Are there any cards you would like to 

change? 

 

[IF PARTICIPIANT IS HAPPY WITH THE CARD PLACEMENT, RECORD THE ORDER OF THE 

STATEMEMENTS ON THE RECORDING SHEET, TAKE A PICTURE OF THE COMPLETED Q SORT 

AND CONTINUE ONTO IMMEDIATE POST SORT INTERVIEW.]  
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Appendix D15: Q-sort recording sheet 
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Appendix D16: Responses from Brown and Smockle 

  

Question Response - Brown Response - Schmolck 

1 - I am currently 

employing a forced 

choice structure, but 

some of the participants 

are struggling to place 

card in the structure. 

Can you have a forced 

choice structure but 

allow participants to 

place cards out of the 

forced structure? Would 

this then class it as 

unforced even if there 

are only a couple of 

cards? 
 

I would add that a value of the forced 

distribution is that it facilitates the 

inducement of an operant response. 

If two participants both express a 

preference for statements a, b, c, 

and d, limiting the high score to only 

two statements rather than four may 

result in one of the participants 

demonstrating a preference for a 

and b over c and d whereas the 

other participant may prefer c and d 

over a and b, and this may reveal 

two factors, X and Y, rather than one 

factor only. As a matter of notation, 

we can distinguish likes from 

preferences. The two participants 

may both like statements a, b, c, and 

d, but one of them may prefer a and 

b over c and d, and it is the forced 

distribution that renders manifest 

these differences in preference that 

would otherwise remain undetected.  

 

The Q-sort has been likened to the 

choice architecture of economic 

decision making (Brown, in press) 

and its forced character as 

comparable to nudges, or “soft 

prompts,” that induce the 

appearance of the subtleties of 

choice (Thaler, 2015; Thaler & 

Sunstein, 2009) and that mediate 

against the Q-sorter’s tendency to 

give in to the “law of least effort” 

(Kahneman, 2011, p. 40).  

 

That said, there is little harm done in 

permitting the Q-sorter to deviate if 

need be from the stipulated 

distribution if the alternative is 

existential dread, threat of self-

destruction, or unwillingness to 

There are no good 

reasons for loosing 

motivated participants who 

for one of several possible 

good reasons have 

difficulties with exactly 

keeping to the prescribed 

distribution. The general 

recommendation amounts 

to exert mild pressure for 

stimulating participants to 

use their capacity in 

differentiation. Only erratic 

responders, like those 

using only the extremes, 

or one side only, or no 

more than 2 or 3 of the 

(usual number of 7 or 

more) categories must be 

excluded. BTW, sorts that 

put all items into one and 

the same category must 

be deleted, because they 

would crash the 

computation of 

correlations.  
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participate further.  Statistically, the 

consequence is inconsequential. 

2 - If some participants 

sort in a quasi-normal 

distribution, and others 

did not, would this have 

an impact on the 

analysis 

The bottom line is that the shape of 

the distribution (and also the breadth 

of the range) have no appreciable 

effect on the factor-analytic outcome.  

There are good reasons for 

encouraging participants to depart 

as little as possible from the 

specified distribution, but those 

reasons are conceptual and 

philosophical rather than statistical. 

No. 1) The specific form of 

the distribution to be 

shared by all sorts is no 

precondition for the 

computation and the 

meaningfulness of the 

correlation coefficient. 2) 

Think about the data of a 

participant who deviated 

somewhat from the 

prescribed forced 

distribution, and the 

theoretical responses that 

would come closest to 

her/his intentions but 

fulfills the forced 

distribution, then the two 

arrays of the correlations 

with the other sorts would 

not be expected to differ in 

any noticeable way.  

3 - Is there any 

literature on creating 

the sorting grid? I 

developed the grid 

based on the number of 

statements in the Q-set 

and to fit a quasi-

normal distribution. 

From looking into the 

literature, there does 

not seem to be a 

standard way of 

identifying whether one, 

two or three cards are 

placed under the 

polarised options (+4, -

4 in my study) – is this 

subjective and at the 

researcher’s discretion 

or is there a stronger 

rationale? 

No answer 

I cannot serve with 

literature, but I doubt that 

there is much to be found 

in formal receipts. It's a 

pragmatic matter and the 

influence on results seems 

to be quite small in any 

case. What I generally 

recommend when asked is 

to undertake trials oneself. 

A greater level of 

differentiation (getting 

participants to invest more 

deliberation), i.e. more 

categories and less 

steepness in the middle, is 

always good with the 

limiting precaution to not 

overcharge sorters. 
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Appendix D17: Post Q-sort interview schedule  
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Appendix D18: Example transcript for LD07 Transcript 7 1 

Participant: LD071012 2 

 3 

Recording 1 4 

R: That should be recording. So this is a grid ok 5 

I: yeah  6 

R: and can you see on the grid that there are three symbols so there is 7 

thumbs down and that means you disagree with what we are going to be 8 

talking about 9 

I: ok 10 

R: then there is neutral unsure, so these might be ones that you don’t agree 11 

with but you don’t disagree with your not sure, and then there is I agree 12 

I: yeah  13 

R: so what we are going to try and do first is put all of these cards into three 14 

piles.  15 

I: ok 16 

R: so agree, neutral and disagree.  17 

I: ok  18 

R: so what I will do is I will read the cards out and all you need to do is say 19 

disagree, neutral or agree 20 

I: ok  21 

R: yeah does that sound ok? 22 

I: yeah that sounds fine 23 

R: so women with a learning disability do not attend cancer screening 24 

because they are scared  25 

I: hmmm 26 

R: what do you think? 27 

FC: Do you think that is right or wrong Mika? 28 

R: Do you agree with that, disagree with that or unsure? 29 

I: unsure 30 

R: unsure. You can change your mind and things when they go onto the 31 

bigger grid. 32 

I: ok  33 

R: you can change your mind 34 

Key:  

R - Researcher 
I – Interviewee 
FC – Family carer 
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FC: Mika what I think you need to think about is how maybe you would feel 35 

about going for it. About whether you would be frightened. Would you be 36 

frightened if I said you would have to go for a smear?  37 

I: no  38 

FC: you wouldn’t 39 

R: so you happy leaving it in there? 40 

I: yeah  41 

R: Women with a learning disability would like a lady nurse to do their 42 

screening 43 

I: yeah  44 

R: agree. Women with a learning disability find screening painful 45 

I: erm  46 

R: do you think that you might find it painful? 47 

I: no  48 

R: so disagree?  49 

I: mmhmm  50 

FC: they are your answers darling. 51 

R: it is exactly what you think.  52 

I: ok  53 

R: Women with a learning disability know how to check their boobs 54 

I: erm  55 

R: what do you think? Do you know how to check your boobs 56 

I: I don’t think so 57 

R: no, but unsure 58 

I: yeah  59 

R: so do you disagree with this card or are you a bit unsure?  60 

I: erm  61 

R: know how to check their boobs.  62 

I: [points] 63 

R: agree? 64 

I: yeah  65 

R: do you think ladies know how to check their boobs. Women with a 66 

learning disability are helped to relax during cancer screening 67 

I: erm  68 
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R: so do you think when you go for screening that you’ll feel calm, or do you 69 

