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Abstract 

 

i 

Background: The importance of accessible information within modern learning 

disability services and the wider society cannot be underestimated. This research 

aimed to explore both the production and implementation of accessible information 

for adults with learning disabilities. A novel approach to the accessible information 

‘process’ was adopted; resulting in a movement away from specific resource 

focused research to a process focused approach. The research was conducted in 

three stages: a comprehensive review of the literature; a qualitative scoping 

exercise which investigated the firsthand experience of producing and 

implementing accessible information; and a qualitative investigation of the dynamic 

behaviours involved in the implementation of health related accessible information 

at a clinical level.  

Methodology: The purpose of the first stage was to comprehensively review and 

critically appraise the literature relating to accessible information, learning 

disabilities and symbolic development. This was achieved through a detailed 

search of electronic databases and hand-searches of the grey literature. For the 

scoping exercise, eighteen participants were recruited from four distinct sampling 

groups: adults with learning disabilities; staff from a specialist learning disability 

service; mainstream NHS and local authority staff; and speech and language 

therapists. Each participant took part in either a semi-structured focus group or 

interview. Eight participants (four community learning disability nurses and four of 

their learning disabled clients) took part in a non-participatory observational study. 

Conversational analysis was used to explore the sequence of both the vocal and 

non-vocal behaviours. 

Findings: The literature review revealed that there was a dearth of high quality 

primary research that has investigated accessible information within the field of 

learning disabilities. Of the seven relevant primary research studies, two 

quantitative studies measured the effectiveness of specific accessible resources 

through pre and post comprehension scores. Three mixed method studies, which 

were generally poorly reported, described a qualitative process of developing 

and/or appraising a specific accessible resource or guidelines as well as a 

quantitative element to investigate its effectiveness. Two qualitative studies 

attempted to answer broader questions relating to the human dimensions and 

experiences of accessible information. One explored the use of accessible 

information with a wider population and the other explored issues relating to the 
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implementation of a specific accessible resource. These findings highlighted the 

largely resource-focused research and failed to report on accessible information 

as a process which involves the implementation of such resources.  

A Framework approach to thematic analysis was used to analyse the data 

collected from the scoping exercise which led to three main classifications: the 

ideology of accessible information, accessible information practice and the 

outcomes of accessible information. Firsthand experience varied across the 

stakeholders, highlighting differences in the operationalisation of national policies 

and legislation. The notion of accessible information being relevant to more than 

just people with learning disabilities was introduced. The data supported the 

approach of accessible information as a process, although the practice of 

implementing accessible resources appeared less advanced.  

Three main clusters of episodes were identified through the conversational 

analysis of the non-participatory observations. Cluster one related to providing the 

accessible health information; cluster two to topic development; and cluster three 

to consent. The findings revealed numerous intricacies in the vocal and non-vocal 

exchange. The use of an accessible resource appeared to promote joint attention; 

communicative style appeared influenced by the primary and secondary reported 

outcomes of the resource; practical considerations of the topic development were 

evident; and contradictory goals in the decision making process were highlighted. 

The notion of the implementation of accessible information as a dynamic process 

was confirmed. 

Conclusions: The combination of the chosen methodology and subsequent 

findings generated a novel approach to accessible information within the field of 

learning disability. In conceptualising accessible information as a process, with a 

particular focus on the implementation phase, the findings illustrated that it was the 

implementation phase that allowed for personalisation in providing and developing 

the information, which was dependent on the intersubjectivity of the 

communication partner and the person with learning disabilities. This in turn 

supported the accessibility of the information. These findings would not have been 

apparent without the movement away from specific resource focused research to a 

process focused approach. 
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In essence, accessible information (AI) is all about making information easier. 

Within this thesis the focus was on making information easier for the adult learning 

disability (LD) population. This programme of research took a novel approach and 

aimed to explore both the production and implementation of AI. Thus 

conceptualising AI as a process and the movement away from specific resource 

focused research.  

This thesis is divided into five chapters: (1) an introduction of AI for adults with 

learning disabilities (LDs); (2) a comprehensive review of the literature; (3) 

description of a study using a qualitative approach to scope stakeholders firsthand 

experience of producing and implementing AI; (4) description of a second 

qualitative study that investigated the dynamic behaviours involved during the 

implementation of AI at a clinical level; (5) discussion of the overall programme of 

research. 

 

Chapter 1, the introduction, is divided into four main sections which introduce the 

concept of AI and set the scene for the programme of research. The first section 

provides a general background to AI. Some of the complex features of AI are 

briefly introduced in terms of the individual communication needs of people with 

LDs together with the role of the Speech and Language Therapy (SLT) profession. 

The next section describes various characteristics of contemporary AI in more 

detail such as multi-modality and iconicity. In order to further put AI into context, 

the political and legal framework is explored within the third section. Finally, the 

involvement of people with LDs in research is introduced.  

 

Chapter 2, the comprehensive literature review, is divided into four main sections 

to provide an overview and discussion of the literature most relevant to the present 

research. The first section provides a general overview of the literature review, 

which is followed by a thorough description of the literature search process. The 

next section provides an evaluation, analysis and interpretation of the pertinent 

literature review findings, including critical appraisal of the relevant primary 

research studies. Chapter two is concluded with a description of the key  
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contributions and the gaps in the literature, thus providing the background and 

rationale to the present programme of research. 

 

Chapter 3 describes the first qualitative study of the research programme. This 

consists of a scoping exercise which investigated firsthand experience of 

producing and implementing AI. Data was collected from a range of stakeholders 

(including adults with LDs) from either a semi-structured focus group or interview. 

The rich data sets were managed using a Framework approach to thematic 

analysis. Analysis cross the data sets highlighted three main classifications: 

ideology of AI, AI practice and the outcome of AI. Some of the key findings 

highlighted that in practice AI, is viewed as a process rather than a resource; 

however the practice of implementing AI was less advanced. 

 

Chapter 4 describes the second qualitative study which built on the findings from 

both the literature review and the scoping exercise. The non-participatory 

observational study of community LD nurses implementing accessible health 

information to one of their existing LD clients is described. The sequence of both 

the vocal and non-vocal behaviours was analysed using conversation analysis. 

The findings provide an evidence base of what occurred during the implementation 

of AI within a specialist clinical setting. 

 

Finally, Chapter 5 provides a discussion of the overall programme of research and 

the significant findings. The findings from each stage of the programme are 

considered in light of the existing primary research, and supporting literature, to 

integrate the results of this study with other studies in the field. The extent to which 

the study met the aims together with suggestions for future research is also 

discussed. 
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Introduction 
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This chapter aims to introduce the novel approach to AI for adults with LDs and 

present the foundation of the originality of the research programme.  

 

This chapter is divided into four sections: 

 General background 

 The characteristics of contemporary AI 

 The political and legal context that underpins AI 

 The involvement of people with LDs in research 

 

The general background section briefly introduces some of the complex features 

of AI in terms of the individual communication needs of people with LDs and their 

interaction with others. In light of the researchers’ background, the significance of 

the SLT profession is also briefly introduced.  

 

Within the second section various characteristics of contemporary AI are further 

explored in terms of the common understanding of what AI actually is, the 

processes involved and the potential impact of AI. In addition, specific topics such 

as multi-modality and iconicity (both of which are relevant to AI) are introduced in 

order to further explore the nature of AI. 

 

To put the importance of AI into context, the political and legal framework is 

explored within the third section. The leading documentation that underpins AI is 

presented in chronological order to draw attention to the progression of policy 

during the past two decades.  

 

Finally, the involvement of people with LDs in research is introduced. The nature 

of inclusive research is emphasised early in the thesis to set the scene for the 

research programme. 

 

To summarise, this chapter will provide the reader with a greater understanding of 

the basis for this research in terms of the novel approach to AI as a process, 

issues related to AI and why it warrants further exploration through the research 

process.  
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1.1 GENERAL BACKGROUND 

Within this general background section some of the multifaceted features of AI are 

explored in relation to; 

 A personal reflection by the researcher 

 The significance of the SLT profession 

 The context of AI for the LD population in terms of the scope of individual 

needs; communication breakdown between people with LDs and their 

communication partners; and the importance of the communication partner. 

Each of these topics is briefly introduced within this section. However, they 

represent common themes that will run throughout this thesis and will therefore be 

revisited and expanded upon throughout.  

 

1.1.1 Setting the scene: A personal reflection  

‘AI is the term used to describe making information easier to understand and is 

commonly used within the context of modern LD services within the United 

Kingdom (UK). Most people appear to view AI merely as a resource that has been 

adapted to make the information easier. However, anecdotally I believe that AI is 

much more.  

Practice illustrates that AI is a dynamic and multifaceted process that involves 

different stages from the planning of the accessible resource through to the 

implementation and review of the resource.  

As with all areas of practice, there are periods when certain themes or ideas 

become fashionable and the field of LDs is no exception. I first became aware of 

AI through my clinical practice as Principal SLT for adults with LDs in Portsmouth 

City. Since starting work within the local Community Learning Disability Health 

Team it was evident that communication had always been high on the agenda. 

However, at the start of my research in 2006, AI was not really part of the team’s 

daily vocabulary. In 2012, the picture is very different. Now AI is evident 

throughout the service from the building where the team is based (i.e. the 

accessible signage) through to the commissioning arrangements (i.e. performance 

indicators specific to AI). Most recently, AI has been on the Chief Executive’s 

agenda and the Trust hosted its first AI event. 
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 Undoubtedly, some of these developments have been influenced by my role as a 

SLT undertaking research in the field. What is unknown is whether these 

developments would have occurred in the absence of my research. 

Over the last decade AI has received increased enthusiasm that seemingly 

peaked following the publication of now leading documents such as Valuing 

People (Department of Health (DoH), 2001) and the Mental Capacity Act (2005). 

But even with the widespread reference to AI and the supporting legal 

documentation, at the start of my research journey I found that there were so 

many unanswered questions, for example: 

 

What actually is AI? Is AI more than just a resource? 

  

Does AI work or make a difference? 

 

Do people with LDs want AI? If so, how and what should this look like? 

 

How do people deliver or use AI? 

 

What skills are needed when it comes to AI? 

 

As a clinician my first port of call was to look at the evidence base for AI. As 

anticipated, there was minimal evidence to support AI. However, anecdotally there 

was an overwhelming acknowledgment that AI seemed to be the right thing. 

The desire for answers led me to study this topic in more depth through a PhD. 

Throughout the course of my PhD I hoped to generate data that will go some way 

to address some of the unanswered questions. As with many qualitative studies 

adopting an iterative approach, it was unlikely that all of the questions would be 

definitively answered; in fact more questions were likely to arise from the data. 

However, it was hoped that my data will lead to a greater understanding of AI 

practice, which could in turn influence the future direction of AI within the context 

of LD services within the UK. 

As I embarked on a part-time PhD, in order to capture the developments in local 

and national clinical practice I kept a diary. Some diary extracts will be used within 

this thesis. In doing so I hoped to map my personal developments within this field 
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as well as providing a bracketed space for clinical reflection alongside the 

academic writing. I felt it was important to represent my clinical practice in this way 

to connect it with the research developments and vice versa. The harmonisation 

between research and practice is important in order to understand the wider 

context of AI. Extracts from the diary will be used to illustrate specific points and 

will be shown in the following way:’ 

 

 

 

 

 

 

 

 

1.1.2 The significance of SLT within the field of AI 

Throughout this thesis reference is made to the SLT profession. This is partly 

because it is the professional background of the researcher but also because 

specific reference to AI and the SLT profession is made by others. For example, 

Morgan (2002) recognise that SLTs play an important role in the development of 

AI in terms of: 

 Giving advice and training to staff working directly with people with high 

support needs. 

 Creating awareness of a range of communication tools.  

 Supporting staff to recognise individual communication needs. 

 Creating awareness that communication is a two way process and 

promoting the need for consistency and continuity.  

It could be argued that the four roles listed above apply to any aspect of SLT 

intervention and not purely in reference to AI. For example the development and 

implementation of an Alternative and Augmentative Communication (AAC) system 

also requires the SLT to give advice, training and creating awareness of 

communication strengths and needs.  

The question of what makes AI practice different, whether it is core practice for 

SLTs and whether SLTs have a role in the future of AI, remains unanswered.  

Diary Entry  

……………………………………………………………………………………………………………………………………

…………………………………………………………………………………………………………………………………… 
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Whilst SLTs are trained to assess complex communication needs and make 

appropriate recommendations to support such needs, it is important to note that 

SLTs do not receive specific training on AI during their undergraduate training. To 

date, there are no national accredited courses to develop their skills in this area. 

What the profession does have is reference to AI in the national position papers 

(Royal College of Speech & Language Therapist (RCSLT), 2003 and 2010) and 

other materials, some of which are explored further later in this Chapter. 

Given the core skills of SLTs, it is logical that the profession would be involved in 

AI, but in what way and to what extent will be explored in part through this 

programme of research.  

 

1.1.3 The Context of AI for People with LDs 

In 2005 the British Institute of Learning Disabilities (BILD) estimated that between 

50% and 90% of people with LDs has some degree of communication difficulties. 

Further estimates state that 80% of people with severe LDs do not acquire 

effective speech. In light of these approximations it is evident that conventional 

forms of communication such as speech and written language may not be easily 

accessible for people with LDs.  

As the majority of people with LDs will, to some degree, have difficulties fully 

comprehending spoken and written language, relevant information needs to firstly 

be simplified and also presented in alternative ways. Within the LD population only 

5% to 10% of adults have recognised literacy skills. However, in the general 

population 21% of adults have recognised literacy difficulties i.e. approximately 1 

in 5 of the general population has difficulty reading and writing with confidence 

(Parliamentary Group, 2011). Therefore whilst there is a greater need for AI with 

the LD population there are also individuals within the general population that may 

benefit from AI.  

BILD (2005) reports that about 60% of people with LDs have some skills in 

symbolic communication i.e. spoken, graphic or manual representations of objects, 

actions etc (LLoyd & Karlan, 1984). The relevance of symbolic communication for 

the LD population is further explained in the following section. 

To some extent, everyone uses symbolic communication on a day-to-day basis 

from gesturing to a waiter through to recognising the signs and logos that are 
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widely available in modern society. The use of symbolic communication seems to 

be on the increase. For example Widgit (a symbol software company) have 

recently been commissioned to symbolise public information for ‘Transport for 

London’ and national cultural places such as the ‘Eden Project’, something that 

would have been unheard of two decades ago. Some examples can be found in 

Figure 1 below. 

 

 

 

Figure 1: Accessible signage at the Eden Project, Cornwall, UK 

Nowadays, due to the advances in technology, the public are bombarded with 

information across society, at times to the point of sensory overload. To 

compensate for this increased volume of readily available information, the need for 

symbolic communication is seemingly becoming more prevalent. The modern use 

of symbolised communication crosses all aspects of society from health through to 

the arts. For example McCandless (2009) combines journalism and design to 

produce visualised information.  

Given the widespread use of symbolic communication, which includes AI, there is 

the sense of a social movement that relates to making information easier or more 

accessible to all, not just people with LDs. Social movements involve collective 

action by individuals who have voluntarily come together around a common cause 

(Bate, Bevan, & Robert, 2005). AI could be considered a social movement in its 

own right in that it challenges the traditional form of information within society. The 

notion of social movements within the field of LD has been used by other authors 

such as Shakespeare (1993) and Grant, Goward, Richardson, & Ramcharan 
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(2005) particularly in reference to the self-advocacy movement. This phenomenon 

is further explored in Chapter 3. 

Kerzman & Smith (2004) report that difficulty in communicating with people with 

LD is one of the key factors which acts as a barrier to meeting individual needs. 

People with highly individual communication needs are unable to gain much 

information from formal means of communication such as writing, speech, signs or 

symbols. They rely on others to interpret their wants and needs and will generally 

only be able to make choices in a reactive way. They are unable to ask for things 

that are not actually present and are dependent on others to present them with 

real tangible items. For people who do not use formal means of communication 

the responsibility for successful interaction depends on the ability of the person 

communicating with them, as explored in the following section. They must match 

their own communication style to that of the person with needs. They must also 

interpret the person’s communication signals/behaviours and acknowledge the 

limitations of what can genuinely be communicated or understood by the person 

with high needs. This is further explored in the observational study, Chapter Four. 

 

1.1.3.1 The scope of individual communication needs with the LD population 

One of the key considerations in supporting the communication needs of people 

with LDs is that everyone is different. The scope of communication skills and 

needs within the LD population can range from relatively mild high level language 

difficulties, through to ‘non-verbal pre-intentional communicators’ (as described by 

Coupe-O'Kane, & Goldbart, 1998). 

Whilst descriptive labels are used by the SLT profession to describe certain 

communication strengths and needs, it is not possible to neatly categorise each 

individual due to the breadth and variability of communication difficulties. This is 

the quintessential challenge in supporting individuals with communication needs. 

This was recognised by van der Gaag (1998) who stresses the need for services 

to provide support tailored to individual communication skills. However, the 

literature reveals that this ideal is not easily achieved.  

Caselli, Vicari, Longobardi, Lami, Pizzoli & Stella (1998) also report that LD is not 

a uniform condition, characterised by an undifferentiated delay of cognitive 

development. Instead, LD can be characterised in terms of one or more deficits 

within a complex cognitive system in which some cognitive abilities can be 



 

9 

 

disrupted more than others. They acknowledge that some individuals have a good 

understanding of spoken language and are able to make themselves understood 

with a combination of vocal sounds, facial expressions and gestures or signing; 

but that many cannot.  

Whilst there is potential for huge individual difference, the research has uncovered 

some common characteristics within specific syndromes and disorders. For 

example Cashin (2005) explore the conceptual processing deficits in individuals 

with Autism. Cashin found that rather than using linguistic coding, people with 

Autism appeared to store thoughts visually. The visual nature of the storage of 

thoughts was described as ‘thinking in pictures’ and has potential implications in 

the design of AI resources for people with Autism, especially in relation to 

information relating to an important decision (Mental Capacity Act, 2005). Another 

area which has received significant research attention is the Down syndrome 

population. Research findings have highlighted that gestural communication 

serves as an effective means of communication for a longer time than in typically 

developing individuals (Caselli et al, 1998), which again has potential implications 

in the nature of AI for this population. However, it is unclear whether manual signs 

function as a bridge to the acquisition of a grammatical, linguistic system or to a 

collection of lexical items for this population (Grove & Dockrell, 2000). 

Whilst two very specific examples of common characteristics in the Autism and 

Down syndrome population have been provided above, it is important to note that 

there are a large number of common characteristics that have been identified in 

relation to other syndromes and conditions. Certain genetic disorders have 

associated sensory impairments which again could impact on their AI needs for 

example Agenesis of the Corpus Callosum which amongst other things is 

characterised by lesions on the retina of the eye which results in significant visual 

impairments. Therefore the examples mentioned above are merely used to 

illustrate the point. Having an awareness of the common characteristic for certain 

disorders could be an important consideration when designing AI for specific 

populations i.e. the use of visual information for people with Autism or the use of 

gestural and signed information for people with Down syndrome. Although, there 

will always be individuals who are exceptions to the rule, hence the need for 

personalisation. 
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1.1.3.2 Communication breakdown between people with LDs and their 

communication partners 

As difficulties can potentially occur with every stage of the communication process, 

adaptations need to be put into place to support individuals. Assessment is vital to 

ensure the effective means of communication for each individual across all 

environments. People with LDs do not have one recognised tool for 

communication and often depend on professional intervention to develop an 

individually tailored communication plan (van der Gaag, 1998).  

Shared communication is fundamental to being included in society. People in 

societies have developed common languages so that they can live together with a 

shared means of communication. Therefore without a shared communication, 

people with LDs could be sidelined in society and in turn become isolated.   

Identification of individual communication needs is not always easy. People often 

underestimate individual skills and are unaware of the complexity of symbolic 

communication. Therefore communication breakdown can occur. In these 

scenarios input from an SLT becomes invaluable. 

The literature suggests that the perspective of carers is not always reliable. In a 

study by Bradshaw (2001) the relationship between staff perception of 

understanding in people with LDs and the complexity of language used by staff in 

the communicative exchange were investigated. The results showed that staff 

tended to underestimate their own use of verbal communication and overestimate 

their use of non-verbal communication. Staff also appeared unable to adapt their 

communication to the skills of the person with LD. An average of 45% of the 

communication acts were outside the reported skills of the individual. Bradshaw’s 

findings provide evidence that communication breakdown can occur due to a lack 

of understanding about individuals’ needs. Even when there is an understanding of 

such needs, the communication partner is not always accomplished in making the 

necessary adaptations. The mismatch between perceived skills and the actual 

skills of the individual with LD was also reported by van der Gaag (1998) 

supporting the need for AI. 