think you’ll feel a bit tense and anxious? 70 

I: calm  71 

R: calm  72 

I: yeah 73 

R: ok so where do you think we could put this one then? Are helped to relax 74 

during cancer screening 75 

I: mmhmm  76 

R: have you been for cancer screening?  77 

I: no  78 

R: how old are you again? 79 

I: 20 80 

R: 20 ok so you have got a couple of years until yours  81 

I: yeah  82 

R: Women with a learning disability are given the same treatment as other 83 

women. So that means are you given the same information as me as other 84 

ladies, do you think your given the same access to things?  85 

I: hmmmm  86 

R: what do you think?  87 

FC: Mika, do you feel like you get the same changes as other ladies, or is it 88 

that sometimes you don’t get the options? 89 

I: don’t get 90 

R: don’t get the options 91 

FC: I don’t know if she understand whats going on  92 

R: do you know what we are doing here Mika? 93 

I: yeah  94 

R: do you want me to explain it a little bit more?  95 

I: yes please 96 

[Pause recording and explained task] 97 

R: Know about the help that you need. So does Chris help you when you go 98 

to the doctors? Does she know what you like and what you don’t like? What 99 

do you think? Or do people speak to mum sometimes and not you? What do 100 

you think? Are you unsure? 101 

I: yeah  102 
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R: oki doki shall I put that there then. Women with a learning disability are 103 

more likely to be stopped from going to screening by doctors. Do you think 104 

doctors would do that?  105 

I: no 106 

R: disagree. Women with a learning disability are supported to make their 107 

own decisions about going to screening. So if you think when you get your 108 

letter for screening, in a couple of years, do you think your mam and family 109 

will help you make a decision? 110 

I: yeah  111 

R: so this one might make you laugh a little bit 112 

I: ok  113 

R: Women with a learning disability do not need to go for lady bit screening if 114 

they have not had sex 115 

I: oh.  116 

R: what do you think? Do you think you need to go even if you haven’t had 117 

sex?  118 

I: nope 119 

R: no. Do you think that you haven’t had sex or not? 120 

I: no I never 121 

FC: no we know you haven’t sweetheart. But do you think that all ladies 122 

should go for it whether they have had a boyfriend or not? 123 

I: erm  124 

R: Do you think if you have got a boyfriend you need to go? Or if you don’t 125 

have a boyfriend you don’t need to go? 126 

I: [shakes head] 127 

R: no so put that one in disagree one, no that will be agree. So you think if 128 

you have a boyfriend, yiu don’t need to go? Is that right? Was that right? 129 

I: mmhmm 130 

R: I cant remember what I said haha  131 

FC: I think the last time she said it the way you just said it 132 

R: ok.  133 

FC: I don’t know if she has got her head around it but its ok we can double 134 

check 135 
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R: its ok we can double check. Women with a learning disability are told 136 

everything about cancer screening from beginning to end. So do you know a 137 

lot of information about cancer screening or only a little bit? 138 

I: a little bit 139 

R: a little bit oki doki. There is no right or wrong answers, it is exactly what 140 

you think  141 

FC: these are your answers 142 

I: yeah  143 

R: Women with a learning disability are given enough time to decide if they 144 

will be screened for cancer 145 

I: mmmm 146 

R: it’s a bit difficult that one because you haven’t been yet 147 

I: no 148 

R: so do you think when your old enough in a couple of years 149 

I: yeah  150 

R: do you think you will be given enough time, or do you think you will need a 151 

bit longer than a lady without a learning disability? 152 

I: erm  153 

FC: Are you a bit unsure about that one? 154 

R: do you know how you are invited to screening? How do you think you get 155 

invited or don’t you know? 156 

I: don’t know  157 

R: don’t know. That’s alright. What do you think about this one then- Women 158 

with a learning disability do not always open letters so do not know about 159 

their appointments  160 

I: erm  161 

R: so for you who opens your letters? Do you open them or does mum? 162 

I: [points] 163 

R: you, sometimes? 164 

I: yeah 165 

R: so if mum opens your letters does she tell you what said in them? 166 

I: what do you think? 167 

R: or does it depend? Which one do you think disagree, neutral or agree?  168 

I: agree 169 
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R: agree. Women with a learning disability need to know the symptoms of 170 

cancer. Symptoms are the things we can check for to check we are healthy 171 

I: yeah  172 

R: so what do you think? Do you think ladies need to know the symptoms of 173 

what to look for? 174 

I: yeah  175 

R: Women with a learning disability know about what will happen in the 176 

appointments before they go? 177 

I: erm  178 

R: so I we think about you because you haven’t been for screening yet have 179 

you? 180 

I: no 181 

R: so what do you think will happen in the cervical lady bit screening? What 182 

do you think they will do? 183 

I: erm they check 184 

R: they check ok, so how do you think they will do the check? 185 

I: by scanning underneath 186 

R: scanning your kind of right  187 

I: yeah  188 

R: what about breast screening? How do you think they will check your 189 

breasts? 190 

I: check them for any bumps 191 

FC: how do you think they will do it? 192 

I: by checking and feeling for bumps 193 

R: ok so someone will feel for the bumps 194 

I: yeah  195 

R: right ok. What else do you think will happen in the appointments? 196 

I: erm  197 

R: do you think they will just look for things or do you think they might take 198 

some samples? 199 

I: maybe samples  200 

R: do you think they will do that for lady bits or boobs? 201 

I: lady bits 202 
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R: lady bits ok. See you do know bits. You hit the nail on the head with that 203 

one 204 

I: haha 205 

R: so to me that says that you know about what will happen in the 206 

appointments 207 

I: yeah  208 

R: but do you think that you could know a little bit more about it? 209 

I: yeah know a bit more 210 

R: so where shall we put this one then, agree or a bit unsure?  211 

I: [points] 212 

R: agree? 213 

I: yeah  214 

R: fabulous. Know the reasons for cancer screening. So what do you think 215 

the reasons are, why do we need to go? 216 

I: because it is important  217 

R: its important. Why do you think it is important? 218 

I: the nurses to be there when erm  219 

R: so why do you think it is important to go? 220 

I: some adults be there with their children have  221 

FC: Are you not sure? 222 

I: not sure 223 

R: not sure. So you said it is important didn’t you? 224 

I: it is important  225 

R: it is important isn’t it 226 

I: yeah  227 

R: do you think some a ladies will know it is important but not know anything 228 

else like why they need to go? Or do you just think that its important so you 229 

need to go? 230 

I: yeah  231 

R: ok so where shall I put this one- agree or a bit unsure 232 

I: [points] 233 

R: agree? 234 

I: yeah  235 
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R: Oh this one. Women with a learning disability are more likely to go for 236 

boob cancer screening than lady bit cancer screening  237 

I: mmm  238 

R: what do you think? What do you think you would do, would you go for 239 

both or do you think… 240 

I: both 241 

R: youd go for both 242 

I: yeah  243 

R: ok. Do you think all ladies are like that or do you think some might go for 244 

boob screening than lady bits?  245 

I: I go for my lady bits first 246 

R: yeah you go for your lady bits first yeah. Do you think some ladies don’t 247 

go for their lady bit screening?  248 

I: erm  249 

R: or don’t you know? 250 

I: I really don’t know.  251 

R: so where shall we put this one then? Are more likely to go for boob cancer 252 

screening than lady bit cancer screening 253 

I: yeah I agree  254 

R: you agree 255 

I: yeah  256 

R: Women with a learning disability are asked about what would make it 257 

easier for them to go to cancer screening 258 

I: erm  259 

R: so do you think somebody asks you before you get invited? 260 

I: erm  261 

R: or do you think they will just expect you to go? What do you think? Are 262 

asked about what would make it easier for them to go to cancer screening? 263 

Or are you unsure? 264 

I: im a little unsure 265 

R: so you know when you go for appointment and things, is there anything 266 

that you don’t like? 267 

I: no not really  268 

R: no. What about loud noises? Ae you ok with loud noises? 269 
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I: erm yeah  270 

R: what about if there are lots of people- are you ok with that?  271 

I: yeah that’s fine  272 

R: what about if it’s a new place that you have never been to before?  273 

I: erm don’t know.  274 

R: so might you be a bit scared if you go somewhere you don’t know? 275 

I: I don’t know 276 

R: don’t know haha. Im asking you lots of questions aren’t i. Im just trying to 277 

understand what people think.  278 

I: ok.  279 

R: so women with a learning disability are more likely to attend screening if 280 

they hear good stories from other people 281 

I: probably  282 

R: yeah you agree?  283 

I: yeah  284 

R: so if your friends went do you think you would be more likely to go if they 285 

said ‘oh it was fine’? 286 

I: yeah 287 

R: good. We are getting there we are nearly there.  288 

I: ok  289 

R: Women with a learning disability do not attend cancer screening because 290 

they are not told how important it is.  291 

I: hmm 292 

R: so do you think that ladies are told its important, or do you think they are 293 

told that it isn’t important? 294 

I: is important  295 

R: important. So do you think ladies will go because they know it is 296 

important? 297 

I: yeah  298 

R: ok put that in disagree. This is an interesting one. 299 

I: ok 300 

R: Women with a learning disability speak to paid carers more than their 301 

family about their health 302 

I: erm  303 
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R: what do you think? Who do you speak to more about your health? 304 

I: my mum  305 

R: ok so you maybe disagree with this one then because you speak to mum  306 

I: yeah I tell my mum everything  307 

R: that’s good though that you speak to mum isn’t it? Need to make sure you 308 

tell people 309 

I: yeah  310 

R: erm Women with a learning disability are helped to attend screening by 311 

talking to doctors and nurses about what happens. So do you think the 312 

doctor, so Ruth or Chris, Do you think they will tell you about the 313 

appointments and what happens?  314 

I: yeah  315 

R: so do you think if they did that that it would help you go? 316 

I: yeah  317 

R: yeah. So where shall we put this one – agree, neutral or disagree 318 

I: this one  319 

R: agree. We have lots of cards in there 320 

I: I know  321 

R: Women with a learning disability are told about cancer screening by their 322 

doctor 323 

I: mmmm 324 

R: so who told you about cancer screening? Was it a doctor, was it mum or 325 

was it Chris, or was it all of them? Who do you think, can you remember?  326 

I: I really don’t know  327 

R: you don’t know. So if you are thinking about ladies generally then, who do 328 

you think that tells them- the doctor or family?  329 

I: erm  330 

R: or are you unsure? 331 

I: unsure 332 

R: unsure. So women with a learning disability are not told about cancer 333 

screening because their carers and family are embarrassed. Do you think 334 

mum would be embarrassed to talk to you about lady bits and boobs, or 335 

wouldn’t she be embarrassed?  336 

I: no  337 
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R: not embarrassed? 338 

I: no 339 

R: so you maybe disagree with this one then because mum isn’t 340 

embarrassed 341 

I: yeah  342 

R: so Women with a learning disability know what boob cancer is.  343 

I: hmm  344 

R: what do you think boob cancer is? 345 

I: I don’t know  346 

R: what do you think they look for then? 347 

I: check the bumps and stuff 348 

R: so I think that means you know what boob cancer is 349 

I: yeah  350 

R: so where shall we put this one then?  351 

I: ill go for this one here 352 

R: agree. Two more.  353 

I: ok  354 

R: Women with a learning disability need their carers and family to explain 355 

what cancer screening is 356 

I: erm yeah  357 

R: yeah. I think that was definite agree wasn’t it 358 

I: haha 359 

R: and this last one women with a learning disability have carers who make 360 

decisions without speaking to them first 361 

I: erm  362 

R: what do you think? 363 

FC: Can you repeat that one? 364 

R: Women with a learning disability have carers who make decisions without 365 

speaking to them first 366 

I: erm  367 

R: what do you think? Do you think some ladies mams and dad will do things 368 

without speaking to them, or do you think that they will always speak to them 369 

first?  370 

I: erm  371 
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R: what do you think? Are you a bit unsure? 372 

I: yeah unsure 373 

R: ok. Well done that is the first bit done. How was that?  374 

I: ok  375 

R: did it make you think a lot? 376 

I: yeah haha  377 

R: so what I will do now is I will just fill this in.  378 

[Filling in research grid and counting cars in the piles] 379 

R: oki doki so what we have to try and do now is we have to try and put the 380 

cards onto this grid.  381 

I: ok  382 

R: can you see at the far end there is one space, and then here there is one 383 

space 384 

I: ok  385 

R: but if you wanted to you could put other cards there as well. You don’t 386 

have to just put one there.  387 

I: ok  388 

R: it is just there as a guide to help me, ok? 389 

I: yep  390 

R: so which do you want to go through first- agree, neutral or disagree?  391 

I: agree 392 

R: agree ok. This might be a bit hard because you have a lot of agree cards 393 

I: ok 394 

R: so what I have been doing is we are going to go back through the agree 395 

card 396 

I: yeah 397 

R: but we are going to see whether you agree with the card a lot or a little bit 398 

I: ok  399 

R: so then if you agree with it a lot we know it is over this end of the grid,  400 

I: yeah  401 

R: and if it’s a little bit its down this end of the grid 402 

I: oh ok  403 

R: ok? 404 

I: yeah  405 
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R: so it gets a bit repetitive because we are going back through the same 406 

cards 407 

I: yeah 408 

R: so women with a learning disability need to know the symptoms of cancer. 409 

Do you think that’s very important or not? 410 

I: important.  411 

R: a lot or a little bit? 412 

I: a lot 413 

R: there is no right or wrong answer it is up to you 414 

I: a lot 415 

R: a lot ok. So we are going to put these into two piles 416 

I: ok  417 

R: a lot and a little bit  418 

I: yeah  419 

R: will know about what will happen in the appointment before they go  420 

I: hmmm  421 

R: do you think ladies will know about what will happen  422 

I: they need to know. Its important  423 

R: do you think that they do know though?  424 

I: yeah  425 

R: so do you think that a lot or a little bit or a bit in the middle? 426 

I: ermm I think  427 

R: in the middle. Women with a learning disability know the reasons for 428 

cancer screening 429 

I: a lot 430 

R: ok so do you think that all ladies know the reasons for cancer, or do you 431 

think only a few ladies will know? 432 

I: erm  433 

R: because you know some of the reasons don’t you? 434 

I: yeah  435 

R: but did you say that you don’t know a lot of the reasons why? You just 436 

know its important 437 

I: they are important 438 

R: do you think it is something you could improve maybe? 439 
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I: yeah  440 