 

A lack of a common language leads to misunderstanding, mistrust and 

segregation. In the early part of 2000, the Scottish Government published a key 

policy document called ‘Same as You’ which was followed by a similar policy 
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document published in England called ‘Valuing People’ (DoH, 2001). Both these 

important initiatives aimed to address inequalities. One of the central tenets of 

these policy documents was that information is empowering. It gives the freedom 

to make important choices that can dramatically affect the quality of life, increasing 

independence and fulfilment. For individuals with LDs to be fully included in 

society they need to be able to communicate freely with others in a way that is 

accessible to them.  

The vast majority of people are not familiar or proficient with the use of sign 

language and other AAC methods of communication; therefore breakdown in 

communication is more likely. Society is reliant on the significant other, such as a 

parent or carer, to advocate for the person with LDs. This dependency on others 

has the potential to disempower the person with LD. In this scenario 

communication is no longer a process between two people and there is potential 

for the carer and the other communication partner to exclude the person with LD. 

 

1.1.3.3 The importance of the communication partner  

There is a sense that there is a need for the personal and individualised approach 

when it comes to the use of AI. This principle is supported by the findings from the 

Information for All Project (Rodgers, et al 2004); 

 When it came to getting information, the main method was ‘other people’. 

 Service users tended to ask people at home or places they regularly went 

to. Some people said they would ask people in shops or other places in the 

community for information.  

 People said they needed the help of another person. 

An accessible resource can often be rendered useless if the communication 

partner does not have the skills to engage the person with LDs to use or access 

the resource. The concept of people needing people is a characteristic that will be 

explored in depth throughout this thesis and forms one of the main emerging 

themes. 

 

1.2 THE CHARACTERISTICS OF CONTEMPORARY AI 

The following sub-sections further explore AI in terms of its need, complexity 

diversity and potential impact.  
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1.2.1 What is AI? 

 

 Figure 2: Examples of AI 

As previously reported, AI is the term generally used to describe making 

information easier to understand, as illustrated in the range of AI represented in 

Figure 2. AI is widely used within national documentation and anecdotally is 

accepted as an essential element in supporting the communication needs of 

people with LDs.  

Over the last decade there has been an emergence of various terminologies that 

are all used to describe similar methods of support such as Inclusive 

Communication; Total Communication (Jones, 2000); and Easy Read. Whilst all of 

these support the communication needs of people with LDs, the distinction needs 

to be made that AI is aimed at supporting receptive communication needs. The 

term AI is applicable to all levels of receptive communication from sensory 

information through to text based information, rather than ‘easy read’ which just 
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refers to access to the written word. Given BILD (2005) estimations, the inclusive 

nature of AI is important. In the recent RCSLT Position Paper (2010) AI was 

defined as: 

 

‘A supportive process of making information easier for people with learning disabilities, 
that firstly involves simplifying the linguistic message and secondly conveying the 

simplified message in different mode(s) of communication, i.e. not just the written word or 
spoken message’ 

(RCSLT, 2010) 

 

Other AI definitions that are used within national documentation tend to focus 

more narrowly (and less inclusively) on access to the written word through the use 

of easy read information. The 2010 DoH guidelines relating to AI ‘Making written 

information easier to understand for people with learning disabilities’ described 

easy read as: 

 

“Making information easier to understand for people with learning difficulties is about 
more than making your text size bigger and putting some symbols or pictures in your 

document. 
It’s about working with people your information is for, finding out together how you can 

make the information useful and accessible for them. It’s about thinking about how we all 
make sense of information. There are no quick answers, and it isn’t easy... but it can be 

fun.” 
(DoH, 2010) 

 

This statement is encouraging because rather than just describing easy read in 

terms of the aesthetics, it focuses on partnership working with the target audience.  

Another positive aspect of this definition is that it dispels the myth that producing 

easy read information is straightforward by acknowledging that there are no quick 

answers. Whilst this definition offers a more holistic view of one aspect of AI it is 

disappointing that the DoH only focuses on easy read information rather than the 

wider methods of making information more accessible, which would be a more 

inclusive approach to supporting the LD population. It is important to note that the 

DoH does not offer a broader definition of AI yet the term is referenced within 

national documentation.  

In the CHANGE (a leading national human rights organisation led by disabled 

people) definition a more inclusive description of AI is reported, although it does go 

on to focus on easy read information: 
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‘Accessible information is information that people can understand. It means different 
things to different people. For some people it is information in large print or Braille. For 
others it might be information translated into their first language. When CHANGE talks 

about accessible information we are thinking of the needs of people who find reading and 
writing hard. For us, accessible information means Easy Words and Pictures.’ 

(CHANGE, 2010) 

 

Most of the national documentation within the field of AI focuses narrowly on easy 

read information. The use of different modes of AI from auditory, visual and tactile 

may be uncommon practice possibly due to its complex or specialist nature. On 

some level there seems to be an acceptance that AI is more than easy read yet 

the documentation neglects to describe the wider techniques that ultimately make 

information more inclusive. In part, it is this lack of clarity that necessitates the 

need for further research. 

Interestingly all three definitions presented above are dated 2010, which once 

more highlights the contemporary nature of AI. With this in mind, it is anticipated 

that there may be complications when searching the literature under the term AI, 

as described in Chapter Two.   

It can be argued that without the use of AI, people with LDs would be unable to 

benefit from, or to participate in, the vision, which underpins the Valuing People 

strategy: access to rights, independence, choice and inclusion. Thurman, Jones, & 

Tarleton (2005) affirm that there is a large and growing group of people with LDs 

whose needs cannot by met by the use of techniques such as short sentences and 

appropriate pictures or technological support.  

AI is not just an issue faced by the UK. Countries such as the United States of 

America (USA) and Australia are also developing services in line with their 

national agendas advocating the need for AI. For example the Americans with 

their Disabilities Act raise awareness about the need for accessibility in public 

places and the Australian Human Rights Commission leads on antidiscrimination 

in relation to disability. 

There has been a significant increase in expectations around the provision of more 

AI, driven in no small part by the self-advocacy movement ‘Nothing About Us, 

Without Us’ (DoH, 2000). In the new era of the ‘people’s society’ and as national 

policy heads towards greater individual choice and control for people with LDs, 

pressure to produce and implement AI is likely to increase. 
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1.2.2 UK Guidelines on AI 

During the last 10 years, the UK has seen the emergence of national guidelines 

relating to AI. Guidelines provide practical recommendations for good practice and 

generally are not mandatory. Mandatory practice and procedure are normally 

captured within protocols.  

In this section the range and influence of AI guidelines are explored. Figure 3 

presents the main national guidelines in chronological order.  

 

 

Figure 3: The Chronological Order of National AI Guidelines 

Mencap is the UK’s leading LD charity. Their mission statement is to work with 

people with LDs to change laws and services; challenge prejudice; and directly 

support thousands of people to live their lives as they choose. Mencap has a unit 

dedicated to accessibility and they are committed to meaningful involvement of 

people with LDs in the production of AI. Since 1999, one in three representatives 

on their National Assembly has been a person with a LD. Therefore they report 

2002 

• Making Ourselves Clear 

• Am I making myself clear                                                                   
(Mencap) 

2004 
• Information for All                                                                                    

(Norah Fry Research Centre) 

2009 
• Basic Guidelines for People who commission easy read information                                                             

(DoH) 

2010 

• How to make accessible information                                                
(CHANGE) 

• Making written information easier to understand                             
(DoH) 
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that the assembly’s meetings need to be easy to read and understand. In 2002, 

Mencap produced two important guidelines on the production of AI: 

 Making Ourselves Clear ~ a document that outlines the minimal standards 

for AI.  

 Am I Making Myself Clear ~ a document that provides guidelines on making 

written information accessible.  

In addition to these two guidelines, Mencap provide on-going support in the 

production of accessible documents. It is unclear what prompted Mencap to 

produce these two guidelines in 2002. They were potentially influenced by the 

publication of Valuing People in 2001. Within these guidelines the AI needs of 

people with LDs are advocated for and some basic guiding principles are 

presented, focusing specifically on the production of easy read resources. It is 

important to note that whilst they were the first guidelines the recommendations 

presented were not evidence based. 

 

At a similar time, between April 2002 and February 2004, a research project 

entitled ‘Information for All’ was carried out by researchers at the Norah Fry 

Research Centre (Townsley, Rodgers, & Folkes 2003) and the Royal Institute of 

the Blind Multiple Disability Service. The project had three main elements: 

 Interviews with information providers 

 Review of written evidence and developments 

 Testing of the guidance 

They reported that the production of AI is hampered by lack of evidence, 

(research-based or otherwise) and that it is vital that accessible materials should 

be of the highest quality if they are both to be effective in delivering key messages 

and to justify the time and resources invested in their production.  

When reviewing the literature, they found that there were very few randomised-

controlled trials or other high-quality studies in relation to AI. One difficulty was in 

defining what constitutes ‘accessibility’, which as previously described is still 

evident now. They describe how organisations may mistakenly assume that 

adding symbols or pictures to a written document will somehow transform that 

document into AI. They state that it was the ease with which the AI can be 

obtained, understood and acted upon that confers accessibility.  
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They went on to describe how accessibility can never be absolute. What counts 

as accessible for one person will not necessarily be so for someone else. There 

are issues around publicity and dissemination and the role of carers and families 

as mediators of information. They commented that many people may be 

interested in providing more AI but feel unsure about how to get started. They also 

acknowledged that it was important for people to be able to seek advice, rather 

than make assumptions about the best way to approach information provision.  

Interestingly they stated that guidance on easy text, while not necessarily based 

on research evidence, can provide a useful starting point, although it was unclear 

how they came to this conclusion and if they have data to support this position. 

They reported that clear design and layout are essential to accessibility. Good 

design means helping a reader to find their way around a piece of information. 

Information can only really be considered ‘accessible’ when it has been a) tested 

for effectiveness by direct consultation with the target audience and b) informed 

by the latest research into accessibility. 

 

In 2005, Rodgers & Townsley distilled the findings from the ‘Information for All’ 

research to inform commissioning and help organisations ensure that their efforts 

and resources result in information that was genuinely accessible and useful to 

people with LDs. They state that it is essential to consider carefully the words and 

language that are used when making information easier for people with LDs for 

both verbal and written information. This was underpinned by the Plain English 

Campaign. Part of simplifying language includes not using jargon or abbreviations, 

addressing the audience as if you were speaking directly to someone, being 

consistent, repeating words etc. They also reported on design considerations, for 

example ordering the information so that it makes sense, using headings and 

bullet points etc. To make the information relevant to the readers they described 

the use of stories, quotations and examples.  

Following the comprehensive and evidence based ‘Information for All’ project there 

was a gap of five years before any additional guidelines were produced, which 

could indicate its value within the field. However, to date there is no evidence to 

suggest that the findings from the ‘Information for All’ project have been re-

evaluated or reviewed. This is of particular relevance when considering the 

technological developments in the last decade.  
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The popularity of AI, in particular easy read documents, appears to have led to a 

growth of commissioned guidelines. In 2009 the ‘Office for Disability Issues’ 

produced a guide for people who work for public organisations, which outlined five 

main points for making information for disabled people better: 

1. Talking to disabled people from the start.  

2. Give out information in different ways and in different places.  

3. Make sure information meets the need of the people using the service.  

4. Give people clear information about other services. 

5. Make sure people know who is giving them the information.  

The target audience for these guidelines were those that commission AI in the 

public sector. This implied that the public sector were not involved in the physical 

production of AI but rather that the production of easy read information was out 

sourced to private companies, for example ‘Easyreadtranslation’, ‘United 

Response’ and ‘AbilityNet’. If outsourcing is a reality of the production of AI, then 

this could have a range of implications on services from budget constraints 

through to in-house capabilities.  

 

To summarise, the national guidelines on AI in the UK, whilst offering a starting 

point, do not go far enough. It appears from the majority of recent guidelines that 

the focus has been on the production of easy read information, and most 

conceptualised that the AI resource is the end point in the process. Whilst some 

offered practical advice on what to consider when producing easy read 

documentation, the guidelines failed to give enough guidance on the 

implementation of accessible resources or indeed the less frequently used AI such 

as objects of reference and audio-visual information.  

The influence of each set of guidelines and the extent to which they are embraced 

by local services across the UK cannot be measured. There is a case for some of 

this guidance to be centralised in order to improve consistency for the LD 

population rather than organisations from different sectors producing separate 

guidelines. 

 

1.2.3 Multi-modal Communication and its relevance to AI 

Multi-modal communication is relevant to AI as it refers to the simultaneous use of 

more than one mode of communication at one time (for example the use of body 
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language alongside speech, or the use of signing alongside a symbol-based 

communication board) which may contribute to the accessibility of the information 

being conveyed.  

Loncke, Campbell, England, & Haley (2006) explain that we all use multi-modal 

communication and it is more the rule than the exception. When someone has 

functional speech, other modalities and channels appear redundant. However, 

when a communication partner experiences the need to emphasise or clarify an 

aspect of their message, they tend to make some of the supportive channels more 

apparent. They called the combination of different forms of communication to 

convey one message as ‘configuration of communication’. 

Multi-modal communication is often considered in relation to individuals with 

cognitive impairments. However, multi-modal communication is also essential to 

support sensory impairments such as blindness and deafness. Levy & Tarleton 

(2005) discuss the AI needs of people with LDs and visual impairments. They 

state that what constitutes as ‘accessible’ for people with LDs and visual 

impairments is poorly researched. These individuals fall into the category of 

people with high individual communication needs who require an individualised 

approach to information provision. Producing information for these individuals 

requires the adoption of a wider definition of ‘reading’ – beyond looking at and 

comprehending the meaning of written word. They may need different formats or 

individual support to gain access to written material i.e. asking a trusted supporter.  

It is apparent that people may benefit from having more than one format available 

to them for a range of reasons. The significance of multi-modal communication will 

be explored in more depth through the non-participatory observational study 

investigating what occurs during the implementation of AI. 

 

1.2.4 Iconicity in AI resources 

Iconicity is defined as the degree to which the elements of a sign or symbol are 

related to the visual aspect of what is denoted. Familiar examples of iconic signs 

are the British road signs by Jock Kinner and Margaret Calvert (Michael, Mazur, & 

Mazur 2012). Between 1957 and 1965 they were tasked with developing a 

signage system for British motorways and roads. The job entailed rationalising an 

uncoordinated disarray of road signs into a clear and consistent system that could 
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convey essential information quickly and legibly. The result was a huge success 

and remains in use to this day. Mizuko & Ritchie (1989) state that iconicity is one 

variable that may influence the learning of graphic symbols. They examined the 

transparency and recall of symbols representing three parts of speech (nouns, 

verbs and descriptors) from three different graphic symbol systems (Blissymbols, 

Picture Communication Symbols (PCS) and Picsyms) among adults with LDs. A 

recall task was chosen rather than a more traditional translucency rating task for 

several reasons. Firstly, the population targeted for the study did not have 

sufficient cognitive skills to participate in the use of a rating scale to gauge 

translucency. Forty five items were presented, four symbols from the same system 

on each page. They were asked to select the symbol that best matched the 

spoken label. If they did not respond within ten seconds or the participant made 

the wrong selection, the examiner pointed to the correct symbol and said the name 

of the referent. Results suggested that the PCS and Picsyms were more 

transparent and easier to learn than Blissymbols. Subjects correctly identified 

significantly fewer Blissymbols representing nouns than the other two. It is 

important to highlight the age of this study. Since its publication there have been 

significant developments in symbol software such as the creation of Widgit’s 

‘Communicate in Print’. To date, the Mizuko & Reichle study has not been 

replicated using modern symbol software.  

Other applications of the iconicity hypothesis have been more recently explored. 

Stephenson (2009) explored the implication of iconicity for those with severe LDs. 

She found that although iconicity may have some impact on symbol learning, there 

were other variables that were likely to be much more important. She concludes 

that it was likely that iconicity is not helpful to those learning graphic symbols that 

have little or no comprehension of spoken language. At one end of the iconicity 

continuum, there are symbols that are considered highly suggestive of their 

referents and are therefore referred to as ‘transparent’ (symbol transparency refers 

to symbols that can be readily guessed by inexperienced viewers). In the centre of 

the continuum are those symbols that may not be readily guessable, but the 

viewer is able to perceive a relationship between the symbol and its meaning; 

these are ‘translucent’. At the other end are those abstract symbols that are not 

easily presumed, these are referred to as ‘opaque’. 
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The issue of iconicity is one that has not been considered in great detail within the 

national AI guidelines, consequently it may not be considered within the practice of 

producing and implementing AI. Selection of the most appropriate symbol system 

is not only likely to be dependent on the iconicity, but also the personal and 

professional preferences, familiarity of the system and physical access to the 

system.  

 

1.2.5 Working with people with LDs on the production of AI 

Collaboration between people with LDs and those producing AI is echoed within 

the national guidance and in the definitions of AI. In light of the extreme individual 

differences previously described, the production of AI is unlikely to be a 

straightforward process. Ward & Townsley (2005) recognise that it can be hard to 

find people who really represent your target audience. They report that individuals, 

or groups of people with LDs, may be asked to work on information again and 

again. On the positive side, these people may develop skills in giving advice; 

however this can make them less representative of the target audience. At times, 

those who are actively involved individuals with LDs have been referred to as 

‘professional service users’. 

The literature suggests that if possible, it is better to work together with both expert 

or experienced information users and those who are new to the area. However, it 

is recognised that this is not always easy to achieve. Ward & Townsley (2005) also 

suggest that people ignore information if it does not reflect their own lives. They 

note that when engaging individuals in the production of AI it is advantageous if 

they have a personal interest in the topic. 

Suggestions have been provided on how to work in partnership e.g. talk to your 

target audience at an early stage, test the information with your audience at a 

rough draft stage, find practical ways for people to be more involved in making the 

information, test the final draft of your information before it goes public and 

evaluate the information (Ward & Townsley, 2005). It is not known how often these 

suggestions are put into practice.  

The literature primarily focuses on the involvement of people with LDs during the 

production of AI, rather than the implementation.  
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1.2.6 The essential elements of AI 

As previously reported, this programme of research takes a novel approach to AI. 

Rather than merely viewing AI as the production of resources such as easy read 

leaflets, AI is conceptualised as a process. Anecdotally, the researcher believed 

that AI was dependent on three important elements - the person with LDs, the 

accessible resource and the communication partner. This is conceptualised as the 

Triangle of Accessibility, see Figure 4. 

 

                

 

Figure 4: The Triangle of Accessibility 

 

The Triangle of Accessibility is photographically illustrated in Figure 5 which shows 

a community LD nurse implementing an accessible resource: 

 

Learning Disabled Person 

Individual communication 
strengths & needs 

Communication Partner 

Skills, knowledge, experience & 
attitude 

Accessible Resources 

Tailored to meet individual 
needs 
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Figure 5:  Photographic depiction of the Triangle of Accessibility 

 

At a clinical level, resources that are produced in an accessible format should be 

tailored to the individual; therefore synonymous to the individuals’ communication 

skills and needs i.e. the individuals’ level of symbolic development; supportive of 

their sensory impairments; pitched at the right level of understanding and 

considers their level of literacy. Therefore at a clinical level, each of these 

elements would be considered and catered for.  

When considering AI at a population level, a high degree of person-centredness is 

hard to achieve. It is not be possible to produce one accessible resource that will 

meet the needs of every person with a LD. Rather than continually struggling with 

the production of the ‘perfect accessible resource’, more time and effort is needed 

to look at how the communication partner can work with and adapt the standard AI 

resources. It is this interaction during the implementation that is likely to maximise 

the person’s understanding and therefore enhance the accessibility. At a 

population level, the communication partner and the learning disabled person 

becomes more important. These differences are illustrated in Figure 6. This aspect 

underpins the originality of the non-participatory observational study within this 

programme of research. 
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Figure 6: The balance of the three elements of the Triangle of Accessibility at  

  a specialist and population level  
 

The element of the Triangle that has been somewhat neglected in the literature to 

date is the communication partner. Yet it is acknowledged in other fields of 

communication research that the skills of the communication partner are 

paramount (van der Gaag, 1998). 
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It could be argued that the Triangle of Accessibility reflects the nature of any 

successful communication process, although there is some cautionary evidence 

that could weaken the strength of the Triangle. A wealth of primary research 

reports on how communication skills and needs of people with LDs have been 

misconceived by their carers, teachers and family members etc. For example 

Hogg, Reeves, Roberts, & Mudford (2001) investigated the consistency, context 

and confidence in judgements of affective communication in adults with profound 

and multiple learning disabilities (PMLD). Participants were asked to make 

judgements about the affective communication observed in video data. A total of 

576 individual ratings were made across all observers, samples, conditions and 

sessions. However, they found considerable differences between judges.  

On a similar theme Purcell, Morris, & McConkey (1999) investigated staff 

perception of the communicative competence of adults with LDs. Their results 

highlighted that staff assessment of their communication partner was inaccurate or 

incomplete and they failed to make the necessary adjustments to the way they 

communicated that should maximise their partners’ ability to contribute to the 

dialogue. Staff were reported to have difficulty in making an accurate assessment, 

in particular overestimating the clients’ ability to understand verbal language and 

difficulty identifying the clients’ non-verbal signals. 

More recently Narayan & Bruce (2006) investigated perceptions of teachers and 

parents on the cognitive functioning of children with severe LDs and children with 

congenital deaf-blindness. Seventeen teachers and sixteen parents of children 

with severe LDs and children with congenital deaf-blindness participated in the 

questionnaire. The results showed that teachers and parents differed in their 

perceptions of how children demonstrate understanding of incidental cues and 

exhibited reasoning. 

If these misunderstandings and variations in perceived skills and needs are 

representational of everyday communication, it would suggest that more work is 

needed to train and develop the skills of communication partners within the context 

of making information easier to understand. The Triangle of Accessibility provides 

an interesting theory to explore in relation to the findings from the non-participatory 

observational study reported in Chapter Four.   
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1.3 THE POLITICAL AND LEGAL CONTEXT  

Within this section the need for AI is put into a political and legal context in light of 

the pertinent legislation and policy. Each of the major leading documents is 

discussed in turn. The focus was on how the document justified the necessity for 

AI, what reference it made to the use of AI and other issues relating to the 

communication needs of people with LDs. 

For ease of reference the legislation and policies are presented chronologically in 

Figure 7.  

 

 

Figure 7: Chronological Order of supporting policy & legislation 

 

Figure 7 illustrates the rather surprising order of documentation that has evolved 

over the last twenty years. In the early 90’s the documentation focused on minority 

groups such as those with communication (i.e. Communication Bill of Rights) and 

cognitive disability (i.e. Disability Discrimination Act). However towards the end of 

the decade the scope of the documentation was far wider reaching (i.e. Human 

Rights Act). 

1992 
• Communication Bill of Rights 

1995 
• Disability Discrimination Act 

1998 
• Human Rights Act 

2001 
• Valuing People 

2003 
• RCSLT Position Paper 1  

2005 
• Mental Capacity Act 

2007 
• Valuing People Now 

2010 
• RCSLT Position Paper 2 
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It is important to note that prior to the publication of these documents, huge social 

and political changes were afoot. For the LD population, the 90’s marked the start 

of the closure of institutionalised care and the reintegration of people with LDs into 

mainstream society. In the same way, the publication of the White Paper Valuing 

People in 2001 interestingly marked the change in political leadership within the 

UK from a longstanding Conservative Party to New Labour. The influence of party 

politics results in the unpredictable nature of new legislation and policies. For 

example, in 2010 the Conservative Party came back into power at a time of 

economic crisis; therefore it will be interesting to see how things unfold over 

coming years and how AI will feature in modern LD services. 

Each of the documents listed in Figure 7 are described in more detail below. The 

documentation is discussed in order of importance and relevance to the current 

programme of research. As some of the documentation has been grouped in 

terms of similarity and later editions, it was not practical to describe them in 

chronological order.  

 

1.3.1 ‘Valuing People’ (2001) and ‘Valuing People Now’ (2007) 

‘Valuing People’ (DoH, 2001) has been reported by many in England to be a 

groundbreaking policy because it stressed how people with LDs are above all else, 

people and citizens. However, it is important to note that prior to ‘Valuing People’ 

the Scottish Government published a key policy document called ‘Same as You’ 

(Scottish Executive, 2000). ‘Valuing People’ outlines four key principles for people 

with LDs: 

1. Rights 

2. Choice  

3. Inclusion 

4. Independence 

These principles are grounded in earlier legislation (such as the Human Rights Act 

and Disability Discrimination Act) that confers rights on all citizens including people 

with LDs. It was reported that the Disability Rights Commission would play an 

important role in helping individuals enforce their rights under the Disability 

Discrimination Act. A group was set up to advise the Commission on issues 

relating to people with LDs. This included the production of materials in accessible 

formats and advising the public sector and businesses on best practice in involving 
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and communicating with people with LDs. By doing so, that group emphasised that 

AI has a role in empowering people with LDs.  

Direct and indirect reference to AI is made throughout the paper. AI relevance by 

increasing individual’s control, choice and independence is implied rather than 

explicitly highlighted. Section 4.30 ‘Communication and Equipment’ states that the 

government expects organisations to develop communication policies (as 

previously advocated by van der Gaag, 1998), to produce and disseminate 

information in accessible formats and that supporting communication may require 

individual communication techniques and effective use of new technology.  

In spite of these statements, the paper fails to advise on the operationalisation of 

its recommendations. In the absence of such operational guidance, local services 

were tasked with interpreting and implementing the recommendations for their 

regional population. The open interpretation of ‘Valuing People’ inevitably led to 

huge local differences across the UK and whilst services were given the ideal 

vision, they were given little guidance on how to achieve the utopia. 

The paper under plays what is needed to support communication and how this is 

achieved. Communication is sparsely mentioned and is underestimated in the 

grand scheme of achieving the four main principles. The paper has surprisingly 

little to say about communication. Yet, communication is implicit in person-centred 

planning and advocacy, both central to the implementation of ‘Valuing People’.  

 

Six years on, in December 2007, the consultation paper ‘Valuing People Now: 

From progress to transformation’ was released which reflected on the progress 

achieved and what had still to be achieved. In the forward Alan Johnson 

(Secretary of State for Health at the time) declared that: 

 

‘We have seen some good progress in some areas but unfortunately, for far too 

many people with learning disabilities, much has remained unchanged’ 

 

Could the limited progress be symptomatic of a lack of operationalisation? The 

paper reported that getting some mainstream services to be properly inclusive of 

people with LDs had been difficult and anecdotally this had been evident with AI 

practice. It was encouraging that ‘making sure change happens’ was prioritised, 

although the recommendation of local outcome indicators do not seem sufficient to 
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measure change and further compound the issue of regional differences. The 

paper does not state the need for robust research regarding change. Instead, the 

emphasis was placed on Partnerships Boards, Person Centred Planning and 

Advocacy - the majority of which are conducted by unqualified staff.  

At the time of publication, no one could have predicted the global economical 

downfall which led to the recession in the UK; nor the subsequent change in 

government. Both of these factors are likely to influence the success of ‘Valuing 

People Now’ and the shape of future legislation and its impact on AI. 

 

1.3.2 Disability Discrimination Act (1995) & Human Rights Act (1998) 

The Disability Discrimination Act (DDA) (1995) and the Human Rights Acts (1998) 

both have important influences on the AI needs of people with LDs. The key 

recommendation of the DDA in relation to AI is the need for ‘reasonable 

adjustments’ to be made for people with disabilities. Those that do not make these 

adjustments could face a legal challenge. However, the notion of ‘reasonable 

adjustments’ was also open to interpretation.  

It could be argued that the DDA is grounded in the social constructionist model of 

disability (Finkelstein, 1975 & Oliver, 1990). This model recognises that individuals 

have differences which can affect their ability to function in society. However, it 

proposes that society causes the individual with differences to be ‘disabled’ i.e. by 

the barriers that exist in society which do not take into account individual needs. 

For example an individual who is unable to speak but can use sign language to 

express their needs could be described as communication disabled. However, if 

everyone in society understood their signs and could sign in return, that individual 

would not be disabled by using signing; they would simply be using a different 

mode of communication. It could be argued that AI is a major ‘reasonable 

adjustment’ in supporting the receptive communication needs of people with LDs. 

 

The Human Rights Act (1998) gives legal effect to sixteen of the fundamental 

rights and freedoms contained in the European Convention on Human Rights. 

These rights not only affect matters of life and death like freedom from torture and 

killing but also affect our rights in everyday life. The ‘freedom of expression’ right is 

of particular relevance to this programme of research. 
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Individuals with LD may express themselves in a range of conventional and 

unconventional methods. However, if society fails to recognise their method of 

communication and restricts the freedom of their expression, this in turn is an 

infringement of their human rights. For example if an individual used Makaton sign 

language as their main method of communication and they moved to a new home 

that refused to support or recognise this method of communication or if a carer 

repeatedly turned off a person’s communication aid to silence them – in both 

cases it would be an abuse of their freedom of expression.  

Whilst both of these Acts offer a powerful case for AI and additional 

communication support, both are rarely utilised to construct a legal challenge for 

people with LDs. So although these Acts are put in place to protect individuals with 

additional needs, they are rarely able to advocate for themselves and are therefore 

dependent on others to make the challenges on their behalf.  

 

1.3.3 Mental Capacity Act (2005) 

The Mental Capacity Act (MCA) (2005) has been described as a vitally important 

piece of legislation and one that will make a real difference to the lives of people 

who may lack capacity. The Code of Practice acts as a statutory framework for 

people who lack capacity to make decisions for themselves. The act has five 

statutory principles such as: a person must be assumed to have capacity unless it 

is established that they lack 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. 

The MCA introduced the concept of practicable steps. The Code of Practice 

expands on the five statutory principles, making specific reference to supporting 

communication needs which at the time was a positive measure. Without the 

descriptions provided in the document, terms such as ‘practicable steps’ would 

again be open to interpretation, as was the case with ‘reasonable adjustments’ 

within the DDA. Appropriate ways of communicating are also explained e.g. 

presenting information in a way that is easier for the person to understand, 

different methods of communication and getting help from a third party such as a 

SLT. In addition, general guidance is given about communication such as using 

simple language; where appropriate use of pictures, objects or illustrations; 

breakdown difficult information into smaller points etc. The Code even goes on to 
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provide guidance for specific communication or cognitive problems e.g. allowing 

more time; recognising that behaviour can provide indications of how the individual 

feels; the use of mechanical devices etc.  

Evidently, in the ten years between the two key Acts, some lessons have been 

learnt about the need for specific guidance which can in turn be operationalised. 

   

1.3.4 Documentation focusing on the rights of the communication impaired 

The documentation described in this section has had varies in its reference and 

significance to individuals with communication impairments. Therefore the 

relevance of this documentation to this programme of research has at times been 

implied rather than made explicit. In the following subsections two key policy 

documents that specifically focused on communication are explored.  

1.3.4.1 USA Communication Bill of Rights (1992) 

In the USA, all people with a disability of any extent or severity have a basic right 

to affect, through communication, the conditions of their existence. All people have 

the following specific communication rights in their daily interactions. These rights 

are summarised from the Communication Bill of Rights put forward in 1992 by the 

National Joint Committee for the Communication Needs of Persons with Severe 

Disabilities. These rights include the right to receive intervention to improve 

communication skills; and the right to have clear, meaningful and culturally and 

linguistically appropriate communications i.e. the provision of AI (from the National 

Joint Committee for the Communicative Needs of Persons with Severe Disabilities, 

1992). Although the Communication Bill of Rights was initiated in the USA, the 

principles and vision is shared internationally. For example, in the UK, the Dorset 

and Carmarthenshire Total Communication groups advocated for the 

Communication Bill of Rights as does the organisation ‘Call Scotland’ (specialists 

in communication and assistive technology). 

1.3.4.2 The RCSLT Adult LD Position Papers (2003 & 2010) 

Within the UK, the principles of supporting the communication needs of people 

with LDs are outlined in the RCSLT Position Papers. In March 2003 the RCSLT 

published the first Position Paper for the SLT provision for adults with LDs. Within 

the document eight key principles that reflect the philosophy, values and purpose 

of the SLT service were presented. Although all principles in part relate to AI, it is 
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the forth principle that is particularly relevant: ‘all modality of communication are 

valued, respected and promoted by SLTs’. Whilst the paper recognises ‘total’ or 

‘inclusive’ communication as best practice, interestingly it also recognises that the 

use and definition of the terms ‘total’ and ‘inclusive’ communication does vary. In 

relation to AI, the 2003 Paper states that SLTs act as a specific resource for 

issues concerning communication, through the facilitation of others.  

In 2009 the Position Paper was reviewed and the new version was published in 

2010. The work undertaken as part of this thesis contributed to the revised 

version. A clear explanation was given in reference to AI being more than just a 

resource and instead should be viewed as a process. This description also 

received positive feedback from BILD who were involved in the review of the 

revised version before it was published.   

 

1.3.5 Influences of legislation on AI 

The key question is have the described policies and the legislation made a 

difference to AI? To some degree the answer is yes. However in terms of the 

formal parameters of the legislation, the answer is not that straight forward. For 

some, having something legal to underpin what they are trying to achieve with AI 

could add weight to their actions. On the other hand, one would expect the 

legislation to be sufficient to convince people to act, but this is not always the 

case. To date, there have been no legal cases where someone with a LD has won 

a case with reference to the lack of AI made available to them. Until which such 

time when a landmark case becomes a reality, the legislation alone is unlikely to 

change the situation. 

 

‘Valuing People’ was a groundbreaking policy. However the lack of 

operationalisation since its release has been a major limitation. The policies and 

legislation could hold more power if they are used by the various governing bodies 

who could audit the use of AI within LD services, such as the Care Quality 

Commission. If there is both the internal and external expectation that AI must be 

used, then maybe further improvements and real change is more likely to be 

evident. 
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1.4 THE INVOLVEMENT OF PEOPLE WITH LDs IN 

RESEARCH 

In order to understand the design and underlying philosophy of this programme of 

research, it was important to explore the findings of research involving people with 

LDs in more depth. This was achieved through exploring the background, benefits, 

adaptations needed, the role of the significant other in supporting people with LDs 

and finally the role of the professional service user. Literature within each of these 

areas has significantly shaped the design and direction of this original research 

through the need to involve adults with LDs in a meaningful way.  

Research involving people with LDs has made a major contribution to changing 

the way people with LDs are viewed and has revolutionised approaches to 

research in LD (Walmsley, 2001). Burr (1995) describes disability as a function of 

the environment in which people are constrained to live, not as a quality that 

belongs to them, therefore shifting the locus of the problem onto the environment. 

This social model of LD provides a strong argument for the active participation of 

people with LDs in research. Much of what has been done in the name of research 

involving people with LDs appears to have been inspired by a desire to redress 

wrongs of the past in terms of the years of oppression within institutionalised care. 

We live in a culture in which national and local policy drivers emphasise the need 

to take public opinion into account and consultation should be central to all 

aspects of service planning and provision (Gray & McAnespie, 2004). People with 

LDs are frequently prevented from making even the first steps towards achieving 

these principals because they do not have the adequate means to do so. Nowhere 

is this truer than in area of communication (Jones, 2000). However there is a 

danger that their communication difficulties mean that they are excluded or, at 

best, included in a tokenistic way.  

 

The emphasis should lie in research with, rather than research on, people with 

LDs (Lewis & Porter, 2004). Participation can be viewed as a continuum with some 

writers advocating that people with disabilities should set the research agenda; 

collaborate on the design and development of strategies; collect some of the data; 

contribute to its analysis and share in dissemination process. However, there are 

difficulties in the strongly participatory and democratic approach. As a minimum, 

researchers should establish the value of their research to people with LDs: How 
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will the research be useful? How will it contribute to the lives of people with LDs? 

Will the research bring about change? Have people with LDs contributed to 

establishing the aims and purpose of the research? Could research participants be 

harmed in any way through involvement?  

Morris (1998) describes how insistent she had to be to include those people in 

research who could not be interviewed in the usual way. Developing appropriate 

communication skills is one of the greatest challenges for the researcher. Use of 

facilitators who physically support the person, e.g. selection of symbols, may be 

attractive to the novice researcher; but many have questioned the authorship of a 

views elicited in this way (Grove, Bunning, Porter, & Olsson, 1999). 

The involvement of people with LDs can only be fully achieved if information about 

research is made accessible. If the findings of the research are to have any direct 

impact on the lives of those they concern, there is an obligation for researchers to 

make their publications easier to understand. ‘Plain Facts’ is published six times 

per year, each issue focusing on the findings of a different research project. They 

expect researchers to have consulted with people with LDs in order to develop 

their ‘Plain Facts’ text, and they ask them to provide suggestions for up to six 

illustrations. The ‘Plain Facts’ magazine has three sections: 1) Things to do; 2) 

More Information; 3) About the project. In 1996 they carried out a survey to 

evaluate ‘Plain Facts’. Fifty questionnaires were returned, of which thirty-three 

were from client committees. Four questionnaires were followed up with an 

interview. The magazine was surprised to discover that people were using ‘Plain 

Facts’ as a source of new information and for ideas about how to bring about 

change within their own lives. They found that very few people read ‘Plain Facts’ 

on their own and there was a clear need for information that is easier to 

understand. 

 

1.4.1 The benefits of involving People with LDs in Research 

There are numerous justifications for involving people with LDs in research, some 

of which can be demonstrated by exploring examples of research involving people 

with LDs. However, in essence, it is about giving people with LDs a voice that can 

be heard through research.  
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Murphy (2006) carried out a valuable research project that investigated 

perceptions of communication between people with communication disabilities and 

general practice (GP) staff. The participants included both people with LDs and 

people with aphasia; therefore it is difficult to distinguish if the results related to 

both populations equally. Murphy found that previous knowledge of the person 

was considered the best way to enhance communication. However, whilst prior 

knowledge may help with the preparation, it does not necessarily mean that the 

communication process is going to be successful e.g. if the GP staff are informed 

that the person communicates by signing they may not be proficient at signing 

themselves. If this was the case it would be hoped that that the GP staff would 

arrange an interpreter to facilitate the communication process. Murphy also found 

that people with communication disability described significant problems before, 

during and after the consultation. Although some acknowledged that they needed 

help from their carer, most objected to staff speaking to the carer and not to them. 

Similarly Fender, Marsden, & Starr (2007) found that older adults with Down 

syndrome were able to say what they wanted to their GP and they could be helped 

to do this by working together in a small group.  

Without involving people with LDs in primary research, it would not have been 

possible to obtain the findings reported above and this is often the key motivation 

for involving service users in the research process.  

 

1.4.2 The adaptations needed to involve people with LDs in research 

People with LDs are increasingly participating in research and therefore may 

require AI before, during and after the study. Before attempting to produce AI, 

researchers should read and be prepared to implement the suggestions offered by 

others knowledgeable in the field. They should be innovative but must also be 

prepared to put aside their own ideas about what may be comprehensible and 

aesthetically pleasing. Most importantly, they should if possible obtain and put into 

practice the best advice available to them.  

Many researchers working with people with LDs have found that symbols, 

although widely recommended either as an alternative or as an enhancement to 

the written word, have not been easily understood (McVilly, 1995). Bashford, 

Townsley, & Williams (1995) remind us that while such information should be 
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accessible to increasingly large numbers of people, many of them may not be able 

to understand it in the form in which it would usually be written.  

Llewellyn (2007) reported on research using the views of people with LDs. The 

study investigated twenty three people with LDs’ understanding of advocacy. 

Following the service users’ descriptions, LD nurses compared and contrasted 

their own definitions of advocacy and made a detailed exploration of their 

advocacy role for their clients. The researcher passed the report to a group of 

people with LDs for their appraisal. Llewellyn concluded that although research 

reports may seem accessible, informative and aesthetically pleasing to their 

author; to be truly accessible to the target audience it is vital that the criticisms and 

suggestions of people with LDs are put into practice. Even when guidelines are 

followed, some written reports remain unintelligible to some people with LDs who, 

nonetheless, have an interest in the research in which they have participated or 

which may affect their lives. Some of the feedback included the use of ‘culturally 

common words’ i.e. how did the participant with LDs want to be referred to; and 

the layout such as too much information on one page and misleading pictures. The 

research reported that implementing the ideas and suggestions of the people with 

LDs, who critiqued the research, almost doubled its length but what was lost in 

brevity was gained in both clarity and accessibility.  