R: so maybe if we put that in a little bit? 441 

I: yeah  442 

R: Would like a lady nurse to do their screening 443 

I: a lady nurse 444 

FC: is that definitely or maybe? 445 

I: erm  446 

R: do you agree with that a lot or a little bit? 447 

I: a lot 448 

R: a lot. Know how to check their boobs? 449 

I: erm  450 

R: what do you think do you agree a little bit or a lot? 451 

I: a little bit 452 

R: how do you think you check your boobs? do you know? 453 

I: just check for bumps and yeah  454 

R: do you know how to check for them? 455 

I: have a feel for it  456 

R: your right yeah. Women with a learning disability are helped to relax 457 

during cancer screening 458 

I: just relax.  459 

R: do you think that you would be calm going in?  460 

I: yeah  461 

R: mmhmm. Do you think that the doctors and nurses would help you relax a 462 

little bit more? 463 

I: yeah  464 

R: mmhmm. So do you think you agree with this one a lot or a little bit? 465 

I: I think a lot 466 

R: a lot. What would help you relax?  467 

I: erm  468 

R: what would help you feel a bit calmer? 469 

I: music 470 

R: music ok. What type of music?  471 

I: wicked.  472 

R: So musicals 473 
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I: yeah I like musicals 474 

R: so musicals or just wicked? 475 

I: musicals 476 

R: musicals ok. Do you think that the doctors and nurses would know to play 477 

music or do you think you would have to tell them that? 478 

I: erm I really don’t know 479 

R: don’t know. Do you think Chris would know? Do you think Chris would 480 

know you like wicked?  481 

I: yeah  482 

R: what if it wasn’t Chris? Would they know that you liked wicked?  483 

I: yeah  484 

R: thy would know maybe if you told them. If it was someone you hadn’t met 485 

before they might not know  486 

I: nope.  487 

R: so you would have to tell them wouldn’t you.  488 

I: yeah Id have to tell them  489 

R: what about this one then. Are given the same treatment as other women 490 

I: yeah  491 

R: so do you think that you are given the same chances as others? 492 

I: yeah same chances 493 

R: what do you think? So do you think, say you and me, do you think we are 494 

given the same information?  495 

I: yeah we are given the same information  496 

R: mmhmm. So do you agree with this one a lot then or a little bit? 497 

I: a lot  498 

R: are supported to make their own decisions about going to cancer 499 

screening? So this one is a bit hard because you haven’t been yet 500 

I: no  501 

R: but do you think you would be helped to make your decision? 502 

I: yeah yeah  503 

R: so do you agree with that a lot, a little bit or a bit in the middles? 504 

I: the middle one maybe 505 

R: so you agree with it not a lot and not a little bit, a bit more in the middle?  506 

I: mmhmm yeah 507 
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R: do not always open letters so do not know about their appointments 508 

I: need to book the appointment first 509 

R: ah ok so you need to book the appointment first. Do you think you need to 510 

book your appointment or do you get an appointment in the post?  511 

I: erm just book. First need to get the phone and talk to the doctor and nurse 512 

R: right ok then. So do you think then if you got an appointment in the post? 513 

I: yeah  514 

R: you know you said sometimes you open it and sometimes mam opens it? 515 

I: yeah 516 

R: so do you think you will always know about the appointments, or not 517 

always know? 518 

I: erm Id know 519 

R: would mum always tell you? 520 

I: yeah  521 

R: so do you agree with that a lot or a little bit? 522 

I: in that pile there 523 

R: so do you agree that ladies open letters or disagree that ladies open 524 

letters?  525 

I: ermm maybe in the middle  526 

R: in the middle. In the neutral pile then? 527 

I: Yeah  528 

R: because this one was in the agree pile.  529 

I: oh  530 

R: so do you agree, neutral or disagree with this card? Do not always open 531 

letters?  532 

I: no 533 

R: so do you think that ladies do open letters or don’t open letters? You open 534 

letters don’t you? 535 

I: yeah  536 

R: so for this one you might know about your appointment?  537 

I: yeah  538 

R: but do you think that some ladies don’t open letters, so they wont get told 539 

about the appointments? 540 

I:  I don’t know.  541 
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R: shall I put that one in the neutral pile? 542 

I: yeah 543 

R: So women with a learning disability do not need to attend lady bit 544 

screening if they have not had sex. This is the one we got a bit confused on 545 

earlier 546 

I: yeah  547 

R: yeah you when you have a boyfriend you might have sex 548 

I: touch the privates you have to say no 549 

R: so do you think if your boyfriend touches your privates, do you think that 550 

means you have to go for screening more? 551 

I: erm  552 

R: if you have had sex and they have touched you. Or do you think you don’t 553 

need to go? 554 

I: I don’t know 555 

R: do you think you still need to go even if you don’t have a boyfriend? 556 

I: erm no 557 

R: ok so you don’t think you need to go if you don’t have a boyfriend? OK. So 558 

do you agree with this one a lot, a little bit or a little unsure?  559 

I: a little bit of unsure  560 

R: ok so you agree but also a bit unsure so maybe in this area?  561 

I: yeah  562 

R: are more likely to attend screening if they hear good stories from other 563 

people. So if your friends said ‘Mika I have been for my screening and it was 564 

ok’ 565 

I: mm  566 

R: do you think it would make you more likely to go? 567 

I: yeah  568 

R: yeah. Why do you think that would be? 569 

I: erm  570 

R: why do you think that would help you go? Is it because you trust your 571 

friends?  572 

I: yeah trust yeah  573 

R: why else would it help you go it they said it was good? 574 

I: erm  575 
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R: or would it just make you feel good? 576 

I: yeah  577 

R: so do you agree with this one a little bit, a little bit more, or a lot? 578 

I: I think a lot, its means a lot to me 579 

R: so it means a lot what your friends say? 580 

I: yeah  581 

R: that’s good to know.  582 

I: yeah  583 

R: are helped to attend screening by talking to the doctor and nurse about 584 

what happens. So if you spoke to Ruth or Chris before you were going 585 

I: yeah  586 

R: do you think that would help you go for breast and lady bit screening?  587 

I: yeah  588 

R: so do you agree with this a little bit, a little bit more or a lot? 589 

I: a lot 590 

R: a lot. Know what boob cancer is 591 

I: feel for any bumps or lumps 592 

R: do you agree with this one a little bit or a lot?  593 

I: a lot 594 

R: a lot.  595 

I: haha 596 

R: need their carers and family to explain what cancer screening is 597 

I: erm  598 

R: so would you need mum to explain what cancer screening is? 599 

I: yeah  600 

R: so do you think you would speak to mum more than Chris at the doctors? 601 

I: erm  602 

R: or do you think you want mum to tell you first?  603 

I: mum to tell me first 604 

R: oki doki. So do you agree with this one a little bit, a little bit more or a lot? 605 

I: a little bit 606 

R: which pile? This pile or this pile? 607 

I: that one 608 

R: this one. Last one for your agree.  609 



Kate Byrnes                                                                                            Appendices 