 

When it comes to the adaptations needed to involve people with LDs in research, 

AI is relevant throughout the research process, for many individuals without AI, 

meaningful involvement would be limited.  

 

1.4.3 The Role of the significant other in supporting the person with LDs in 

the research process 

The three important elements of AI, conceptualised as the ‘Triangle of 

Accessibility’, are directly applicable to the research process. The role of the 

significant other or communication partner is significant in establishing the 

reliability of the research findings. 

Walmsley (2004) argues for more transparency about the role of the significant 

other in order to highlight: the challenges of working inclusively on research 

projects; the real contribution of people with LDs to research; and the 

training/support implications of working inclusively. Walmsley argued that one 
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must take the role of the supporter seriously if there is to be progress in terms of 

research involving people with LDs but also in clinical practice.  

Little has been written about what supporters (or nondisabled researchers) do 

when supporting people with LDs in research. The arguments for hiding the role of 

skilled researchers behind the broad notion of supporter, co-researcher, partners 

etc. are not made explicit. Although one is tempted to suggest that it is done with 

the best of motives, as a way of enhancing the image of the person with LDs as a 

competent independent participator of research, this does not ultimately enhance 

practice.  

 

1.4.4 The role of the ‘Professional Service User’ 

In recent years, LD services have increasingly engaged with people with LDs for a 

range of reasons from service development to the production of new resources. 

With this increased involvement the role of the ‘professional service user’ 

emerged. This term refers to the frequent involvement of a few key service users 

in a range of forums such as partnerships boards, service user groups, interview 

processes etc. Through this involvement, these individuals become more skilled in 

expressing their views and opinions and in turn become more ‘professional’ in 

representing their perspective of being a user of the LD service. The danger is that 

these individuals engage so frequently that their day-to-day experiences no longer 

reflect the wider LD population that they are meant to represent.  

Buchanan & Walmsley (2006) deliberates on the history of the self-advocacy 

movement. Today, it is widely accepted that people with LDs should have a voice 

in policy, yet they believed there are tensions between self-advocacy as a means 

of people developing confidence and skills to express choice and assert their 

individual rights, and self-advocacy as a mechanism for collective representation. 

They argue that self-advocacy organisations struggle with issues of representation 

and supporting new members, while simultaneously operating as sophisticated 

campaigning organisations.  

Research carried out by Fyson, McBride, & Myers (2004) investigated the self-

advocacy involvement in Partnership Boards. Their findings show that although 

people with LDs were present at meetings, a variety of barriers limited their 

abilities to actively participate. Problems included the lack of financial and practical 

help as well as the limited availability of AI. Having agendas, minutes and reports 
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available in accessible formats was clearly of great importance to enable self-

advocates to be able to prepare themselves appropriately before meetings in the 

same way as any other member would.  

Therefore when considering involving people with LDs in research, it is important 

for researchers to consider the experience of the individuals with LDs in relation to 

their research objectives. For example, there are times when experience is 

advantageous i.e. in the appraisal of AI research resources. However, when 

research has an iterative approach, non-professional LD service users may 

increase the chance of untainted data. 

 

1.5 SUMMARY 

The aim of this chapter was to set the scene and describe the novel approach to 

AI adopted for this programme of research. An overview of the characteristics of 

AI, the political and legal context of AI and the importance of research involving 

people with LDs has been provided. 

Many of the issues raised within this chapter form the central topics that run 

throughout this thesis such as the role of SLT’s, varying definitions of AI and the 

importance of the implementation.  
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The aim of this chapter is to describe the process used to comprehensively search 

the literature relating to AI and critically appraise the findings. This chapter is 

divided into four distinct sections: 

 

 Introduction to the literature review 

 The literature search process 

 Evaluation of the literature search findings 

 Conclusions of the comprehensive literature review  

 

The background to the literature review section introduces some of the 

complexities in searching for literature within the field of AI and LD. Complexities 

relating to the lack of clarity surrounding the definition of AI and the difficulties 

searching for qualitative data are presented. 

 

Within the second section, a step-by-step account of the literature search process 

is described in detail. The field and its component issues that are examined are 

introduced, as well as the methods used to find the relevant literature.  

 

Section three presents an evaluation of the literature which makes a significant 

contribution to the understanding of the topic. Key literature is critically appraised. 

 

Finally, an overall analysis and interpretation of the pertinent literature is 

presented in order to summarise the key findings, gaps in the literature and the 

implications for this research programme.  

 

To summarise, this chapter will provide the reader with a greater understanding of 

the primary research within the field of AI and LD, what this literature contributes 

to the field and what needs further exploration.  
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2.1 INTRODUCTION TO THE LITERATURE REVIEW   

A research literature review is a systematic, explicit, and reproducible method for 

identifying, evaluating, and synthesising the existing body of completed and 

recorded work produced by researchers, scholars, and practitioners (Fink, 2010). 

Research reviewers are explicit about their research questions, search strategy, 

inclusion and exclusion criteria, data extraction methods standards for evaluating 

study quality and techniques for synthesising and analysing their findings. 

Literature reviews aim to bring the reader up to date with current literature on a 

topic and forms the basis for another goal, such as future research that may be 

needed in the area. A well-structured literature review is characterised by a logical 

flow of ideas, current and relevant references, proper use of terminology and a 

comprehensive view of the previous research on the topic. 

Fink (2010) reports that the results from a literature review can be synthesised in 

two ways depending on the nature of the literature. Literature review results may 

be synthesised descriptively or quantitatively such as a meta-analysis. Descriptive 

syntheses are interpretations of the review findings based on the reviewer’s 

experience and the quality and content of the available literature. Meta-analysis 

involves the use of statistical methods to combine the results of two or more 

studies to provide an overview that will hopefully contribute to new knowledge and 

understanding.  

Prior to the start of this research programme, a preliminary exploration of the 

literature indicated two features: firstly there was very little primary research within 

the field of AI and LD; secondly, a significant amount of the literature was 

qualitative in nature. A systematic review is a literature review focused on a 

research question that tries to identify, appraise, select and synthesise all high 

quality research evidence relevant to that question (Petticrew & Roberts, 2006). At 

the preliminary stage it was apparent that a systematic review and meta-analysis 

to answer questions of effectiveness would not be possible due to the lack of 

randomised controlled trials and robust quantitative studies, as well as the infancy 

of the supportive technique. Instead, the literature was broadly reviewed using a 

descriptive synthesis of the results in order to inform the future direction of the 

programme of research. It is recognised that effectiveness questions about AI are 

not answered through a systematic review within this programme of research and 

therefore the review findings do not lead to new knowledge.  
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Fink (2010) also states that descriptive reviews are particularly relevant when 

randomised controlled trials or rigorous observational studies are scarce or even 

unavailable. This is a common difficulty within SLT as described by Pring (2004) 

who argues that the research base within SLT was not sufficiently extensive; that 

there were insufficient good quality randomised controlled trials; and the process 

of meta-analysis and the use of the results of systematic review were 

inappropriate to SLT research questions. Marshall, Goldbart, Pickstone & 

Roulstone (2011) offer a number of explanations for the limited SLT research base 

available to systematic reviews, such as the fact that speech, language and 

communication difficulties/disorders is relatively young research field and is poorly 

funded; as well as the fact that the clinical populations tend to be small and 

heterogeneous. Each of these explanations is comparable to the field of AI and LD 

and therefore this programme of research.  

Nevertheless, a comprehensive search using systematic approaches and 

appraisal of the literature was carried out, as described in the following sections.  

 

2.1.1 The complexities of searching for and reviewing qualitative literature  

Qualitative research is described as having an important role in evidence-based 

health care, in that it represents the human dimensions and experiences of the 

consumers of health care. Qualitative research does not answer questions 

concerning the effectiveness of health care; rather it provides important 

information about such things as the appropriateness of care and the impact of 

illness (Evans, 2002). Qualitative research also provides a means of giving 

consumers a voice in the decision-making process through the documentation of 

their experiences, preferences and priorities.  

As described by Ritchie & Lewis (2003), providing a precise definition of qualitative 

research is no mean feat.  The term is used as an overarching category covering a 

wide range of approaches and methods found within different research disciplines. 

However, primary qualitative research studies have specific aims, often 

underpinned by a particular philosophical or theoretical stance (Ring, Ritchie, 

Mandava, & Jepson, 2010). 

Authors have debated the complexities in reviewing qualitative literature as the 

methods currently used to search for quantitative research do not translate easily 

to qualitative research. Therefore identification of qualitative research in electronic 
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databases is often difficult. Difficulties arise due to the descriptive and often 

creative nature of the titles used in some qualitative studies which do not fully 

describe the characteristics of the study, the variable information provided in 

abstracts and the differences in the indexing of these studies across databases 

(Evans, 2002). When one considers these complexities within the field of AI and 

LD, the issue is further compounded by the lack of a clear definition and the 

relative newness of the term ‘accessible information’. Evans (2002) states that a 

major concern is that authors and searchers may differ in how they define 

qualitative concepts. Based on the variability in defining AI this was possible within 

the current literature review. 

It has also been suggested that database searches relying on key terms in the title 

of studies will miss many relevant qualitative publications. Another method used to 

identify research listed in electronic databases is the use of index terms. Index 

terms are used to describe both the subject and the methodology of research 

publications. There is little information on the accuracy of the indexing of 

qualitative research. Therefore there was a risk that potentially relevant studies 

may be missed during the search, because inappropriate index terms may have 

been used or the database index terms used for a study do not accurately reflect 

its contents. 

 

As the risk of omitting relevant qualitative publications in the field of AI and LD was 

recognised, necessary steps were taken to reduce this by incorporating a number 

of strategies such as thesaurus mapping and cited literature searches, as 

described in the following sections.  

 

2.1.2 The objectives of the literature review 

As part of this programme of research, a search of the literature review was 

carried out to achieve/answer the following objectives and question: 

 To collate and critique all research literature broadly relating to AI for people 

with LDs, to include both published and grey literature. 

 To map and appraise the relevant primary research relating to AI and LD, in 

order to explore both the effectiveness of AI for this population and the 

psycho-social elements.  
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 What is the relevance of symbolic development on the production and 

implementation of AI?   

These objectives and question form the basis for the literature review guided by a 

comprehensive search strategy.  

 

2.2 THE LITERATURE SEARCH PROCESS 

In the following section, the pre-planned step-by-step search process is outlined. A 

comprehensive approach was adopted to ensure that the review was trustworthy 

and reproducible. Although a single researcher carried out this review, the 

academic supervisors and highly skilled librarians from both the National Health 

Service (NHS) and the University of Portsmouth, reviewed each stage to support 

the trustworthiness of the search process. 

The initial literature search was carried out between May and August 2007. During 

this three-month period, the researcher identified the articles relevant to the 

research by reading all of the abstracts found through the broad search. The 

articles which appeared to meet the inclusion criterion were obtained, read in full 

and summarised using data extraction sheets for later analysis. The 

comprehensive review of the literature was then repeated in the winter 2010/11 

with some amendments as detailed in Section 2.2.1.1. 

 

2.2.1 Identification of the Literature Search Terms 

In Section 1.2.1 the issue of ‘what AI is’ was explored. It was concluded that the 

term AI is contemporary in nature as all of the definitions presented were dated 

2010. These definitions were therefore not published at the time of the initial 

review in 2007. It was also established that most definitions narrowly focused on 

the use of ‘easy read’ information rather than broader methods of making 

information more accessible such as audiovisual information. 

For some the terms ‘Accessible Information’, ‘Total Communication’ and ‘Inclusive 

Information’ are synonymous; yet for others they are not. These variations in 

interpretation can lead to confusion. If confusion occurs at the stage of defining 

what is meant by these terms, then it is likely that there may be confusion at other 

stages. 

All of these factors were important to consider when identifying the appropriate 

search terms. To search within the various electronic databases, all the 
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contemporaneous terms that were synonymous to AI were explored and identified. 

The search terms identified below take into account the lack of a clear definition 

and the way individuals have anecdotally interpreted the concept of AI.  

 

2.2.1.1 Search terms for the original literature review in 2007 

Questions relating to the ‘what’ (AI), the ‘who’ (people with LDs) and the ‘why’ 

(symbolic development) were all covered with the identified search terms. 

Therefore three main terms were originally identified: 

 Learning Disability (LD) 

 Accessible Information (AI) 

 Symbolic Development 

AI is the main concept of this research programme and as it is commonly related 

to the field of LD; this was the key population to search within. Symbolic 

development (Werner & Kaplan, 1963) is the term used to describe the 

developmental process of understanding visual information from the level of the 

real object, through to the level of the written word. As different modes of 

communication often have a visual element, this was felt to be a key theoretical 

basis to explore within the context of AI. This was the judgement of the research 

and it is recognised that others may have selected different terms.  

Each of the three original search terms was expanded to take into account 

historical, geographical and professional differences. The expanded terms are 

illustrated in Figure 8. 
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Figure 8: Expanded Search Terms 2007 

 

Under the first term ‘learning disability’, there are five additional terms. These 

terms reflect international differences in the definition and changes in policy and 

practice i.e. in the 1970’s the term ‘mental retardation’ was readily used in the UK; 

however in 2007 ‘learning disabilities’ was most commonly used. 

AI was expanded based on the working knowledge of the supportive technique at 

the time of the review and similar approaches in other areas of SLT i.e. Aphasia 

Friendly which is the term used to describe the adaptations made to information to 

meet the communication needs of individuals that have Aphasia. The term 

Alternative and Augmentative Communication (AAC) has also been included as 

there appeared to be some debate between AI as a means to support receptive 

communication as well as expressive communication which relates closely to 

AAC.  

Finally there was the term symbolic development (Werner & Kaplan, 1963), which 

is a term frequently used by SLTs. Symbolic development, as previously 

described, relates to the cognitive progression of understanding visual information 

• learning difficulty 

• mental retardation 

• intellectual disability 

• developmental disability 

• neurological impairment 

Learning Disability 

• total communication 

• multi-modal information 

• easy-read information 

• aphasia friendly 

• alternative and augmentative 
communication 

• visual support 

• access to information 

Accessible Information 

• symbolic representation 

• gestural support 

• symbolic skill 

• understanding of visual information 

Symbolic Development 
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from a real object to the written word. This term has been expanded by four 

additional terms which represent different forms of symbolic information e.g. 

gestural and symbolic representation.  

 

2.2.1.2 Search terms for the review of the Literature 2010/11  

Due to the duration of the part-time PhD (a six year period), it was important that 

the literature review was updated to explore the developments within the field and 

ensure that the thesis reflected what was happening in the current climate of LD 

and SLT practice.  

To facilitate the first literature review, the search system ‘Dialog’ was used through 

the researcher’s NHS library account. Unfortunately, during the three/four year 

period between each of the literature searches, the use of ‘Dialog’ was 

discontinued by the NHS library, resulting in the original search strategy no longer 

being viable. Advice was sought from a University of Portsmouth librarian with 

regards to updating the search terms, thesaurus mapping and databases for the 

second literature review. During the literature review there were also some 

developments in the clarity of the terminology used in reference to AI as described 

in Diary Entry 1: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Diary Entry 1: Early in 2009, I gave a presentation to the Specific 

Interest Group for SLTs Working with adults with LDs at the RCSLT 

headquarters. I presented the evidence base for accessible information and 

the complexities inherent in the terminology. I was surprised by the level of 

confusion within the profession and the lack of consideration for the 

implications of confusing receptive and expressive supportive techniques. This 

experience reinforced the need for clarity in this field which was reported in 

a publication by the SIG organiser Alix Lewer following my presentation 

(Lewer, 2009). 

Late in 2009, I was asked by the SLT National ALD Steering group to write 

a section on Accessible Information in the new National RCSLT Position 

Paper. This was an exciting opportunity to clarify some of the issues relating 

to accessible information and to offer a definition for the support technique. 

The draft Position Paper was sent to BILD and they were very much in 

agreement that accessible information should be seen as a process rather 

than a resource.  
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The streamlining of the search terms was decided in collaboration with the 

experienced University librarian. The decision was made to omit the term symbolic 

development from the second review as it was not referred to in the AI literature 

found in 2007. Figure 9 illustrates the search terms used for the second search. 

 

Figure 9: Expanded Search Terms 2010/11 

Due to the more specific focus of the PhD, terms such as total communication and 

aphasia friendly were no longer appropriate to review, as recommended by the 

experienced University Librarian. This was again true for the LD term and its 

expansion. Both developmental disability and neurological impairment were also 

felt to be too broad and were therefore also not included.  

 

2.2.2 Identification of the Electronic Databases 

As the concept of making information accessible for people with LDs crosses the 

boundaries of child and adult services as well as health, education and social care, 

it was essential that a range of electronic databases were used. 

Nine databases were originally identified to be relevant to this programme of 

research. However, due to the replication in some of the electronic databases and 

minimal results, it was also recommended by the University Librarian that not all of 

the original databases were used for the second review. For example the librarian 

reported that the same literature could be found in the British Nursing Index as in 

Cumulative Index to Nursing and Allied Health Literature (CINAHL). It was also 

• learning disabilit* 

• learning difficult* 

• intellectual disabilit* 

• mental retardation 

Learning Disability 

• accessible inforamtion 

• easy-read information 

• easy read information 

• visual support 

Accessible Information 
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reported that the literature within King’s Fund and the Department of Health Data 

would be indexed in the other databases and therefore it was not necessary to 

search them separately as it would have just resulted in duplication. In the second 

review only six databases were used. The three categories that the databases 

belonged to are illustrated in Figure 10 below. 

 

 

Figure 10:  Identified Electronic Databases 

Electronic 
Databases: 
1st Review 

Period 

Health Databases 

• British Nursing Index 

• Cumulative Index to Nursing and Allied Health Literature 
(CINAHL) 

• MEDLINE 

• PsycINFO (PsycLIT) 

• King's Fund 

• Department of Health-data (DH-data) 

Social Databases 

• International Bibliography of Social Sciences (IBSS) 

• Applied Social Sciences Index & Abstracts (ASSIA) 

Educational Databases 

• Education Resource Information Centre (ERIC) 

Electronic 
Databases: 
2nd Review 

Period 

Health Databases 

•  Cumulative Index to Nursing and Allied Health Literature 
(CINAHL) 

•  MEDLINE 

•  PsycINFO (PsycLIT) 

Social Databases 

•  International Bibliography of Social Sciences (IBSS) 

•  Applied Social Sciences Index & Abstracts (ASSIA) 

Educational Databases 

•  Education Resource Information Centre (ERIC) 



 

50 

 

In addition to these formal electronic databases, the ‘Database of Theses’ was 

also used to extend the search of grey or unpublished literature during the original 

literature review. The search process also drew on manual searches of other grey 

literature sources such as Internet search engines (‘Google Scholar’) and personal 

contact with NHS Trusts and experts. 

 

2.2.3 Thesaurus Mapping and cited search  

Following the identification of the appropriate databases and the expanded search 

terms, the thesaurus mapping terms for each of the databases were identified. 

Due to the differing mapping terms used within each separate database, this 

process had to be repeated using the same procedure for each of the electronic 

databases.  

For the thesaurus mapping cross-referencing, each set of mapped terms and 

identified terms that were meaningfully related to the expanded search terms were 

considered. These were then compared within each of expanded terms under the 

original search terms e.g. learning disability was mapped to Autism, Down 

syndrome etc. To ensure the reliability of the cross-referencing, the results were 

checked by an experienced NHS librarian. The NHS librarian advised on 

narrowing certain terms to avoid repetition within the individual searches. The 

results from the cross-referencing phases were recorded in charts (Appendix 2.1). 

 

During the search some problems were encountered with the following three 

databases: 

 International Bibliography of Social Sciences (IBSS) 

 Applied Social Sciences Index & Abstracts (ASSIA) 

 Education Resource Information Centre (ERIC) 

The combination of the original search terms did not identify any studies. Following 

discussion with the University of Portsmouth librarian, it was suggested that the 

search terms and thesaurus mapping was too precise therefore limiting the articles 

indexed under the search terms. A number of variations were attempted, however 

it was apparent that the broad terms ‘communication’ and ‘learning disability’ 

needed to be searched and then combined. Whilst this was very basic 

categorisation it was the only combination that identified articles within these 

databases.  
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Even with the comprehensive measures described above, there was still a risk that 

some key literature might have been missed in the search, given the limitations 

previously described. To safeguard against this situation, an additional search 

measure was taken in the form of a cited search of the relevant primary research.  