386 

I: ok 610 

R: Women with a learning disability are more likely to go for boob cancer 611 

screening than lady bit cancer screening. What do you think? Do you think 612 

they would be more likely to go for boob cancer screening? 613 

I: yeah  614 

R: why do you think that? 615 

I: to check any lumps or bumps 616 

R: why do you think they would be more likely to go and get their boobs 617 

checked than their lady bits checked?  618 

I: erm I think they would go for both 619 

R: ok you think they would go for them both. Do you think they would go for 620 

one over the other or not?  621 

I: I don’t know 622 

R: do you think it would be hard to go for lady bit screening because of 623 

where it is? 624 

I: I don’t think so  625 

R: so you don’t think that it would affect you, you would just got for it? 626 

I: yeah just go for it 627 

R: that’s good to hear then. Would you agree with this one a little bit or a little 628 

unsure, or a lot?  629 

I: this pile 630 

R: so you agree with it a little bit.  631 

I: yeah  632 

R: oki doki. So now what we have got to try and do is find the one or two 633 

cards that you agree with the most.  634 

I: the most 635 

R: ill lay the cards out in front so we can see them. Ok so can you see them? 636 

Out of these seven.  637 

I: yeah  638 

R: which couple of these cards do you agree with the most? Would like a 639 

lady nurse to do their screening? 640 

I: yeah  641 

R: would you put that in plus four which means 100% agree or plus three a 642 

little bit less?  643 
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I: little bit less.  644 

R: we can move them arounds as well. Know what boob cancer is? Do you 645 

agree with this one, more or less than this one? 646 

I: more  647 

R: ok. need to know the symptoms of cancer? 648 

I: er 649 

R: Do you agree with this card more than this one, or less or about the 650 

same? 651 

I: about the same.  652 

R: Its like that game of higher or lower on the telly isn’t it 653 

I: yeah  654 

R: are helped to relax during cancer screening. So do you agree with this 655 

card more or less than these two 656 

I: more 657 

R: Are given the same treatment as other women. So do you agree with this 658 

card more or less than are helped to relax during cancer screening? 659 

I: erm  660 

R: don’t know. So do you agree with it about the same as know what boob 661 

cancer is? Or do you agree with this card more than this one? 662 

I: this one more 663 

R: this one more. What about this one. Need to know the symptoms of 664 

cancer- do you agree with this card more than this one, or less?  665 

I: less 666 

R: and then do you agree with that cards more or less than that card, would 667 

like a lady nurse to do their screening, or need to know symptoms? Which 668 

one is more important to you? Need to know the symptoms of cancer or 669 

would like a lady nurse?  670 

I: erm  671 

R: or is it about the same? 672 

I: about the same  673 

R: so know what boob cancer is. Where you would you put that one? Do you 674 

agree with it a lot, about the same as are helped to relax or a little bit less?  675 

I: a little bit 676 
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R: a little bit less. So which one out of these two- would like a lady nurse to 677 

do their screening or know what boob cancer is? Which one do you agree 678 

with more?  679 

I: I agree with the nurse 680 

R: this one 681 

I: yeah  682 

R: know what boob cancer is or need to know the symptoms of cancer. 683 

Which one do you agree with more? 684 

I: don’t know 685 

R: is it about the same? Or unsure 686 

I: unsure 687 

R: need to know what boob cancer is or are given the same treatment. 688 

Which one do you agree with more? 689 

I: same  690 

R: same treatment. And then we have got are helped to attend screening by 691 

talking to their doctor and nurse about what happens. Do you agree with this 692 

card less than this one?  693 

I: mam? 694 

R: its what you think haha  695 

FC: haha  696 

R: or do you agree with this card more than this one or less?  697 

I: I don’t know.  698 

[Paused recording to I could have a break] 699 

Recording 2 700 

R: So these two. 701 

I: ok  702 

R: are more likely to attend screening if they hear good stories from other 703 

people  704 

I: hear good stories  705 

R: do you agree with this one, the same or less than this one? Or is it about 706 

the same, are helped to relax? 707 

I: less 708 

R: so do you agree with this card less than, would like a lady nurse? Or 709 

about the same? 710 
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I: ermm same 711 

R: do you agree with this one more or less than need to know the symptoms 712 

of cancer? What do you think? 713 

I: don’t know 714 

R: do you agree with that one a little bit or a lot?  715 

I: little bit 716 

R: and what about this one, a little bit or a lot?  717 

I: a lot 718 

R: ok so we will swap them two over then 719 

I: ok.  720 

R: and then what about this one, get the same treatment as other women, do 721 

you agree with this one the same or a little bit more than this one, need to 722 

know the symptoms of cancer? 723 

I: erm  724 

R: which one do you agree with more out of them two?  725 

I: that more 726 

R: which one more? This one more or that one more?  727 

I: ermmm  728 

R: are given the same treatment more or need to know the symptoms more? 729 

Or is it about the same? 730 

I: about the same  731 

R: put that one under there then 732 

I: ok 733 

R: and are helped to attend screening by talking to their doctor and nurse 734 

about what happens. So do you agree with this one, more or less than, need 735 

to know the symptoms of cancer 736 

I: less 737 

R: this one less?  738 

I: yeah  739 

R: so do you agree with this one, more or less than this one, need to know 740 

what boob cancer is? 741 

I: ermm 742 

R: or is it about the same 743 

I: about the same  744 
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R: So these are the card you agreed with but less than them ones 745 

I: oh ok yep 746 

R: so know about what will happen in the appointment before they go, do you 747 

agree with this card more or less than this one, are helped to attend 748 

screening by talking to their doctor and nurse about what happens? Which 749 

one do you agree with more? 750 

I: I don’t know 751 

R: or are they about the same? 752 

I: about the same  753 

R: And what about this one, are supported to make their own decisions about 754 

going to screening, do you agree with this card the same, more or less than 755 

this one, know about what will happen in the appointment before they go. 756 

Which one do you agree with more? Or do you agree with one less? Are 757 

supported to make their own decisions about going to screening 758 

I: mmhmm 759 

R: And know about what will happen in the appointment before they go. 760 

I: mm 761 

R: or do you agree with them about the same 762 

I: the same  763 

R: so do you want me to put the card here or under plus one which is a little 764 

bit less?  765 

I: under 766 

R: under here? 767 

I: yeah  768 

R: what about this one, need their carers and family to explain what cancer 769 

screening is. Do you agree with this card, more or less than this card? 770 

I: [inaudible] 771 

R: Are supported to make their own decisions about going to screening 772 

I: erm  773 

R: or is this one less?  774 

I: yeah  775 

R: this one is less?  776 

I: yeah  777 

R: so these are the cards that you agreed with only a little tiny bit.  778 
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I: yep  779 

R: ok. Know the reasons for cancer screening. So do you agree with this one 780 

less than that one? 781 

I: yeah  782 

R: yeah, need the carers and family to explain what cancer screening is, this 783 

one less?  784 

I: yeah  785 

R: know how to check their boobs. So where would you put this one? Do you 786 

agree with this one more or less than this one? 787 

I: less  788 

R: less. Underneath or zero, zero being unsure 789 

I: yeah  790 

R: are more likely to go for boob cancer screening than lady bit cancer 791 

screening. So about the same as that one or… 792 

I: yeah about the same as this one  793 

R: Do not need to attend lady bit screening if they have not had sex. So do 794 

you agree with this one about the same as this one? Or a bit more unsure? 795 

I: about the same  796 

R: as this one? 797 

I: yeah  798 

R: so then these are your unsure cards so we will leave them to the end.  799 

I: yeah  800 

R: so we are going to do exactly the same but for the disagree cards now. 801 

But it might be a bit easier now as there are less off them 802 

I: ok  803 

R: haha it is always a bit easier when there is less 804 

I: haha  805 

R: so we will do the same, and see whether you disagree with these cards a 806 

little bit or a lot 807 

I: ok  808 

R: are more likely to be stopped from going to screening by doctors 809 

I: erm  810 

R: do you think doctors would stop you or not? No. So disagree with this one 811 

a lot or a little bit? 812 
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I: a lot  813 

R: know what lady bit cancer is 814 

I: erm  815 

R: so did you say earlier that you were a bit unsure?  816 

I: yeah  817 

R: that you know what it is but you don’t know a lot about it, is that right? 818 

I: yeah  819 

R: so do you disagree with this one a little bit, a little bit more or a lot? 820 

I: a little bit  821 

R: about 1 that is a little bit 822 

I: yeah  823 

R: are told everything about the screening process from beginning to end. So 824 

do you disagree with that a little bit, a little bit more or a lot? 825 

I:hmmm a lot 826 

R: a lot. So what do you think happens after you have had your appointment 827 

do you know? 828 

I: erm  829 

R: how do you think you get the results?  830 

I: wait and find out 831 

R: how do you think youll find out? 832 

I: by a letter 833 

R: by a letter ok. Do you think it would be in this format or do you think it 834 

would be in a normal? 835 

I: normal  836 

R: normal way? 837 

I: Yeah  838 

R: would you need mum to explain that?  839 

I: yeah  840 

R: find screening painful. So you have put it in the disagree, so you think that 841 

ladies wouldn’t find it painful?  842 

I: nope 843 

R: so do you think a little bit, a little bit more or a lot? 844 

I: a little bit more 845 
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R: so two or three where are you thinking? Three is more a lot and two is a 846 

little bit 847 

I: just a little bit 848 

R: are not told about cancer screening because their carers and family are 849 

embarrassed. So do you disagree with that a little bit, a little bit more or a 850 

lot? A little bit more? 851 

I: yeah  852 

R: because you said that mum wouldn’t be embarrassed, and mums quite 853 

open with you about things isn’t she 854 

I: warm hearted 855 

R: yeah she is. So where would you put this one- minus two or minus three? 856 

I: mmmm maybe three.  857 

R: three. So that one you disagree with it a lot but not as much as these 858 

cards here. Two cards left. I told you this one would be a bit easier 859 

I: yeah  860 

R: do not attend cancer screening because they are not told how important it 861 

is 862 

I: it is important  863 

R: it is important ok. So do you disagree with this card a lot or a little bit? 864 

I: little bit 865 

R: little bit. Where would you put that minus two or minus one? 866 

I: minus one please 867 

R: speak to paid carers more than their family about their health. Do you 868 

disagree with that one a little bit, a little bit more or a lot?  869 

I: erm  870 

R: because you said you speak to mum don’t you? 871 

I: yeah I speak to my mum  872 

R: you don’t speak to any paid carers or anything? 873 

I: no  874 

R: so where would you put that, a little bit, little bit more or a lot? 875 

I: little bit 876 

R: minus one, minus two or minus three?  877 

I: minus two please.  878 

R: So now these are all of your neutral cards 879 
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I: yeah  880 

R: so there is [counts cards], so there are seven cards and only five spaces 881 

here.  882 

I: ok  883 

R: but if you wanted more in that’s fine, you don’t have to stick to the five 884 

I: ok 885 

R: erm women with a learning disability are told about cancer screening by 886 

their doctor 887 

I: right 888 

R: so are you unsure still, agree a little bit or disagree a little bit? 889 

I: erm  890 

R: women with a learning disability are told about cancer screening by their 891 

doctor. Who do you think tells you about cancer screening is it your doctor, a 892 

nurse or  893 

I: a doctor 894 

R: ok so where would you put that neutral, agree a little bit or disagree a little 895 

bit 896 

I: this one please 897 

R: neutral. So your abit unsure?  898 

I: yep 899 

R: have carers who make decisions without speaking to them first. So you 900 

for, do you think if you got your letter for screening would mam talk to you 901 

about it first or not? 902 

I: we would talk about it first 903 

R: so what do you think about this one then are you still neutral or do you 904 

disagree a little bit? 905 

I: in the middle  906 

R: neutral. Do you think some carers do make decisions without speaking to 907 

the lady first? So not about you but do think other ladies mums or dads 908 

would make decisions? 909 

I: no 910 

R: that good because we should always talk to the person shouldn’t we 911 

I: yeah 912 
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R: what about this one, do not always open letters so they wouldn’t know 913 

about their appointments? 914 

I: need to book them  915 

R: yeah you need to book them. What about this one, are you unsure or are 916 

you disagree? Because you said you open letters don’t you? 917 

I: yeah  918 

R: which pile neutral or disagree? 919 

I: neutral 920 

R: erm do not attend cancer screening because they are scared 921 

I: don’t be scared 922 

R: do you think you would be scared? 923 

I: no 924 

R: no. So where would you put this one then, neutral or disagree?  925 

I: neutral  926 

R: so why have you put that in neutral then? Do you think some ladies might 927 

be scared? 928 

I: yeah  929 

R: yeah  930 

I: don’t need to be scared.  931 

R: do you think that some ladies are going for screening, do you think 932 

because they are scared that they wouldn’t go for their appointments?  933 

I: erm  934 

R: or do you think even though they are scared they would go? 935 

I: don’t know.  936 

R: ooh well if you have that in neutral then that’s the right place isn’t it  937 

I: yeah  938 

R: need doctors and nurses to know about the extra help they need 939 

I: erm  940 

R: what do you think? Do you think the doctors and nurses should know that 941 

you like Wicked and yu need to feel relaxed?  942 

I: yeah yeah  943 

R: mmhmm. So where would you put this then? Neutral, agree or disagree a 944 

little bit? 945 

I: this one here 946 
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R: neutral? 947 