Web of Science (part of a larger group of bibliographic databases called Web of 

Knowledge) is a journal article database which indexes journal articles across the 

sciences, arts and humanities, allowing you to find out what is ‘out there’ in the 

journal literature on a specific topic which also covers ‘Cited Reference Search’. In 

this type of search it is possible to enter brief details of a known journal article, 

conference paper, book, etc and the Web of Science search engine then finds 

more recent references that have cited that earlier known work. 

It was hoped that the cited reference search would uncover additional literature 

relevant to the field of AI that may otherwise be missed in the search of the 

electronic databases. In addition to searching for potentially uncovered literature, 

the cited reference search proved useful in exploring the influence of the relevant 

primary research within the field. 

 

2.2.4 Data Extraction Sheets 

Data extraction sheets provide a useful tool in the critical appraisal process, 

particularly when faced with a large volume of data. It can be overwhelming and 

difficult to extract data systematically and consistently across studies. The use of 

data extraction sheets allowed each article to be critiqued in the same fashion.  

The design of the data extraction sheets used within this literature review was 

influenced by the NHS Critical Appraisal Skills Programme ’10 questions to help 

you make sense of qualitative research’ (NHS, 2002). The information reported 

within the data extraction sheets is summarised below: 

 Title and Author 

 Year and country of publication 

 Source of publication and key words 

 Research design 

 Sampling 

 Data collection (methodology) 

 Reflexivity (within qualitative studies) 

 Ethical issues 
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 Data analysis used 

 Findings 

 Value of research 

 Limitations 

In addition to noting the relevant information within each of these sections, a 

colour coding system to reflect the study quality was designed by the researcher 

for ease of reference. A simple traffic light system was used e.g. green = good; 

amber = adequate; and red = poor. Therefore, a subjective judgement was made 

given the information that could be extracted from the article, rather than the use 

of an objective scoring system. As described by Fink (2010) descriptive literature 

reviewers use their own knowledge and experience to synthesise the literature by 

evaluating similarities and differences in the purpose, methods and findings of the 

research. The validity of a descriptive synthesis or review’s findings depends on 

the subject matter expertise and critical imagination of the reviewer; and on the 

quality of the available literature. An example of part of a completed data 

extraction sheet is illustrated in Figure 11. 

 

 

continued… 
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Figure 11: An example of a colour coded data extraction sheet 

 

Information recorded within the data extraction sheets is used within the following 

sections to evaluate the literature search findings.  

  

2.3 EVALUATION OF THE LITERATURE SEARCH 

FINDINGS  

Within this section, the literature search findings are explored in terms of: 

 The extent of the literature found   

 Critical appraisal of the primary research that makes a significant 

contribution to the field of AI and LD. 

 

2.3.1 The extent of the literature found 

Due to the broad search terms used in the initial search, more articles than 

originally anticipated were identified. Each abstract was read in full and the key 

relevant articles that appeared to meet the inclusion criterion were identified. The 

search results from the individual database are shown in Table 1. 
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Table 1: Number of Articles found within each database 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Database 

Number of 

articles identified 

Number of 

Articles of interest 

2007 2010/11 2007 2010/11 

British Nursing Index 115 n/a 41 n/a 

CINAHL 226 7 36 4 

MEDLINE 122 5 35 3 

PsycINFO (PsycLIT) 69 48 11 18 

King’s Fund 61 n/a 31 n/a 

DH-data 10 n/a 6 n/a 

* IBSS 8 22 2 0 

*ASSIA 61 3 14 3 

*ERIC 19 6 4 2 

* NB - different search terms were used, as explained in section 2.2.3 

 

It is important to note that the number of articles of interest within each database, 

as listed in the table above, does not take duplication into consideration, of which 

there was a considerable number (as illustrated in Figure 12). Following the 

identification of the key relevant abstracts that appeared to meet the inclusion 

criterion, the full articles were retrieved for review. 

 

In 2007 a total of 109 articles were identified as being appropriate to be reviewed 

in full and in 2010/11 there were 12 additional articles. These 121 articles were 

read in full and basic data extraction sheets were completed for each article. 

Figure 12 describes the studies found and included in the review. 
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Figure 12 Description of the studies located and included in the review 
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Of these 121 articles, only 37 were judged to be relevant to the research 

programme based on the inclusion criterion. The broad inclusion criterion was 

whether there was a direct or indirect reference made to AI for people with LDs 

based on the definition i.e. the simplification of information for people with LDs and 

the presentation of information in different formats.  

 

Following the review, 84 articles were excluded (i.e. 70% of the total literature 

found) as there was no specific reference to AI. The reason that the electronic 

database search found so many excluded articles is explained by the broad 

search terms used in the initial search. A significant volume of this literature 

focused on topics such as specific health-related issues within the LD population, 

teaching communication skills and the use of AAC, rather than the production 

and/or implementation of AI. For example, Murphy (2006) investigated the 

perceptions of communication between people with communication disability and 

GP staff. This study provides some interesting findings that provide some insight 

into the culture of interactions within a specific environment e.g. the frustration of 

GPs and the reliance on carers; yet AI is not mentioned or specifically explored. 

The theme of communicating with people with LD was also explored by Bradshaw 

(2001) who investigated the complexity of staff communication and reported level 

of understanding skill in adults with LD. These two investigations give a flavour of 

the type of excluded primary research uncovered in the literature search. Whilst 

they do not make a direct reference to AI they were of initial interest to the 

researcher as AI may have been referred to within the body of the article. 

 

The 37 relevant articles were further categorised in terms of primary research and 

secondary articles. The primary research involved the collection of primary 

research data; whereas secondary articles comprised anecdotal reports, expert 

opinions and discussions. There were 30 secondary articles. A number of the titles 

are presented below to illustrate the characteristics of some of these articles: 

 The use of images within anger management programme (Samuel, 2006) – 

an anecdotal report of the use of images to make a health intervention more 

accessible.  

 Commissioning information for people with LDs (Rodgers & Townsley, 

2005) – expert opinion. 
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 Accessible reporting of research for people with LDs (Llewellyn, 2007) – 

expert opinion. 

 Service user perspective about media coverage of the ‘7/7’ terrorist attack 

on London (Gibson, 2005) – discussion from the perspective of a person 

with LD. 

 Service user feedback on her role as a consultant about AI (Holman, 2005) 

– discussion from the perspective of a person with LD. 

These five examples provide a typical array of the nature of the relevant 

secondary articles found within the review. Broadly speaking, the secondary 

literature consisted of LD clinicians reflecting on their clinical practice of using AI, 

common AI issues and importantly the perspective of people with LDs on AI.  

Whilst the secondary articles do not lend themselves to being critically appraised, 

information contained within them adds to the richness and vibrancy of AI. A 

significant amount of the anecdotal information within these articles was used to 

inform the background information provided in Chapter 1, as well as informing the 

design of this programme of research. 

 

Seven relevant primary research articles were of particular interest. Each of 

these articles was critically appraised. These seven articles were also used as a 

basis for a cited literature search. The cited reference search generated 13 results 

in total; six of which were already found within the literature review and the other 

seven were excluded as not relevant to this programme of research, as illustrated 

in Figure 12. 

 

2.3.2 Analysis and interpretation of the primary research that makes a 

significant contribution to the field of AI and LDs 

For ease of reference, an overview of the seven relevant primary research studies 

is presented in Table 2. There were two quantitative studies, three studies which 

used mixed methods and two qualitative studies. 
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Table 2: An overview of the relevant primary research studies 

 

Author(s) & Date: Dunn, Kroese, Thomas, McGarry, & Drew (2006)  Poncelas & Murphy (2007) 

Country of Origin: UK UK 

Title: ‘Are you allowed to say that?’ using video materials to 

provide accessible information about psychology services 

Accessible Information for people with intellectual 

disabilities: Do symbols really help?  

Objective(s): To evaluate the ease of understanding & accessibility of a 

video by testing understanding before & after. 

To test whether a symbol-based political manifesto 

increased the understanding. 

Sampling: 19 participants (11 male, 8 female) with mild/moderate LD; 

ages 22-63; mean age 35; 1 participant withdrew. 

34 participants (15 male, 19 female) with LDs who were all 

verbal communicators; ages 21-67; mean age 39.7. 

Design &  

Methodology: 

Quantitative before & after study: a non-validated 

comprehension test (CT) about psychology services 

before (CT1), during (CT2) & after (CT3) watching a video. 

Randomised control trial: randomly assigned test conditions 

investigating the effectiveness of symbols through the use 

of a non-validated comprehension test that used open 

ended free recall and probe questions. 

Main 

Findings/Themes: 

Participant’s knowledge of psychology services 

significantly increased following the presentation of the 

video ~ (CT 2 (6.21) CT 1 (2.16), t (18) = 9.3, p<0.01. CT 3 

(5.11), significantly greater than CT1 t (18) = 5.59, p<0.01. 

Understanding was further improved when DVD was 

shown in separate chunks. 

No statistical difference between the total understanding of 

the two groups at time 1 (U=93.500, p>0.05) or time 2 

(U=116.500, p>0.05). Both the text based and symbol-

based manifesto produced relatively low level of 

understanding. The group with symbols showed no better 

understanding (z = -2.28, p>0.05). 

Strengths & 

Limitations: 

 Ethical approval not reported. 

 The sample was small and only included participants 

with mild-moderate LD, people with severe LD were not 

included therefore the study was only representative of 

part of the LD population.  

 The non-validated CT was effective at measuring 

 Ethically approved. 

 Small sample and only participants who were verbal 

communicators were included therefore only 

representative of verbally able people with LDs. 

 It is the only randomised control trial in the field, although 

no details were reported on how they were randomly 



 

59 

 

change in knowledge. 

 Knowledge about psychology improved after watching 

the video therefore sufficiently accessible for the 

participants involved.  

 It is unknown what made the video ‘accessible’. 

 Details of the linguistic complexity review was not 

provided. 

 Two of the participants had previously seen of 

psychologist therefore had some prior knowledge. 

 Long term retention of the information, which is 

important for capacity decisions, was not investigated. 

assigned.  

 Participants were matched using validated measures - 

BPVS and BAS scores. 

 They recognised that it was not realistic to put written 

information with symbols in front of someone and expect 

it to facilitate understanding.  

 The symbol-based manifesto required an IQ score of 87; 

therefore not in the LD range (IQ of 70 or below). 

 Participant’s symbolic development and IQ score were 

not assessed. 

 Widely used symbols were selected rather than the most 

iconistic symbols. Therefore symbol comprehension may 

have been lower than an alternative symbol system.  

 

 

Author(s) & Date: Strydom, Forster, Wilkie, 

Edwards, & Hall (2001)  

Rodgers & Namaganda (2005)  Boyden, Esscopi, Ogi, Brennan, & 

Kalsy-Lillico (2009) 

Country of Origin: UK  UK  UK 

Title: Patient information leaflets for people 

with learning disabilities who take 

psychiatric medication 

Making information easier for people 

with learning disabilities 

Service users leading the way: Focus 

group methodology in developing 

accessible information DVDs with people 

with learning disabilities 

Objective(s):  To explore people with LDs 

experiences & opinions of using 

medication. 

 To measure the accessibility & 

 To interview information 

providers about approaches they 

have used to make information 

easier 

 To develop an accessible DVD about 

psychology services. 

 To evaluate the accessibility of the 

DVD. 
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attractiveness of a sample leaflet  To test the guidance  

Sampling: 21 participants (11 male, 10 female) 

with LDs all verbal communicators; 

age range not reported; mean age 29. 

30 national but not specified 

organisations & unspecified number 

of people with LDs 

21 participants (14 male, 15 female) with 

LDs; 6 SLTs and 2 Occupational 

Therapists; age range not reported. 

Design &  

Methodology: 

Mixed method study: questionnaires 

administered by an interviewer & in-

depth individual consultations.  

Mixed method study: interviews, 

questionnaires, field-testing and peer 

review. 

Mixed method study: focus groups 

discussions and statistical analysis of a 

non-validated 10-point visual rating 

scale. 

Main 

Findings/Themes: 

General findings reported e.g. 2/3 

received help with medications; more 

than 50% used GP as information 

source; 20 participants wanted a 

readable leaflet etc. Data was used to 

produce & test accessible medication 

leaflets. Feedback was provided on 

shortening the sentences; adding a 

body image to explain side effects etc. 

Original symbols selected were not 

appropriate & were changed following 

the review. 

Analysis highlighted four general 

principles: the aim of AI; how to get 

the message to people; making 

information easier; and appropriate 

for all sections of the community. 

Data was used to inform guidance 

on how to make information easier 

(Information for All project).  

Recommended changes to the DVD 

included reduce length of the chapters; 

reduce background noises; make the 

picture larger etc.  

All groups demonstrated positive 

aggregate evaluations. Group 1 report 

lower approval rates. Significant 

differences between Group 1’s approval 

rates & those of Group 2’s (p<0.001) and 

3’s (p<0.001). No difference between 

group 2 and 3 (p<0.466). 

Strengths & 

Limitations: 

 Ethical approval not reported. 

 Small sample and only participants 

who were verbal communicators 

were included therefore only 

representative of verbally able 

people with LDs. 

 Only 14 participants were taking 

 Ethically approved 

 People with LD engaged in the 

study. 

 A wide range of national 

organisations were involved. 

 The authors advocate for the 

sharing & development of 

 Ethical approval not reported. 

 Specific characteristics of the 

participants not reported.  

 Significant contribution of people with 

LDs e.g. the language was made 

more accessible following feedback. 

 Statistical analysis of the visual rating 
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medication at the time. 

 An independent interviewer used. 

 Study engaged people with LDs. 

 There was a thorough review of 

the accessible resources.  

 Only a descriptive analysis of the 

data generated from the 

questionnaires. 

 No in-depth analysis of the review 

discussions. 

 A before and after design may 

have been beneficial.  

approaches. 

 All three elements of the research 

only briefly reported, therefore 

the presented findings could not 

be adequately substantiated. 

scale 

 Focus group discussions were not 

recorded verbatim & were not 

analysed in-depth. 

 Eight participants struggled to 

understand how to use the visual 

rating scale.  

 All DVD chapters were shown in one 

go; however this was not how it was 

recommended to be used in practice. 

 

Author(s) & Date: Owens (2006)  Jones, Tuffrey-Wijne, Bernal, Butler, & Hollins 

(2006) 

Country of Origin: Australia  UK  

Title: Accessible Information for People with Complex 

Communication Needs 

Meeting the cancer information needs of people with learning 

disabilities: experiences of paid carers 

Objective(s):  To obtain views on how & where information should 

be accessible. 

 Evaluation of AI. 

 To explore how people with LD accessed & where 

supported to use a pictorial cancer information book in 

practice. 

Sampling: 17 participants with complex communication needs, 3 

parents, 2 SLTs, 2 agency reps and 1 advocate. 

5 participants with LDs and their 5 supporters. 

Design &  

Methodology: 

Aphilosophical qualitative study: content analysis of data 

collected from focus groups & interviews.  

Aphilosophical qualitative study: thematic analysis of non-

participatory observations & one-to-one semi structured 

interviews 
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Main 

Findings/themes: 

Main themes related to content; access to print; cover, 

graphics & colour issues and solutions and the human 

factors associate with accessibility to information. The 

recommended accessibility suggestions for the broader 

group with disabilities are also relevant for people with 

complex communication needs 

Data analysed revealed three themes 1) ‘Nobody told me’: 

the need for cancer information 2) ‘That reminds me’: telling 

my own story 3)’I don’t know much about cancer: the 

difficulties carers supporting the book. The paper focused on 

the third theme. Sub themes generated from carers 

perspective included: I don’t know much about cancer; who’s 

responsibility is it and inexperience in dealing with the 

emotions around cancer. 

General findings suggest that whilst the accessible cancer 

information was useful, the supporters struggled with the task 

of providing and additional information about cancer. 

Strengths & 

Limitations: 

 Ethical approval not reported. 

 People with complex communication needs were 

involved. 

 Consumer-generated guidelines were produced.  

 No reference made to the accessibility of the 

recruitment information. 

 No information on the inclusion/exclusion criteria & 

how final participants were selected. 

 The exact group composition unknown. 

 The role of the non-communication impaired 

participants was hidden within the data. 

 The focus groups and interviews were not digitally 

recorded, just real time transcriptions.  

 No reference made to ethical approval. 

 Limited description of the analytical process. 

 Ethically approved 

 Only one of the five participants had cancer. 

 Unclear if observations were digitally recorded, although 

dialogue was recorded. 

 Process of data analysis not reported. 

 Only the findings from one theme were reported. 
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Each of these seven relevant primary research articles are explored in more detail 

in terms of rigour, credibility and relevance. For ease of reference the critical 

appraisal of the seven studies is presented in the same order as in Table 2. 

The critical appraisal will begin with the only two quantitative studies found within 

the literature review, both of which aimed to explore the effectiveness of two 

specific AI resources; one of which was a video about psychology services and the 

other was a political manifesto. These two studies used different modes of 

information i.e. audio visual information and two-dimensional symbolised 

information. Both attempted to measure effectiveness using non-validated 

comprehension tests. It is interesting to note that these two studies investigated AI 

from two very different social settings/stakeholders - health and politics.  

 

Dunn et al (2006) conducted an experiment exploring how much information 

adults with mild to moderate LDs understood about psychology services before, 

during and after watching an accessible video. The video was designed with the 

intention of presenting information in a structured and accessible form, thus 

maximising people’s capacity to consent to treatment. However, no reference was 

made to the production of the video and what made it ‘accessible’. For a video to 

be accessible to the LD population, the dialogue would need to be significantly 

simplified; delivered at a slow pace - possibly with Makaton signing alongside; and 

the visual information would need to be concrete and therefore not ambiguous, as 

recommended in the national guidelines e.g. ‘Am I Making Myself Clear’ (Mencap, 

2002) 

The specific sampling method was not reported. Participants were recruited from a 

Social Education Centre and staff at the centre acted as gatekeepers by initially 

approaching the potential participants. Nineteen people in total participated in the 

study, although one participant discontinued half way through and was therefore 

not included in the analysis. The only exclusion criterion was that the participants 

had seen a psychologist in the last five years.  

The video was aimed at increasing informed consent about psychology treatment. 

Participants were required to watch an accessible video about psychology that had 

three sections; what a psychologist does, confidentiality and who is involved in the 

treatment. The before, during and after understanding of the psychology service 

was assessed using a non-validated comprehension test that consisted of the 
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same ten questions. The test was developed by members of the psychology team 

within the LD service. The participants scored one point per correct answer and 

zero for an incorrect answer. The researcher read all of the questions aloud and 

the participants answered verbally. The test consisted of both open ended 

questions e.g. ‘What does a psychologist do?’ and ‘What would you talk about?’ 

and closed questions e.g. ‘Does a psychologist keep what you say private?’ and 

‘Does a psychologist give medicine or tablets?’ No reference was made to the 

digital recording of the answers, therefore it is presumed that the researcher 

completed and scored the comprehension test as it was administered in real time. 

The reason for combining the two different types of questions was not explained.  

As some questions had a 50% chance of being answered correctly (i.e. a yes or 

no response), this would have affected the results. Prior to its use, the 

comprehension test was reviewed by a SLT team in order to assess the suitability 

of the language for the target population; however no details were provided as to 

what the review consisted of. Therefore it is presumed that the review was 

subjective feedback, rather than the use of a linguistic test of complexity. 

Overall, the results showed that knowledge of the psychology service significantly 

increased after watching the video and was better when asked after each short 

section rather than after watching the whole video. Data analysis was carried out 

using related t-tests. The participant’s knowledge of the psychology service during 

the video (comprehension test 2 = 6.21) was significantly greater than their 

knowledge before watching the video (comprehension test 1 = 2.16) (t (18) = 9.3, 

P< 0.01). After the video, the scores were still significantly greater (comprehension 

test 3 = 5.11) than their scores before watching the video (t (18) = 5.59, P<0.01). 

However, there was not a statistically significant difference in the scores from 

during and after the video (t (18) = 3.02, p = 0.07). These results suggest that on 

average the accessible video was effective in increasing immediate understanding 

of psychology services for the individuals who participated in the study.  