I: yeah  948 

R: erm are asked about what would make it easier for them to go to 949 

screening.  950 

I: erm  951 

R: so where would you put that one?  952 

I: disagree I think 953 

R: so you disagree with this one a little bit? 954 

I: yeah 955 

R: do you think the nurse will ask you or not before the appointment and ask 956 

you what would make it better for you, or do you think they wouldn’t?  957 

I: ermmm  958 

R: or don’t you know 959 

I: I don’t know 960 

R: last card, are given enough time to decide if they want to be screened for 961 

cancer 962 

I: hmm  963 

R: what do you think about that one? What are you thinking disagree a little 964 

bit, neutral? What you thinking? Are given enough time to decide if they want 965 

to be screened for cancer. Where would you put it if you could?  966 

I: erm 967 

R: are you unsure?  968 

I: yeah 969 

R: yeah so if I put that there?  970 

I: yeah  971 

R: so that it done. How was it? 972 

I: awesome 973 

R: was it hard? 974 

I: yeah  975 

R: haha did it get you thinking?  976 

I: yeah  977 

R: I just have a couple of questions to go through 978 

I: ok 979 
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R: so what card did you put on the far right if the grid. Are helped to relax 980 

during cancer screening 981 

I: yeah  982 

R: so why did you put that one there? 983 

I: because you could put music on or whatever water sounds.  984 

R: so if when you go to screening music goes on in the background. What 985 

about these two then? Which cards did you place on the far left? Are more 986 

likely to be stopped from going to screening by doctors, and are told about 987 

the screening process from beginning to end 988 

I: erm  989 

R: so why did you put this card here? Are more likely to be stopped from 990 

going to screening by doctors, or are you unsure but you just disagree with 991 

that one the most? 992 

I: yeah  993 

R: and what about this one- are told about the screening process from 994 

beginning to end. Why did you put that one there?  995 

I: erm  996 

R: or is it the same as that one you just disagreed? 997 

I: yeah  998 

R: because sometimes we do just disagree with things and we might not 999 

know why. That’s fine, so don’t worry 1000 

I: ok 1001 

R: So looking at the grid, you had how many disagree cards, seven and six. 1002 

So I need to try and figure out if where you start to become neutral with the 1003 

cards, and then where you start to agree and disagree 1004 

I: ok 1005 

R: so you had seven cards in neutral. [Counts cards]. So knows what lady bit 1006 

cancer is, do you disagree with this one?  1007 

I: erm  1008 

R: I think you did a little bit. But because you had seven cards shall we class 1009 

these as the ones you are unsure with?  1010 

I: yeah 1011 

R: all of these cards are the ones you agree with  1012 

I: yeah  1013 
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R: and all of these ones are the ones you disagree with? 1014 

I: yeah  1015 

R: are you happy for me to do that 1016 

I: yeah  1017 

R: which card is that one, 13 to 20 is neutral. Because some ladies had a lot 1018 

more card that they agreed with so their unsure cards are more over 1019 

disagree than disagree 1020 

I: ooo right yeah  1021 

R: but because you had 7 that you were neutral with it fits in nice to the grid 1022 

I: yep 1023 

R: so were there any cards that you found interesting? That made you think 1024 

a bit more than the rest 1025 

I: the listening to music  1026 

R: the card about being relaxed? 1027 

I: yeah about being relaxed 1028 

R: yeah so that would help you go wouldn’t it? 1029 

I: yeah  1030 

R: if they knew that they were going to play wicked or a musical song? 1031 

I: yeah  1032 

R: that would automatically, that would straight away calm you down 1033 

I: yeah 1034 

R: any other cards that made you think a little bit more?  1035 

I: erm  1036 

R: from anywhere on the grid? Or did they all just make you think  1037 

I: all made me thing  1038 

R: hahah yeah. So if there anything that you think is missing?  1039 

I: erm no 1040 

R: so if we are thinking now about when you go for your lady bit screening,  1041 

I: yeah  1042 

R: do you think anything would stop you going? 1043 

I: no I don’t think so 1044 

R: no. So you have said that the music would help you go wouldn’t it? 1045 

I: yeah  1046 

R: what else would help you go? 1047 
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I: erm  1048 

R: what if it was a man nurse? How do you feel about that? 1049 

I: uncomfy 1050 

R: so maybe a lady nurse.  1051 

I: Yeah  1052 

R: what if it was a lady nurse that you didn’t know? 1053 

I: erm  1054 

R: or would you want it to be a lady nurse that you know 1055 

I: a lady nurse that I know. 1056 

R: oki doki. Erm what about if it is was in a different doctors practice or 1057 

somewhere in the hospital you didn’t know? 1058 

I: don’t know 1059 

R: do you think you would have to go a couple of times if it was a new place 1060 

or not? 1061 

I: erm  1062 

R: so say it was in the hospital and it was somewhere you had never been 1063 

before. Do you think you would need to go a couple of times to see the 1064 

place, or do you just think you would go? 1065 

I: just go 1066 

R: just go. Thats good. Is there anything else that you think would make it 1067 

easier for your lady bits?  1068 

I: I don’t know.  1069 

R: what about your boobs then? Then you go for your boob screening? 1070 

I: yeah  1071 

R: is there anything that would stop you from going there? What if it was a 1072 

man? 1073 

I: uncomfortable  1074 

R: ok and how would you feel, so you said didn’t you that they check for 1075 

lumps? 1076 

I: yeah  1077 

R: so they use a machine 1078 

I: what does that do? 1079 

R: so that checks your boobs for the lumps 1080 

I: ok 1081 
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R: what do you think about that? Do you think you would want to see the 1082 

machine first? 1083 

I: yeah see the machine first 1084 

R: to see what it does? 1085 

I: yeah  1086 

FC: You could come to my next one 1087 

R: that’s a good idea 1088 

I: that’s a good idea 1089 

R: and then what about if you spoke to the nurse who did the screening 1090 

would that help? 1091 

I: that helps  1092 

R: yeah. So if they told you what was going to happen before it happened? 1093 

I: yeah  1094 

R: would you want wicked playing at your breast screening do you think? 1095 

I: yeah  1096 

R: yeah haha. Do you think you would have to tell the nurse before your 1097 

appointment, or do you think they should have lots of different music choices 1098 

and then you pick from that? 1099 

I: yeah  1100 

R: lots of music choices? 1101 

I: yeah  1102 

R: right ok. Is there anything else that would help you go for screening? 1103 

I: erm that’s it 1104 

R: so music, a lady nurse, seeing the room and speak to person that’s going 1105 

to do it? 1106 

I: yeah  1107 

R: sounds like a good plan to me 1108 

I: yeah a good plan  1109 

FC: a perfect plan doesn’t it.  1110 

R: What about this? Is there anything that you want to say about this or 1111 

change your mind about anything, or move any of the card around? Or are 1112 

you happy? 1113 

I: im happy 1114 



Kate Byrnes                                                                                            Appendices 

401 

R: your happy. Right, if you are happy and you haven’t got anything else to 1115 

say? 1116 

I: no 1117 

R: ill stop the recording.1118 



Kate Byrnes                                                                                            Appendices 

402 

Appendix D19: Example quote table for LD07  



Kate Byrnes                                                                                            Appendices 

403 

Appendix D20: Post Q-sort interview data extraction for LD07 
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Appendix D21: PQmethod output 

 

Correlation Matrix Between Sorts   

 

 

Unrotated Factor Matrix 
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Cumulative Communalities Matrix  

 

 

Factor Matrix with an X Indicating a Defining Sort 
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Free Distribution Data Results 
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Factor Scores with Corresponding Ranks 

 

 

Correlations Between Factor Scores 
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Factor Scores -- For Factor 1 

 

 

Factor Scores -- For Factor 2 
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Descending Array of Differences Between Factors 1 and 2 

 

 

Exact Factor Scores (á la SPSS) in Z-Score and T-Score units 
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Factor Q-Sort Values for Each Statement 
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Factor Q-Sort Values for Statements sorted by Consensus vs. Disagreement 

(Variance across Factor Z-Scores) 

  

Factor Characteristics 

 

 

Standard Errors for Differences in Factor Z-Scores 

(Diagonal Entries are S.E. Within Factors) 

 

 

 



Kate Byrnes                                                                                            Appendices 

412 

Distinguishing Statements for Factor 1 

 (P < .05 ;  Asterisk (*) Indicates Significance at P < .01) 

Both the Factor Q-Sort Value (Q-SV) and the Z-Score (Z-SCR) are Shown. 