The long-term retention of the information was not investigated within this study. In 

terms of developing an effective accessible resource to aid informed consent (in 

line with the MCA, 2005) the use of such a resource would need to be carefully 

considered i.e. in terms of who and when it is implemented, as highlighted by 

Jones et al (2006). 
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This study provides evidence to support the effectiveness of a specific AI resource 

(a video about psychology services). However, it is unclear if the AI resource is 

transferable to other parts of the country; or whether it was specific to the 

geographical area that it was produced. The effectiveness of the video was only 

tested on individuals with mild to moderate LD and it is unclear if they had any 

significant communication difficulties/needs; therefore the sample was only 

representative of part of the LD population. It is unknown if the video would have 

been as effective for those with receptive language difficulties and a more severe 

level of LD. As a consequence of these unknowns there is inconclusive evidence 

on the effectiveness of this specific AI resource for the wider LD population. 

 

In the second quantitative study by Poncelas & Murphy (2007), the researchers 

investigated the effectiveness of using symbols through a randomised control trial. 

The aim of the study was to test whether a symbol-based political manifesto 

increased understanding. Two versions of a simplified manifesto were produced: 

one text based only and one symbol-based with text. Thirty four participants were 

randomly assigned to one of the two groups, although details of how they were 

assigned were not reported. The information was placed in front of the participants 

and slowly read aloud once, with the researcher pointing to the key words in each 

sentence. Participants were asked questions about the material immediately after, 

and after a 15 minute break, to assess understanding whilst the material was still 

in front of them. The findings illustrated a low level of understanding across both 

groups; therefore they concluded that the symbols did not necessarily improve 

understanding.  

In reviewing the reliability of this study it would seem that the researcher took a 

number of measures to ensure that the effectiveness was measured in a robust 

way, although there was a fundamental flaw. Poncelas & Murphy carried out two 

validated tests to assess the skills of the participants. Firstly, the British Picture 

Vocabulary Scale (BPVS) was used to score the participants’ receptive 

vocabulary; and secondly a subtest from the British Ability Scale (BAS) was used 

to test their reading ability. Whilst these two tests were used to assess the skills of 

the participants, symbolic understanding was not assessed. Through screening 

the participants’ understanding of visual information (i.e. symbolic understanding), 

the researchers would have been able to establish the participants’ baseline 
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understanding of symbolic information. Instead of testing their symbolic 

development, participants were asked if symbols help them to read, which was 

more subjective. Age and BPVS scores were normally distributed and therefore 

analysed by parametric statistics (t-tests). However, BAS scores were not normally 

distributed and group differences were therefore analysed by non-parametric 

statistics (Mann-Whitney U-tests for group differences; Wilcoxon matched-pair 

signed rank test for time one to time two differences).  

Similar to the study by Dunn et al, the resources used within the study were 

reviewed by an SLT. In the current study, the SLT reviewed the language and 

accessibility of the simplified manifesto, although this again appeared to be a 

subjective evaluation. However, in addition to the SLT review, the accessible 

manifesto was assessed using the ‘flesch formula’ which provided an index of 

reading ease. Overall, the accessible manifesto only came out at a ‘fairly easy’ 

level requiring an IQ score of 87 to understand it in full, which was the major flaw 

in the study. By definition, a person is only diagnosed as having a LD if they have 

an IQ score of 70 or less. Therefore, regardless of the use of symbols, the 

simplified information was too complex for any of the participants to have fully 

understood it. The researcher accepted this issue as a research limitation. Low 

level of understanding was apparent in both groups.  

The researchers reported that based on literature, the Widgit programme ‘Writing 

with Symbols’ was most commonly used in the UK. Yet the literature they used to 

draw this conclusion was dated between 1982 and 1987, therefore 10-15 years 

out of date. Within this time period there were huge developments in symbol 

software and other studies found different symbol systems to be more effective in 

terms of iconicity (Mizuko & Reichle, 1989). This is relevant when you consider 

that one of their findings showed that those who said they had seen the symbols 

before had a statistically significantly (P<0.05) better understanding for the second 

viewing of the AI resource.  

To summarise, the study attempted to tackle a very poignant issue of whether 

symbols support the effectiveness of an AI resource; however it failed to do so due 

to the linguistic level of the resource. Whilst some of the skills of the participants 

were matched in terms of the BPVS and BAS scores, their IQ scores and their 

symbolic development were not reported. Arguably, when testing the effectiveness 

of a new easy-read AI resource, having information about IQ requirements and the 
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level of understanding of visual information should be central. These factors could 

influence the results. Interestingly, the method used included the reading aloud of 

the text and pointing to the symbols. It is unknown what significance this had on 

the results. It would be interesting to compare the findings of different control 

groups who did not have this additional support. The question about the 

effectiveness of symbol-based AI remains unanswered. However, the 

simplification of the linguistic message should not be overlooked. Without 

adequate simplification it is clear that accessibility may not be improved, with or 

without the use of visual information.  

 

To conclude, both of the quantitative studies attempted to measure the 

effectiveness of a specific AI resource through the use of pre and post 

comprehension tests; one using a before and after design; and the other using a 

randomised control trial. Whilst one of the AI resources was proven to be effective 

at improving comprehension in the sample group, the other was not. As the 

resources were very different in terms of their content and mode, and different 

comprehension tests were used, it is not possible to directly compare the two 

studies. Although one of the studies was a small scale randomised control test, 

given its major flaw in terms of the failure to simplify the linguistic information to a 

level within the LD range, no reliable conclusions can be drawn about the 

effectiveness of symbols.  

Overall, the value of investigating the effectiveness of AI using non-validated 

comprehension tests alone is questionable. There will always be differences in the 

nature of the AI resources themselves, who accesses them and how they are 

implemented. The need for individualisation of AI rather than ‘one-size fits all’ was 

not considered within these two studies. In both studies the production of the 

resource was not reported nor referenced as being significant, and the 

implementation was only minimally described. Therefore, given the dearth of 

evidence on effectiveness, it does not mean than AI is not effective; it just remains 

unknown. 

 

In total there were three mixed method studies. In general, each of the studies 

reported on the qualitative process of developing and/or appraising a specific AI 
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resource or guideline as well as a quantitative element in investigating the 

effectiveness. 

Strydom et al (2001) investigated the experiences and opinions of people with 

LDs concerning the use of psychiatric medication, for the purpose of developing AI 

about the medication. Data was collected by service-user questionnaires that were 

administered by an interviewer and there were further consultations to evaluate 

the sample AI leaflets. The questionnaires were described as having structured 

and semi-structured sections and used open questions to limit acquiescence, 

encourage free speech and first-hand reports. During the questionnaires 

participants were given the opportunity to specify what type of information they 

would find useful. Given the nature of the data collected and the reported findings, 

this study appeared mostly qualitative. Some quantitative findings are reported in 

terms of basic descriptive statistics i.e. percentages of types of medication and 

basic degree of comprehension. No reference is made to ethical approval and the 

only evidence of reflexivity within the data collection was the choice of interviewer. 

Data was collected from twenty one participants who had LDs and mental health 

problems. No information about their level of LD, level of functional communication 

or the nature of their mental health needs was provided. They were approached in 

three locations: psychiatric clinic, staffed residential home and social session.  

In-depth analysis of the data was not apparent. Basic findings were reported such 

as most people could name their medication by mentioning a brand or generic 

name; two-thirds of the participants received help with taking their medication; a 

large proportion of participants could not name any side-effects of their medication 

etc. These findings were then used to produce an AI medication leaflet. Following 

the production of the leaflet, four in-depth individual consultations were carried out 

to measure the accessibility and attractiveness of the sample leaflet. The people 

consulted had a LD and varying degrees of reading ability. Feedback consisted of 

difficulties reading the names of the medication, difficulty understanding some of 

the symbolic information and a preference for large leaflets. The author considered 

the feedback and made subsequent changes to the leaflet.  

Although this study investigated experiences and opinions of people with LDs on 

using medication, only 67% of the participants were taking medication at the time. 

It is widely accepted that people with LDs can have a range of memory (Murphy & 

Clare, 1995), comprehension and communication difficulties. Therefore, the ability 
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to recall past events with accuracy is questionable and for that reason the 

trustworthiness of 33% of participants who were not taking medication but had in 

the past, is questionable.  

To summarise, this study is a good example of service user involvement in the 

development of an AI resource, although the methodology and analysis was poorly 

reported. No reference was made to a particular analytical approach and the data 

was only described at a basic descriptive statistical level. It is useful that the 

author recognised the need for AI and used the data to produce such a resource. 

A robust design would have generated rich data sets that could have led to further 

developments in the field. For example, what were the implications of not having 

AI about psychiatric medication? What difference did the AI make? Were the 

leaflets effective, i.e. following the implementation did the participants have a 

better understanding of their medication and its side effects? Although this was a 

relatively poorly reported study, out of all seven relevant primary research studies 

it is the one that has been cited the most. The issue of psychiatric medication and 

the clinical governance surrounding medication management may well have 

contributed to the frequency of its citation.  

 

Rodgers & Namaganda (2005) in their article described the ‘Information for All’ 

project and reported on all three elements of the project (interviews with 

information providers, review of written evidence and development and testing of 

guidance with the information providers). None of these three elements were 

described in great detail. The research was carried out by the Norah Fry Research 

Centre and Royal National Institute for the Blind (RNIB) in the UK, and was 

ultimately aimed at creating guidance on making information easier for people with 

LDs. To do this they initially collected data from interviews. Their sampling was 

comprehensive, and representatives from thirty anonymous national organisations 

that provide AI were interviewed. The article reported that the findings from the 

interviews were analysed using qualitative analysis although only a vague 

analytical explanation was provided i.e. major themes were identified using a 

constant comparative approach and were compared for similarities and 

differences. Topics identified from the interview data were then used to inform the 

literature review.  
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Following the interviews and literature review, general principles were identified 

that formed the basis for the guidance e.g. guidance on ‘working together’ through 

to ‘computer-based information’. Once produced, the guidance was field tested 

and further data was collected from questionnaires. The questionnaires were 

described as being easy-to-use although exact details were not provided. Detailed 

analysis of the questionnaire results was not provided. Instead a couple of 

amendment examples were provided i.e. revising words to make them easier to 

understand. Whilst this multifaceted research project led to the development of 

guidance that was evidenced based, it was unclear from the article which data 

source was used and to what extent. In terms of academic rigour, the article failed 

to report on many issues such as the ethical considerations recognition of 

research bias, rigour of analysis etc.  

This article was similar to Strydom et al (2001) who also used a process of 

interviewing, development of a resource and testing of the resource. However, 

whilst done in collaboration with service users, Rodgers & Namaganda focused on 

the information providers. They highlighted the importance of making information 

for sections of the community, including black and minority ethnic groups. They 

found that there was necessity for clear aims when planning information; the best 

format or media for sharing information needs to be considered; and it was 

important to work with the intended audience when creating information. The 

‘Information for All’ guidance provided a starting point in the sharing and 

development of approaches to making information easier for people with LDs. The 

authors stated that this process needed to be continued, with more dissemination 

of techniques that people have found successful, as well as further formal 

research. They also reported that hard and fast rules about what made information 

accessible has not yet been reached. 

 

Boyden et al (2009) developed a visual rating scale that was used to review a 

DVD about psychology services, also aimed at facilitating informed consent 

(therefore similar to Dunn et al, 2006). Boyden et al chose to ‘review the DVD’ 

rather than use a pre and post comprehension test to measure effectiveness. The 

visual rating scales were completed within a focus group setting rather than on an 

individual basis. Individual comprehension of the DVD was not assessed.  
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In the Dunn et al study, the video about the psychology service was approximately 

7 minutes long, however the DVD used in the Boyden et al study was 34 minutes 

in length, therefore considerably longer. Given the findings of the Dunn study, in 

terms of the retention of information following sections of the video rather than the 

video as a whole, it is surprising that a DVD of such length was developed.  

There was evidence that some of the ethical issues were considered in terms of 

the production of AI about the study. However the negative impact of the fact that 

some participants were excluded as they struggled to understand the visual rating 

scale was not reported. Therefore whilst 29 service users signed up for the study, 

only 21 people with mild learning disabilities were actually included. These 21 

participants were then organised into three focus groups. A fourth focus group was 

also conducted with a group of six SLTs and two Occupational Therapists, to 

ascertain the views of allied health professionals.  

Each focus group had two facilitators with two distinct roles: one took the lead on 

generating discussion, whilst the other recorded detailed field notes of the group 

discussions. In order to evaluate the DVD’s accessibility, an approval rating was 

obtained on a 10-point visual analogue scale. These visual rating scales were 

used so that each participant was able to evaluate each DVD chapter on a scale of 

1 (lowest approval) to 10 (highest approval). The act of approving or sanctioning 

something differs from effectiveness questions such as ‘did the DVD improve 

understanding?’ This draws another distinction between this study and others as it 

was aimed at ‘reviewing’ rather than ‘testing effectiveness’. 

The results illustrated that some variation in the data existed between individual 

group participants who provided negative evaluation of chapters of the DVD. Mean 

scores for each of the three groups and each of the six chapters showed positive 

overall evaluations. Follow-up analyses exploring pairwise difference among the 

chapters means (using the Gabriel test) indicated significant difference between 

the lowest rated chapter (Chapter 1 - Introduction) and the highest rated chapter 

(Chapter 5 - Cognitive Behavioural Therapy) (p<0.024). No differences were 

indicated between the other chapters. Overall they proposed that the evaluations 

of the DVD demonstrate suitable consistency from the approval rating data. 

The discussions that took place within the focus groups were not transcribed and 

used as data within this study, although some responses were considered and 

used to amend the DVD i.e. reducing the background noise. As the discussions 
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were not formally recorded, the potential wealth of information and qualitative 

contribution of people with LDs in primary research seemed to have been an 

omission.  

Boyden et al do reflect on the limitations of their study in terms of the complexities 

of the visual rating scale and that a 1-5 scale might have been more appropriate. 

Overall, they felt that evaluation of the DVD using the visual scale within a focus 

group setting was positive, in light of the fact that people with LDs had a major 

influence on the final editing of the DVD. However, a robust qualitative approach 

would have added to the trustworthiness in terms of collecting data of the views of 

the participants involved, rather than the use of an approval rating.  

 

To summarise, the mixed method studies relevant to this research programme 

drew on a range of approaches within each study. Unfortunately, in doing so the 

details of the studies are not described in depth resulting in poorly reported 

research. Fink (2010) explains that if literature reviews are based on research that 

is less than high quality, the results will be less than accurate. High-quality studies 

are characterised by designs that have clearly formulated research objectives and 

questions, rigorous research plans, valid data collection and exacting data 

analysis and interpretation. None of the mixed method studies meet these 

standards; therefore the descriptive synthesis is limited by both the quality and 

content of the available literature. The focus of each of the mixed method studies 

was more on ‘reviewing’ rather than testing effectiveness or exploring psycho-

social elements in depth. The processes used to review either specific resources 

or guidelines involved some form of questionnaire or interview, methods which are 

easily utilised in everyday AI practice.  

 

The final section of this critical appraisal includes the descriptive review of two 

qualitative studies. Rather than trying to answer effectiveness questions, the 

qualitative studies attempted to answer broader questions relating to human 

dimensions and experiences relating to AI. Study one explored the use of AI with a 

wider population and the second study explored issues relating to the 

implementation of a specific resource.  

In the Australian study by Owens (2006), rather than exploring the AI needs of 

people with LDs, the AI needs of people with broader complex communication 
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needs were investigated. Owens directly involved participants with complex 

communication needs rather than solely relying on others to advocate for their 

needs.  

The aim of the study was to obtain views on how and where information should be 

accessible and to evaluate existing AI. Given the aims, the decision to conduct 

focus groups and interviews was appropriate. An additional outcome of the study 

was the development of guidelines for providing AI to people with complex 

communication needs.  

Owens used a comprehensive recruitment process involving a wide range of 

methods, which included information on websites and the distribution of flyers. 

Two different groups of participants were recruited; those with complex 

communication needs and those with an interest in the accessibility of information 

for people with these needs. In light of the methods used to advertise the study, it 

appeared that the latter group was the main target audience who seemed to act as 

a gatekeeper to the recruitment of the people with complex communication needs.  

In total six focus groups and seven individual interviews were carried out which 

included seventeen people with complex communication needs. The focus group 

composition was not reported. It was mentioned that some participants required an 

additional person for support; however the role of the significant other person was 

also not reported. More transparency about the role of the significant other would 

have led to a better understanding of the real contribution of the participants with 

complex communication needs, as argued for by (Walmsley, 2004). 

Digital recordings of the focus groups and interviews were not taken. Instead, a 

scribe was described as recording the responses verbatim. As the data could not 

be checked back to original recordings, it puts the trustworthiness of the data into 

question, as well as the risk of important data being missed from the analysis.  

Minimal description of the analytical process was provided i.e. participant 

comments were coded using latent content analysis techniques. No description 

was provided on how the themes were derived and if there was sufficient data to 

support the findings.  

The themes that were identified were organised into four main categories: content 

issues and solutions; access to print issues and solutions; physical access issues 

and solutions; and human factors associated with accessibility to information. As 

the findings are presented as a whole, it is unclear if the data is derived from the 
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participants with complex communication needs or the participants with an interest 

in AI (i.e. it is unclear who made the comments that were quoted as they were 

introduced as ‘they said’ and ‘comments from participants included’).  

Overall, participants explored issues and made recommendations for content, 

visual and audio supports, print accessibility, physical access and human support 

for information access. These findings led to the development of consumer-

generated accessibility guidelines. Whilst the study goes some way to engage 

people with complex communication needs in the production of guidelines, the 

issues identified with both the data collection and analysis reduce the impact of 

their involvement. Owens’s findings are not novel but do reinforce what was found 

in the ‘Information for All’ project in the UK. The data goes some way to highlight 

that the need for AI is wider than the LD population. However, it is unknown 

whether AI resources are appropriate or effective for those with differing 

communication needs. There potentially needs to be some caution in categorising 

all individuals with complex communication needs into one group, as their needs 

could vary greatly e.g. people with aphasia may have different AI needs to people 

with LDs. Whilst Owens suggests that there may be some commonality in the 

production of AI for people with complex communication needs, this was not 

investigated within the study.   

 

The final study was by Jones et al (2006). Like others, Jones et al focused 

specifically on one type of information. Rather than investigating the effectiveness 

in terms of increased comprehension or reviewing the resource, they explored 

paid carers’ experience of implementing accessible cancer information. The study 

aimed to explore how people with LDs accessed and were supported to use a 

pictorial cancer information book in practice. Five participants and their carers took 

part in the study which utilised a non-participatory observation and a follow-up 

semi structured interview. It was not stated if the observations were digitally 

recorded and it was unclear if the researchers’ field notes were included in the 

analysis. However, the interviews were tape-recorded and transcribed and formed 

the basis of the data analysis. Details about the data analysis were minimal. The 

article states that the data was analysed for reoccurring themes yet did not report 

what qualitative approach was taken and how the themes were derived. Whilst 

three main themes were mentioned, only one theme was described in depth within 
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the article. The theme that was focused on was the ‘experience of paid carers’. 

Generally the findings from this theme were well presented and they made good 

use of quotes to illustrate key points, adding credibility to their findings. 

Their main finding was that whilst the accessible cancer information was useful, 

the supporters (i.e. outreach worker, support worker, service manager etc) 

struggled with the task of providing additional cancer information.  

It is encouraging that there is an example of primary research which has focused 

on the implementation of an AI resource. Whilst there are some weaknesses in 

relation to the inclusion criteria of the participants (i.e. only one participant actually 

had cancer and the others had a relative who had cancer) and the thoroughness 

of the data analysis, the study does have strengths in reflexivity and ethical 

considerations. Issues relating to the power imbalances between the researcher 

and participants were considered and AI resources were produced for the 

recruitment process.  

Their findings uncovered an interesting question about ‘who’ implements an AI 

resource. With a complex health issue such as cancer, it is questionable if it is 

appropriate for a paid carer to go through such a resource, especially if they do not 

have a health background. Arguably, there is scope for a health care professional 

to fulfil this role due to the increased ability to provide additional information. Very 

few, if any, AI resources provide guidance on who should implement them. Jones 

et al findings would suggest that this is an issue that the authors of such resources 

should be mindful of. It also highlights a gap in the evidence that requires further 

investigation. The issue of who implements AI could be a wider issue and not one 

that purely relates to health information. In addition to considering who implements 

the resource, it is clear that ‘how’ the resource is implemented also warrants 

further investigation.  

 

To conclude, both of these qualitative studies focused on different psycho-social 

elements i.e. the interaction between social and psychological factors of AI for 

people with LDs. The Owens study raised questions about the use of AI for the 

wider population who have communication difficulties and the Jones et al study 

raised the question about who should implement AI. Both of these psycho-social 

issues are important to the future of AI practice, although both require further 

investigation looking at AI across-the-board. It would be interesting to understand 
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more about how individuals from different care groups (i.e. people with aphasia 

verses people with LDs) perceive, access and comprehend the same AI resource. 

Whilst there is some research exploring ‘who’ should implement certain AI 

resources, there is a dearth of research that explores ‘how’ AI resources are 

implemented. Although the qualitative research investigating the psycho-social 

elements is limited to two studies, given the dynamic nature of AI, it appears that 

qualitative research approaches are more appropriate to this field.  

 

 

2.4 CONCLUSIONS OF THE LITERATURE REVIEW  

In drawing conclusions from the analysis and interpretation of the pertinent 

literature, it is important to review the original objectives of this literature review, as 

listed below: 

 To collate and critique all literature broadly relating to AI for people with 

LDs, to include both published and grey literature. 

 To map and appraise the relevant primary research relating to AI and LD, in 

order to explore both the perceived effectiveness of AI for this population 

and the psycho-social elements.  

 To explore the relevance of symbolic development on the production and 

implementation of AI.    

The first objective was adequately achieved through the comprehensive search 

strategy that was adopted to safeguard against missing any literature, particularly 

qualitative research. The literature review was systematic in its approach, explicit 

and reproducible. In total, 121 articles initially appeared to meet the inclusion 

criterion and were read in full, of which there were only seven relevant primary 

research studies. All relevant primary research took place between 2001 and 

2009. Whilst some studies had similar themes, they all had a different focus on AI 

for people with LDs.  

The second objective was to map and appraise the qualitative and quantitative 

evidence relating to AI and LD, in order to explore both the potential effectiveness 

of AI for this population and the psycho-social elements. Whilst the review dealt 

with a small volume of research, some specific psycho-social elements of AI were 

highlighted i.e. consideration of the person who implements the AI resource; as 

well as effectiveness questions that were explored, such as do symbols help. 
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Overall, the quantitative studies explored effectiveness through the use of pre and 

post comprehension scores. The mixed method studies focused on reviewing or 

appraising an element of AI practice in both general terms and in relation to one 

specific resource, whereas the qualitative studies used focus groups and 

interviews to explore broader psycho-social issues relating to AI.  

 

Finally, the third objective was to explore the relevance of symbolic development 

on the production and implementation of AI people with LDs. None of the relevant 

primary research studies specifically mentioned symbolic development, not even 

Poncelas & Murphy (2007) who focused on the effectiveness of symbols. 

Arguably, participants’ level of symbolic development is an important factor in 

effectiveness studies, in particular randomised control trials that are investigating 

the effectiveness of specific accessible resources. It is important to note that whilst 

the terminology ‘symbol development’ was not used, a number of studies did make 

reference to the nature of the visual information within their specific AI resource.  

The importance of AI within modern LD services and the wider society cannot be 

underestimated. The effective use of AI enables people with LDs to be empowered 

to make informed choices, influence their day-to-day life, work towards meaningful 

employment etc. It could therefore be argued that AI is a tool for empowerment to 

allow this population to lead normal lives. Unfortunately, the comprehensive 

search of the literature highlights that there is little high quality evidence relating to 

AI for people with LDs. The primary research that has been undertaken provides 

limited evidence to reinforce the importance and impact of AI in today’s society, as 

the research has been largely specific resource focused rather than investigating 

AI holistically.  

 

2.4.1 Key findings and contributions of the primary research that makes a 

significant contribution to the field 

There have been a number of key findings and contributions that have been 

identified through reviewing the literature relating to AI for people with LDs, which 

are explored in turn below.  

To date, the majority of literature relating to AI is secondary in nature i.e. anecdotal 

reports, expert opinions and discussions. Jones (2000) states that there is an 

urgent need to identify, underpin and promote good practice in relation to 
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supporting the communication needs of people with LDs. In today’s practice there 

have been few research developments.  

There is a dearth of high quality primary research in the field, only seven primary 

research studies out of 121 reviewed articles. The majority of the mixed method 

primary research was poorly reported in terms of its data collection and analysis, 

which raised concerns about the loss of potentially important data which could 

make a significant contribution to the field. For example in the study by Jones et al 

(2006), they did not appear to digitally record the observations of the cancer 

information being implemented; and Boyden et al (2009) did not record the focus 

group discussion during the review of the psychology DVD. Without question, 

involving participants who have LDs and complex communication needs can be 

challenging and requires highly skilled researchers. There can also be 

complexities in recording and transcribing these participant’s contributions in terms 

of their use of non-verbal communication and dysarthric speech. However these 

complexities are not justification to exclude people with LDs in research, to hide 

their voices within the data or to devalue their contributions by not formally 

including their data in the analysis.  

 

Overall, there are three main contributions of the literature critiqued within this 

review as summarised below: 

 The use of bespoke (although non-validated) comprehension tests that 

were specifically designed with a particular AI resource in mind, are 

potentially useful in measuring the effectiveness of a specific AI resource.  

 The demand for AI appears wider than the LD population. The evidence 

suggests that other people with complex communication needs may require 

similar support. 

 The evidence suggested that the person who is implementing sensitive and 

complex information (such as cancer information) needs careful 

consideration in terms of being able to answer additional questions about 

the information.  

 

2.4.2 Gaps in the literature 

When considering AI for the LD population there will always be three variable 

elements: the accessible resource, the person with LDs/the target audience and 
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the communication partner who is implementing the resource. Table 3 summarises 

the difference in these three variable elements in the five primary research studies 

that focused on a specific accessible resource. 

 

Table 3: An overview of the relevant primary research which investigated a 

specific accessible resource 

 

 

 

Reference to the 

accessible 

resource 

Reference to the 

person with LDs 

Reference to the 

communication 

partner 

Dunn et al (2006) 
Video about 

psychology 

services 

 

Mild/moderate LD 

 

None 

Poncelas & Murphy (2007)  

Symbol based 

manifesto 

LD & verbal 

communicators 

with good vision 

& hearing (BPVS 

& BAS scores) 

Information read 

aloud & symbols 

pointed to 

Strydom et al (2001)  

Easy read 

psychiatric 

medication 

LD & verbal 

communicators 

with varying 

degrees of 

reading ability 

 

 

None 

Boyden et al (2009) DVD about 

psychology 

services 

 

Mild LD 

 

None 

Jones et al (2006) Easy read cancer 

information 

 

 

LD 

 

Paid carer 

  

Table 3 highlights some of the variability in the three elements of the Triangle of 

Accessibility. It is apparent that each study focused on different accessible 

resources. Four of the five studies focused on health AI and the other on political 

AI. The two most similar resources were the video and DVD about psychology 

services (Dunn et al & Boyden et al). The other three accessible resources were in 

an easy read format. In reference to the person with LDs/the participants, the 

reported details within the study were limited. Often the articles failed to mention 

what level of LD the participants had and the only reference made to their 

communication was that they were verbal communicators. Based on the reported 

information or level of engagement required within the study, it appeared that most 

of the individuals with LDs who participated in the research were verbally able 
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communicators who mostly had a mild LD. Poncelas & Murphy were the only 

researchers who investigated the individual’s skills and needs in more depth.  

Finally, you can see that the communication partner or the person implementing 

the accessible resource was only referenced in two of the studies. Although Jones 

et al discuss the importance of considering ‘who’ implements the accessible 

resource, they fail to report on ‘how’ the paid carer implemented the cancer 

information. The role of the communication partner in the implementation phase of 

AI clearly warrants further investigation in terms of their skills, knowledge, 

experience and attitude.  

Table 3 offers a brief overview of some of the differences in specific resource 

focused research. Given the variations in the three key elements, the need to 

develop research studies that do not only focus on a specific AI resource is 

evident; as was achieved by Rodgers & Namaganda (2005) and Owens (2006). 

 

The field of AI and LD has numerous guidelines that make similar statements 

internationally about the production of AI. Rather than adding to the database of 

guidelines there is the need to review the existing guidelines in light of the 

research findings within the field. It is unknown from the research literature what 

direct impact the legislation and/or guidelines had on AI practice. There may have 

been some inferred influence on the research design, for example the MCA (2005) 

may have influenced the need to investigate the role AI has in supporting people 

with LDs to make informed decisions about psychology intervention (Dunn et al 

2006 & Boyden et al 2009).  

 

People with LDs should be central to AI research, however there is a danger that 

their ‘voice’ is lost when reporting the findings. This appeared to be a gap within 

the literature reviewed. Where significant others are used to support people with 

LDs in the research process, the part they play should not go unreported. 

 

Due to the lack of research in the field, an iterative qualitative approach is needed 

to generate data that investigates AI practice holistically rather than narrowly 

focusing on the effectiveness of one specific accessible resource. Further 

qualitative research needs to be of a high quality, in terms of its data collection and 

analysis in order to add credibility to the use of AI. The focus to date has mainly 
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been on the production of AI and the literature fails to report on the dynamic 

interaction between the person with LDs, their communication partner and the 

accessible resources (i.e. the implementation). There is not a strong evidence 

base to demonstrate the effectiveness of AI, and effectiveness questions are 

unlikely to be answered until more is known about the psycho-social aspects of AI.  

The identification of these major gaps has influenced the design of this PhD 

programme as described below.  

 

2.4.3 Implications for the current research programme 

The findings from the literature review have been pivotal in the design of this PhD 

research programme. The literature review findings that showed that AI practice is 

in its infancy even though it is grounded in national guidelines, policy and 

legislation. 

 

The need to move away from specific resource focused research has been 

identified through the dearth of primary research that has focused on the 

implementation of AI. A novel approach to AI as ‘process’ is adopted, resulting in a 

movement away from specific resource focused research.  

 

The programme of research reported on in this thesis aims to investigate current 

AI practice across a range of stakeholders and the implementation stage of AI in 

more detail, as neither of these elements have been previously researched. 

 

Chapter Three: A Scoping Exercise to Investigate Stakeholders’ Firsthand 

Experience of Producing and Implementing Accessible Information  

 

Chapter Four: An Observational Study to Investigate the Dynamic Behaviours 

involved in the Implementation of Accessible Information at a Clinical Level for 

Adults with Learning Disabilities  

 

It is hoped that the findings from this programme of research will contribute to the 

development of practice in this field, and influence future production and 

implementation of AI both locally and nationally. 
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Chapter Three: 

 

A Scoping Exercise to Investigate 

Stakeholders’ Firsthand Experience of 

Producing and Implementing Accessible 

Information  
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3.1 INTRODUCTION 

This chapter describes the first investigation undertaken as part of this programme 

of research. This study was conducted between February 2009 and April 2010. 

This programme of research defines AI as the supportive process of making 

information easier for people with LDs and asked the question:  

 

‘What is the current experience of producing and implementing AI across a 

range of stakeholders?’ 

 

This research question was approached by scoping a range of stakeholders’ 

understanding as well as firsthand experience of AI for adults with LDs, in terms of 

both the production and implementation. Therefore the focus of AI was on the 

process rather than experience of specific accessible resources.  

This study builds on the literature review findings that showed that AI practice is in 

its infancy even though it is grounded in national guidelines, policy and legislation. 

By exploring the experiences of four distinct sampling groups within the 

Portsmouth City area, it was anticipated that the findings could inform AI practice, 

policy-making and further research in the field. 

 

In addition to reporting on the methodology and findings of this scoping exercise, 

special attention is paid to the measures taken to meaningfully and actively involve 

people with LDs in the research process. This includes from their input at the 

design stage, providing data for analysis and through to the dissemination of the 

findings. 

 

3.2 AIMS OF THE INVESTIGATION 

This study aimed to explore and investigate some of the pertinent issues 

highlighted in the literature review relating to AI and LDs which are summarised 

below: 

 Whilst AI is reported within national policy and legislation within the UK, little 

is known about AI practice from specialist LD services through to 

mainstream services. 
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 There is a dearth of evidence about the production and implementation of 

AI, as the research has largely been focused on specific accessible 

resources rather than AI as a process. However, there is evidence to 

suggest that there are potential benefits for the use of bespoke 

comprehension tests that are designed to test the effectiveness of a specific 

accessible resource; and the person who is implementing sensitive and 

complex information needs careful consideration (see Table 2). 

 There has been minimal inclusive primary research actively involving 

people with LDs and associated communication difficulties in the field of AI.  

 

The question ‘What is the current experience of producing and implementing AI 

across a range of stakeholders?’ was approached through the following sequence 

of objectives: 

1) To recruit a range of stakeholders to explore their firsthand experience of 

producing and implementing AI for adults with LDs. 

2) To conduct a series of discussions with participants in order to illuminate 

the range of skills, knowledge and attitudes relating to AI. 

3) To explore how the research, national policy and legislation influences AI 

practice, in terms of both the production and the implementation.  

In order to achieve the above objectives an inductive qualitative approach, using 

two methods of data collection (focus groups and individual interviews) was 

utilised.  

  

3.3 PHILOSOPHICAL INFLUENCE AND DESIGN OF THE 

SCOPING EXERCISE STUDY 

A qualitative approach was selected as the most appropriate design for this 

scoping exercise study, as the focus was on the reported firsthand experience of 

the stakeholders, therefore sits within the qualitative paradigm. A qualitative 

approach sits with an interpretative tradition to seek understanding where little is 

known (Creswell, 1998). Mays & Pope (2000) describe qualitative research as the 

application of logical planned and thorough methods of collecting data, plus 

careful, thoughtful and above all rigorous analysis. It is a method that seeks to 

describe, understand and explain a particular phenomenon and to make visible the 
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experiences and perceptions of the participants (Marshall & Rossman, 1995). This 

is achieved by exploring data for how people perceive situations; to provide 

explanations of why something happens in a particular way; as well as looking for 

typologies or classifications that tend to have common characteristics, opinions 

and experiences.  

 

Within the field of qualitative research a number of terms such as paradigm, 

methodology and analytical approaches are used interchangeably by different 

authors. This contributes to the bewilderment surrounding the use of the term 

‘qualitative research’. This confusion has also been recognised by Pope & Mays 

(2006) who report on how the misunderstandings of qualitative research have 

been compounded by the terminology used.  

It is important to recognise the philosophical influence of this study in order to 

illuminate the researchers’ beliefs that in turn guided the design of the study. To 

avoid confusion with regards to the interchangeable terminology, the philosophical 

influence is defined as a set of beliefs about the world that guide the research 

(Holloway, 2005).For many social scientists, the choice of a particular research 

method is inextricably linked to a philosophical stance, or set of explanatory 

concepts, that provide a framework for thinking about the social world and inform 

their research. Some of the frequently referenced philosophies that inform 

qualitative methods include ethnography, phenomenology and grounded theory, 

further described in Table 4. 

 

Table 4: A comparison of the three main philosophies adapted from 

Holloway & Todres (2005) In Holloway (2005) 

 
Dimensions 

 

 
Phenomenology 

 

 
Grounded theory 

 
Ethnography 

 
 
Goal 

Describe, interpret & 
understand the 
meanings of 
experiences 

Develop a theory of how 
individuals and groups 
make meaning together & 
interact with each other 

Describe, interpret, 
and understand the 
characteristics of a 
particular social 
setting. 

 
 
Research 
question 

What is the structure 
of a particular 
experience? What is 
it like to be or 
experience a 
particular situation?  

What theory can be 
formulated from real world 
events and experience to 
explain this social 
phenomenon? 

How are people 
positioned in a 
particular social 
context and how do 
they interact with 
each other 
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Data 
gathering 

Focused on the depth 
of a particular 
experience, 
interviews, narratives 
etc. 

Open-ended beyond a 
general direction; a variety 
of methods in which the 
questions may change at 
different stages depending 
on the data that are 
emerging and clue from 
the literature. 

Through intensive 
fieldwork, participant 
observation, 
interviews & visual 
data 

Analysis Thematic analysis 
which clarifies the 
meanings 

Use the analysis to inspire 
a creative & plausible 
theory. 

Coding and building 
patterns. Searching 
for the main building 
blocks of local 
culture & its themes. 

 

The scoping exercise study described in this chapter is in part influenced by 

phenomenology. Phenomenology is a philosophy that focuses on the ‘life-world’ or 

‘lived experience’ of human beings through their own descriptions. 

Phenomenology is not a consistent body of thought, and there are many variations 

with different implications for the way in which ideas are built on. Therefore it is a 

family of approaches. Phenomenology employs a set of methods to enable 

researchers to elicit rich descriptions of concrete experiences and/or narrative 

experiences (Langdridge, 2007). There is a focus on human experience as a topic 

in its own right and a concern with meaning and the way in which meaning arises 

in experience. It is important to note that the scoping exercise draws influence 

from phenomenology, rather than it being a phenomenological study in its full 

sense. Reference is made to the researchers’ philosophical influence to highlight 

the importance of investigating lived experience in relation to AI given the dearth of 

literature in the field. However, as lived experience of individual stakeholders’ is 

not explored in depth, rather a range of stakeholders lived experience is scoped, 

no additional reference is made to phenomenology.  

 

To widen the understanding of AI practice, it was recognised that data relating to 

‘lived experience’ needed to cross a wide range of boundaries from health, social 

and commercial. A scoping exercise aims to explore the range and possibilities 

within a given topic. Davis, Drey, & Gouls (2009) investigated the use of scoping 

exercises within nursing literature. They describe how scoping studies varied 

widely in terms of intent, procedural and methodological rigor. They found that an 

atheoretical stance was common, therefore the scoping exercises were not 

underpinned by a theory or hypothesis. Scoping exercises aim to map issues 
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within a topic through stakeholder consultations in order to identify further/future 

direction of research.  

Given the emergent nature of AI within day-to-day practice, the need to explore 

the current lived experience through a scoping exercise was recognised. In 

adopting an iterative stance it was hoped that new phenomena would emerge 

about AI practice. 

 

 

3.4 SAMPLING FRAMEWORK FOR THE SCOPING 

EXERCISE 

Qualitative research samples are not designed to be statistically representative of 

the research population. However, the sampling did aim to produce sufficient data 

to provide a thick description of current practice in the field. The sample was 

chosen because they had particular features or characteristics, which enabled 

detailed exploration and understanding of the central themes (Ritchie & Lewis, 

2003). 

 

This scoping exercise used opportunistic purposive sampling. The purposive 

sampling aimed to sample participants who reflected the maximum variation of 

producing and implementing AI. Other qualitative sampling methods were 

considered. As this scoping exercise was not aimed at generating or testing a 

theory, theoretical sampling was not appropriate. Given the consideration of the 

sampling framework, the sampling would not be described as purely opportunistic 

or convenient. 

There are a range of different approaches to purposive sampling designed to yield 

different types of sample composition, depending on the study’s aims and 

coverage. For example homogeneous (individuals who belong to the same 

subculture or have the same characteristics) and heterogeneous (individuals who 

vary widely from each other) are both types of sampling designs. For the purpose 

of this scoping exercise, the sampling can be further described as ‘stratified 

purposive sampling’ (Ritchie & Lewis, 2007). This hybrid approach aimed to select 

groups that displayed variation on a particular phenomenon, but each of which 

was fairly homogeneous; so that the subgroups could be compared.  



 

88 

 

The original sampling strategy aimed to collect data from five distinct sampling 

groups as described in Table 5. Participants were selected based on the inclusion 

criteria. 