 

 

Consensus Statements -- Those That Do Not Distinguish Between ANY Pair 

of Factors. 

 

All Listed Statements are Non-Significant at P>.01, and Those Flagged With 

an * are also  

Non-Significant at P>.05. 
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Appendix D22: Calculations of communality  

 

  Factor 1 Factor 2   
 

Participant 

ID 
Loadings 

Loadings 

squared 
Loadings 

Loadings 

squared 

h2 (total of 

squared 

loadings) 

h2 (.00) 

LD010606 0.7569 0.57289761 0.3815 0.14554225 0.71843986 0.72 

LD020606 -0.0749 0.00561001 0.1366 0.01865956 0.02426957 0.02 

LD031406 0.5824 0.33918976 -0.4189 0.17547721 0.51466697 0.51 

LD042307 0.7083 0.50168889 0.1918 0.03678724 0.53847613 0.54 

LD053007 0.5694 0.32421636 -0.0214 0.00045796 0.32467432 0.32 

LD061411 0.4627 0.21409129 0.0829 0.00687241 0.2209637 0.22 

LD071012 0.5466 0.29877156 0.1938 0.03755844 0.33633 0.34 

LD081712 0.7146 0.51065316 -0.0172 0.00029584 0.510949 0.51 

LD092012 0.7828 0.61277584 -0.0799 0.00638401 0.61915985 0.62 

LD100312 0.6616 0.43771456 0.1194 0.01425636 0.45197092 0.45 

LD111001 0.2312 0.05345344 -0.1606 0.02579236 0.0792458 0.08 

LD122901 0.774 0.599076 0.0476 0.00226576 0.60134176 0.60 

LD130702 0.4346 0.18887716 -0.3119 0.09728161 0.28615877 0.29 

FC012307 0.1819 0.03308761 0.5009 0.25090081 0.28398842 0.28 

FC021012 0.2537 0.06436369 0.7602 0.57790404 0.64226773 0.64 

FC030612 0.0281 0.00078961 0.8369 0.70040161 0.70119122 0.70 

PC011411 0.6011 0.36132121 0.5784 0.33454656 0.69586777 0.70 

PC021001 0.0675 0.00455625 0.8276 0.68492176 0.68947801 0.69 

PC030702 0.7951 0.63218401 -0.074 0.005476 0.63766001 0.64 

PC040603 0.2633 0.06932689 0.3998 0.15984004 0.22916693 0.23 

PC050603 -0.2284 0.05216656 0.7013 0.49182169 0.54398825 0.54 
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Appendix D23: Null loaders 

Two women with learning disabilities did not load onto either factor one or two. This 

was based on the factor loadings that are presented in Table 30 in section 7.4.2. 

The factor loadings illustrate that neither women with learning disabilities loaded 

heavily onto factor one nor two. However, interestingly both lean towards opposite 

factors.  

Both participants were not included in the final factor as they did not correlate with 

any of the extracted factors, and therefore represented a unique viewpoint. This is 

not uncommon, and often members of the P-set do not align to the factor. 

Recommendations within the literature do state that the researcher can force 

members of the P-set onto factors. However, based on the communality scores, 

discussed in section 7.4.2, being considerably lower for both participants compared 

to the other members of the P-set, this could skew the interpretation of the factor by 

accounting for views that are not shared views. Also, the lowest significant loadings 

were for PC04 who had a factor loading of 0.39. Again, based on both participants 

loading being lower than 0.3, I did not want to force the allocation to either factor 

one or two.  

The age ranges of both women with learning disabilities were 55 to 59 and 65 to 69. 

Both women with learning disabilities were eligible to be invited and attend cervical 

cancer screening; one had attended, one did not. Both women with learning 

disabilities were eligible to be invited and attend breast cancer screening; both had 

attended the screening. Of the four, all had attended breast cancer screening.  
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Appendix D24: Dr Sue Ramlo feedback on PQ output 

 

Comment 

Location of 

comment (email 

or on the 

annotated 

feedback) 

I think your 2 factor solution makes a lot of sense... I saved the 

PQMethod file as a PDF so I could annotate... but really, I just had a 

few comments!  I think your study looks very cool! 

Email 

3 LD03 0.5824X -0.4189  

#3 is a bit mixed across the 2 factors... although the factors are not 

highly correlated.  You just don't need this one or #17 to help define 

the factors... you have plenty as it is.  Removing these 2 probably 

won't change much within your results / tables. 

Annotated 

feedback 

17 PC01 0.6011X 0.5784 

I probably wouldn't have this #17 flagged on a factor 1... the loadings 

indicate it is mixed across the 2 factors 

Annotated 

feedback 

Factor Scores -- For Factor 1 

Ok, so I can't see all of the words for the statements but my first 

thought was "girl power" for this one. 

Annotated 

feedback 

Factor Scores -- For Factor 2 

Again, can't see the full statements and don't know your subject but 

my first thought was "It takes a village" or personal support network. 

Annotated 

feedback 

Composite Reliability 0.981 0.960 

This is a function of the number of sorts identified on a factor... the 

formula s in Brown (1980). 

Annotated 

feedback 

Distinguishing Statements for Factor 1 

Wish I could see the entire sentence for each but the results look 

good from what I can see. 

Annotated 

feedback 

Consensus Statements -- Those That Do Not Distinguish Between ANY 

Pair of Factors. 

Annotated 

feedback 
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Appendix E1: Dissemination plan 

Type of 

publication 

Chapter of 

PhD 
Aim 

 

Possible journals 

Primary 

research 

Q 

methodology 

– Chapter 7 

To highlight the 

methods and findings 

of the Q methodology 

study completed with 

women with learning 

disabilities, family 

carers and PCW. 

Operant Subjectivity, 

Journal of Public Health 

British Journal of Learning Disabilities 

Journal of Medical Screening 

Journal of epidemiology & community 

health 

Discussion 

paper 

Methods – 

Chapter 6 

and 7 

To highlight the 

similarities and 

differenced between 

Talking Mats and Q 

methodology. This will 

highlight how Q is a 

suitable tool to use for 

people with learning 

disabilities and the 

benefits this can have 

for practice. 

Journal of learning disabilities 

Learning disabilities research and 

practice 

Journal of Research in Nursing 

Health & Social Care in the Community 

Learning disability quarterly 

British journal of learning disabilities 

Learning disability practice 

Scoping 

Review 

Structured 

search to 

turn into a 

review – 

Chapter 7 

To highlight how Q 

methodology has been 

used for research to 

engage with people 

with a learning 

disability 

Discussion 

paper 

PPI – 

Chapter 5 

To highlight the 

methods of conducting 

in depth PPI with 

women with learning 

disabilities to inform 

research and data 

collection tools 

Public Health Research 

Journal of Intellectual Disabilities 

Journal of learning disabilities 

Learning disabilities research and 

practice 

Journal of Research in Nursing 

Health & Social Care in the Community  

British journal of learning disabilities 

 

 