Table 5:  Inclusion Criteria for Sampling Groups  

 
Sample 
Groups 

 
Inclusion Criteria 

 
Examples 

 

Adults with 
LDs 

 Intentional Communicators who are able 
to express themselves functionally using 
any mode of communication 

 Understanding at a two-word level + 

 Capacity to give informed consent with the 
use of practicable steps where 
appropriate 

 Age 16+ 

 Able to attend/concentrate for at least 20 
minutes 

 Some firsthand experience of AI 

 Live within the boundaries covered by 
Portsmouth City Teaching PCT 
 

The Kestrel Centre 
Service User Group, 
Day Services Users 
Group, Mary Rose 
student council 
(member 16+) 

Specialist LDs 
services 

 Health or Social Services 

 Direct clinical work with adults with LDs 

 Within Portsmouth City 
 

Portsmouth City 
Health & Social 
Community Services 

Mainstream 
public services 
  

 Services that adults with LDs currently 
access (NHS & local authority) 

 Within Portsmouth City 
 

Nurses, Advocacy, 
Local Colleges 

Commercial 
Businesses 

 Commercial businesses that could be 
accessed by adults with LDs 

 Within Portsmouth City 
 

High Street Banks, 
Supermarkets, 
Leisure Centres 

Speech & 
Language 
Therapists 

 Firsthand experience of working with 
adults with LDs 

 Employed by the local NHS organisation  
 

Adult Speech & 
Language Therapy 
Team 

 

The mainly homogeneous sample groups outlined in Table 5 encompassed a 

spectrum of people from the population within the Portsmouth City area from 

specialist to mainstream services; health and social care; commercial and most 

importantly adults with LDs themselves. The inclusion criteria for each sampling 

group aimed to identify information rich participants (in relation to the research 

questions) so that the subgroups could be compared.  
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There were a number of challenges and considerations when including people 

with LDs in primary research. Morris (1998) describes the development of 

appropriate communication skills as one of the greatest challenges for the 

researcher. The recruitment of adults with LDs was carefully considered and 

special attention was made to the communication strategies needed to include 

people with LDs in the scoping exercise. Further details of the reflexivity needed to 

involve adults with LDs can be found later in this chapter.  

 

3.5 RECRUITMENT OF PARTICIPANTS FOR THE 

SCOPING EXERCISE 

Given the significant differences across the sampling groups, a range of 

recruitment strategies were incorporated to meet the potential participants’ needs. 

Given the vulnerable nature of sampling group one (adults with LDs), a carefully 

planned and systematic approach was used, as illustrated in Figure 13. 
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Figure 13: Recruitment of Adults with Learning Disabilities Flow Chart 

Recruitment of Adults with LDs 

1. Researcher delivered a briefing session to the Community Learning 

Disability team at the Kestrel Centre. 

2. The accessible information letter and form was given to members of 

the Community Learning Disability team (Appendix 3.1) 

3. Members of the Community Learning Disability team approached 

adults with LDs who met the inclusion criteria based on their clinical 

judgement and prior knowledge of the person. In some instances it 

was more appropriate for them to make initial contact with the carer. 

 

4. If the person was interested in participating, they were supported to 

complete the ‘I’d like to help’ form (Appendix 3.2) and it was returned 

to the researcher. 

5. When the researcher received the ‘I’d like to help’ form she made 

contact with the person or carer and arranged a one-to-one meeting 

at a convenient time and place. 

6. At the one-to-one meeting the researcher assessed if the person met 

the inclusion criteria. This included identifying any communication 

needs. When the needs were identified, capacity to consent was 

assessed. She investigated if the person understood the following, 

 What research meant? What a focus group is? If they were aware    

 that they had the right to withdraw at anytime etc. 

7a. If they did not fully meet the 

inclusion criteria they were 

thanked for their time and 

informed about alternative 

accessible information forums 

that they could get involved in. 

7b. If they met the inclusion 

criteria then the accessible 

consent form was completed 

(Appendix 3.3). The researcher 

contact information was left 

alongside the ‘What happens 

next?’ form (Appendix 3.4) 
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Figure 13 illustrates the seven sequential stages involved in the recruitment of the 

adults with LDs. The key element of the recruitment strategy was that the local 

community LD professionals acted as gatekeepers. Through their individual 

clinical practice, they had assessed capacity for their own clinical intervention and 

were therefore positioned to make a judgement about the potential participants’ 

capacity; therefore whether or not it was appropriate to approach them about the 

study. Once the clinicians approached potential participants, and if they expressed 

interest (after reviewing the AI information sheets), they were supported to 

complete an accessible form of interest. On receipt of these forms, the researcher 

arranged to meet with the potential participants to ensure that they meet the 

inclusion criteria and to get informed consent for participation in the focus group. 

Through the use of AI about the study, the researcher was able to judge the 

functionality of the individual’s communication system, their level of understanding 

and their attention levels through informal screening methods adopted in her role 

her as a Principal SLT in the field of Adult LD.  

 

3.6 ETHICAL CONSIDERATIONS OF THE SCOPING 

EXERCISE 

Within this section, the ethical considerations are presented. Prior to data 

collection, full ethical approval was obtained from the Southampton & South West 

Hampshire Research Ethics Committee (B) and the local Research and 

Development department. A copy of the committee’s letter of final approval can be 

found in Appendix 3.5. 

Within the following two subsections, ethical issues relating to ‘informed consent’ 

and ‘risks, burdens and benefits’ are presented. 

3.6.1 Ethical considerations in relation to informed consent 

Participation in the research project was voluntary and participants had the 

opportunity to withdraw at any time during the course of the study. Each 

participant was fully briefed on the nature of the research and therefore informed 

consent was obtained in the form of a signature or a witnessed agreement 

signature for the adults with LDs who were unable to physically sign a form.  

For the participants with LDs, practicable steps were used in the form of 

accessible resources. These resources were used to support the individual’s 
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understanding of what it meant to participate in the research. Many researchers 

working with people with LDs have found that symbols, although widely 

recommended either as an alternative or as an enhancement to the written word, 

have not been easily understood (McVilly, 1995). Therefore the accessible 

research resources were not just given to the potential participants. Instead the 

gatekeeper went through the resources with them in order to support the 

comprehension of the information.  

The LD participants needed to be able to fully consent for themselves. This 

decision was made due to the expected level at which the individuals needed to 

participate in the focus groups. The researcher did not contact the LD participants 

herself as the recruited professionals acted as gatekeepers. They made 

judgements as to the appropriateness of who to invite to take part based on their 

clinical experience of working with the individuals. However, consent was 

assessed and obtained by the researcher during the one-to-one meeting.  

The personal information of each participant is anonymous in all the written 

material produced from the study. It was recognised that it may be possible for 

participants within each of the focus group to identify who made certain comments. 

To ensure ownership of the data and to help overcome this problem, each 

participant was given the option to receive a transcript of the focus group and the 

opportunity to remove any fragments of the text that they did not want included in 

the analysis. This option was given at the end of each focus group as part of the 

de-briefing.  

Each participant was debriefed at the end of the group or interview. It was not 

anticipated that the participants would be at risk as they were free to disclose as 

much or as little information as they wanted. It was not expected that any of the 

information disclosed would be upsetting in any way. However, in the unlikely 

event that anyone did experience negative effects from participating in the study, 

there was the opportunity to discuss it with the researcher at the end. Alternatively, 

details of the local LD services could have been passed on if additional support 

was needed.  
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3.6.2 Ethical considerations in relation to risk, burdens and benefits to the 

participants 

Firstly, reputational harm was considered. At the time of the data collection 

(2009/2010), the practical use of AI was not fully implemented.  Some participants 

may have felt as though they provided a poor service to people with LDs, which in 

turn may have impacted on their reputation. To overcome this problem, the 

services with limited experience of producing and implementing AI i.e. mainstream 

services, were recruited for an anonymous interview rather than a focus group. It 

was felt that the benefit from participating in this study (i.e. an increased 

awareness of the need and importance of AI for people with LDs) outweighed the 

potential and minimal reputational harm.  

 

The second consideration is confidentiality. The original digital recordings of the 

focus groups and interviews were labelled confidential and were kept on a local 

NHS Trust premises. They were stored under the trust’s data protection guidelines 

until such time as they can be destroyed. Restricted personnel had some access 

to the original recordings i.e. the PhD supervisors. The signed consent forms that 

were also labelled confidential and were kept separately from this thesis. 

 

There was a potential conflict of interest for the specialist LD service and SLT 

service data collection. As the researcher is an active clinician within these 

departments she did not feel as though it was appropriate to facilitate these focus 

groups herself. All of the participants were colleagues potentially reflecting on 

issues relating to the researcher’s clinical practice. Therefore two SLTs who had 

experience of facilitating focus groups, and who had some knowledge of AI, were 

identified to facilitate these groups in lieu of the researcher. 

 

 

3.7 REFLEXIVITY WITHIN THE SCOPING EXERCISE 

The term reflexivity in this context refers to the relationship between the 

researcher and participants. It was important for the researcher to critically 

examine her own role, potential bias and influence during the formulation of 

research questions, data collection, sample recruitment and choice of location. 

Reflexivity also relates to how the researcher responded to events during the 
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study and whether she considered the implications of any changes in the research 

design. 

Within this section reflexivity issues relating to the involvement of adults with LDs 

and the difficulties in recruiting commercial businesses are explored. For clarity, 

part of this section (text in italics) has been written in the first person as it relates to 

the direct actions that were taken to ensure reflexivity.  

 

‘In conjunction with studying for this PhD, it is important to note my personal skills 

in order to explain how the potential risks were reduced. I also worked full time as 

a Principal SLT in the area of Adult LD within Portsmouth City. I take the clinical 

lead on all issues relating to the communication needs of adults with LDs, 

including AI, within Portsmouth City. Through postgraduate education and training, 

I have highly specialised skills in communicating with adults with LDs at any level, 

which includes the use of AAC strategies such as symbol charts, Talking Mats, 

voice output communication aids and Makaton signing. My role also involves the 

formal and informal assessment of an individual’s communication strengths and 

needs. To ensure a good therapeutic relationship, I am experienced at carrying out 

communication assessment in both a subtle and sensitive fashion to ensure that 

the individual does not experience any sense of failure. In addition to my clinical 

skills, I am also experienced at organising and facilitating focus groups for the 

purpose of data collection for primary research. I have facilitated many groups 

involving people with LDs in the past for various reasons such as involving service 

users in the recruitment process of community nurses and service reviews. 

The findings from the literature review exposed that there has been minimal 

inclusive research actively involving people with LDs, especially those who have 

complex communication needs. Given that it is this population who are mostly 

likely to benefit from AI, I felt very strongly that this study should take all 

practicable steps to actively involve this population in all stages of the study. 

The first step taken to involve people with LDs was in relation to the recruitment 

documentation. It was unquestionable that I would produce easy read literature to 

make it easier for people with LDs to understand about taking part in the scoping 

exercise. It is recognised in the national guidelines that easy read resources 

should be appraised by the target audience. With this in mind I approached a 

locally based service user group to review and appraise the first draft of the easy 
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read resources. Invaluable feedback was given in reference to some of the 

wording that had been used, the layout and the appropriateness of the images. All 

of their feedback was taken on board and the documents were amended 

accordingly.  

Following ethical approval the resources were then used to recruit adults with LDs 

to the scoping exercise. As initial contact was made via a gatekeeper, the easy 

resources not only made the research information easier for the adult with LDs, 

but it also supported the discussion that took place with the gatekeeper. As a 

result the adults with LDs understood what their involvement would be and were 

ultimately able to give informed consent. The accessible resources also acted as 

an aide-memoire in the time period between recruitment and the day of the focus 

group.  

It was not only important for accessible resources to be used within the 

recruitment process, but also within the focus group to aid the group discussion. 

Verbally able individuals with LDs frequently have high level language difficulties 

(for example difficulties with verbal reasoning or understanding grammatical 

structures) that have the potential to impact on their ability to freely converse about 

abstract ideas within a group setting. Therefore I took a number of measures 

which are illustrated in Figures 14 and 15. 

 

Figure 14: Photographs of the room with the easy read information sheets & 

a close up  
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Figure 15: Photographs of the easy read questions and resources used 

within the group discussion 

 

The resources illustrated in Figures 14 and 15 proved to be beneficial in a number 

of ways. Firstly, rather than just asking the questions verbally the easy read 

questions supported the participants to stay on topic by reminding them about 

which element of AI was being discussed. Having the easy read questions 

mounted on flip chart paper also enabled me to use graphic facilitation (drawing 

key points) to capture the participant’s ideas and thoughts throughout the 

discussion. 
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Responding to open questions e.g. ‘Where should easy information be put?’ can 

be daunting for people with LDs; especially those with limited verbal 

communication and social communication difficulties. Therefore, I presented a 

range of ideas in a photographic form to facilitate the discussion. These resources 

were not used to lead the participants but rather to support them to focus on a 

certain issue. For example, with the ‘where’ question illustrated in Figure 15, the 

participants looked at the photographs and were then asked what they thought 

about each place and whether easy information should be put there or not.  

As in all group discussions, naturally some individuals are more dominant in the 

discussion and others are more passive; the LD focus group was no different. I felt 

that having a range of resources available gave the quieter members an easier 

way into the discussion as they could point to or pick up photographs to aid their 

response which is potentially less threatening than merely responding verbally.  

Overall, whilst a few extra steps were needed to meaningfully involve adults with 

LDs in the research process, all participants were able to participate without the 

need for a significant other person to support them, which resulted in transparency 

in the data as described by Walmsley (2004).’ 

 

3.8 SCOPING EXERCISE DATA COLLECTION 

To comprehensively scope the current experience of producing and implementing 

AI across a range of stakeholders within Portsmouth City, two methods were used 

to collect data from the sample groups previously described: 

 Focus groups 

 Individual interviews 

The selection of these two data collection methods reflected the appropriateness 

in achieving the objectives and choices made by other researchers in this field. 

The final choice of data collection for each sample group was dependent on the 

anticipated firsthand experience of the participants recruited for the study. LD 

services frequently use group forums with their service users to discuss ideas 

rather than one-to-one situations. Therefore focus groups are common practice for 

adults with LDs. Specialist LD services and SLTs are familiar with AI and therefore 

anticipated to be confident enough to reflect on their current practice within a 

group forum. Mainstream services may have had limited or no experience with AI 

and therefore may have felt apprehensive about participating within a group. 
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Focus groups are interactive group discussions, led by a trained moderator, who 

facilitates an unstructured (or loosely structured) discussion encouraging the equal 

participation of all group members (Stewart & Shamdasani, 1990). Focus groups 

aim to bring together a group of individuals with a common interest and to conduct 

a form of collective interview, with the advantage that relatively large amounts of 

rich data can be collected. Focus groups work by exploiting the benefits of group 

dynamics. The discussion amongst members of a focus group may provoke an 

exchange of views and revelations less likely to surface during one-to-one 

interviews. It has also been argued that the use of focus groups has the potential 

to raise consciousness and empower the participants (Holloway & Wheeler, 1996). 

An interview is a conversation with a purpose. The conversation is initiated by the 

interviewer for the specific purpose of obtaining data relating to the research 

objectives (Cohen & Manion, 1989). Face-to-face interviews offer the possibility of 

modifying one’s line of enquiry, following up interesting responses and 

investigating underlying motives in a way that postal and other self-administered 

questionnaires cannot (Robson, 1993). 

 

Each of the focus groups and interviews followed a basic topic guide which is 

described below: 

 

a) Background knowledge: 

What is their understanding of AI? 

Who needs AI? 

b) Researcher overview of the topic, building on the responses from the initial  

questions 

c) Firsthand experience: 

What AI have they seen and what did they think of it? 

What information do they think is important to be made accessible? 

Have they used AI? 

d) Production and implementation: 

Have they helped to make AI? 

Where do they think AI should be put? 

e) Promoting and inhibiting factors: 

With what they know, what has been good and what has been bad about AI? 

continued… 
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f) Role and responsibility  

Who should make AI? 

Who should put AI in the places suggested earlier? 

 

 

The interactive probing and questioning methods adopted allowed flexibility in the 

structure and content of interviews and focus groups. This facilitated the 

exploration of individual circumstances and experiences in a way that was 

responsive to the accounts of individuals from the distinct sampling groups. This 

was essential for the detailed investigative approach that the study required, given 

the exploratory nature of the aims and objectives. 

For the first sample group a number of different modes of communication were 

included to support comprehension of the questions and aid the data collection (as 

described in the reflexivity section). Each of the question topics were produced in 

an easy read format. A few examples can be found in Figure 16. 

 

Focus Group Resources

Who needs ‘accessible information’?
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Focus Group Resources

Where should easy information be put?

 
Focus Group Resources

What are the bad things about

easy information?

 

Figure 16: Examples of the accessible questions used in the Adult LDs 

Focus Group 
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The topic guide was similar for each of the sample groups, although the 

complexity of the language used was adapted according to the needs of the 

participants. Although an iterative approach was used in this study, preliminary 

analysis occurred after each sample group. This preliminary analysis informed the 

nature of questions, within each topic, in the subsequent focus groups and 

interviews.  

 

3.9 SCOPING EXERCISE DATA ANAYLSIS 

The aim of the analysis was to ensure credible and trustworthy findings, which 

provide a thick and in-depth description of the stakeholder’s experience and 

understanding of AI. The analytical approach applied to the data was based on the 

principles of Ritchie & Spencer (1994) Framework method of data management 

and thematic analysis. 

3.9.1 The Framework approach to thematic analysis 

Analysis of the qualitative data is a continuous and iterative process that firstly 

requires management of the data and secondly involves making sense of the 

evidence through descriptive or explanatory accounts. There are three general 

features of Framework that aid thematic analysis: 

 Easy access to the synthesised data so that it can be continually revisited. 

 The ability to look within cases across a range of different themes or 

phenomena. 

 The ability to move rapidly between thematic and case based analysis 

because of the matrix display.                                  

               (Ritchie & Lewis, 2003) 

 

Framework involves the systematic analysis of verbatim material within a thematic 

matrix. The key topics and issues that emerged from the data were identified 

through familiarisation with in-depth interview and focus group transcripts. From 

this, a series of charts were then drawn up and data from each transcript was 

summarised under each initial theme. Data from each case was then mapped 

within a set of charts. These then formed the basis for detailed exploration of the 

charted data. This included exploring the range of views and experiences, 
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comparing and contrasting individual and group data and seeking explanations for 

similarities and differences within the data. 

It was not felt necessary to use a computer software programme to manage the 

data as Microsoft Excel 2007 was felt to be adequate for charting and managing 

the data.  

 

3.9.2 Stages of the thematic analysis 

The researcher adopted and adapted the Ritchie & Lewis (2003) analytic 

hierarchy, illustrated in Figure 17. The hierarchy involves a number of different 

analytical tasks which enabled the researcher to make sense of the data. This 

hierarchy could be applied to many different approaches to qualitative analysis, 

however this version relates to the cross-sectional thematic analysis. For ease of 

reference, each stage of the thematic analysis is described in Figure 17. 
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Figure 17: The stages of thematic analysis adapted from Ritchie and Lewis 

(2003) Analytic Hierarchy 

Stage 1: RAW DATA                                                                                                              
Familiarisation with the seven verbatim transcriptions (Appendix 3.6), Cases One to Seven.  

Stage 2: Identifying initial themes                                                                                        
Transcriptions were  searched for significant units of meaning relating to the research 

question. These formed the basis for the initial themes.   

Stage 3: Labelling or tagging data by theme                                                                                           
All of the significant data within each transcription was assigned to a theme, testing that the 

indexing was sufficient. 

Stage 4: Sorting data by theme (in cross-sectional analysis)                                                             
All of the tagged data from the seven cases was sorted into charts (Appendix 3.7).  

Satge 5: Summarising or synthesising data                                                                                     
When the data was summarised in the charts the original words and language of the 

participants  was retained. 

Stage 6: Identifying elements and dimensions, refining categories, classifying data  
Independent peer review by two experienced qualitative LD researchers followed by a group 

discussion with the researcher to identify the significant elements and dimensions. 

Stage 7: Establishing typologies                                                                                                      
Identification of dimensions  that portrayed a particular position or characteristic. 

Stage 8: Detecting patterns (associative analysis and indentification of clustering)                   
The relationships between the categories were  explored to form the higher order 

classifications. 

Stage 9: Developing explanations (answering how and why questions)                                     
Findings were written up. 

Stage 10: Seeking applications to wider theory/policy strategies                                                 
Implication of the findings explored . 
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The analytical process described above requires three forms of activity: 

1. Data management (Stages 1 to 5) - raw data was reviewed, labelled, sorted 

and synthesised. 

2. Descriptive accounts (Stages 6 to 8) - key dimensions which led to the 

classifications and typologies were identified through the ordered data.  

3. Explanatory accounts (Stages 9 to 10) - explanations were built about why 

the data takes the forms that are found and presented. 

Data management is an important stage of the analysis due to the mass of 

unwieldy, tangled qualitative data. Data needs to be sorted and reduced to make it 

more manageable. This was of particular importance when involving the external 

academics in the review of the data as they were less familiar with the raw data. 

 

 

3.10 FINDINGS FROM THE SCOPING EXERCISE 

Within this section, the findings from the scoping exercise are presented in relation 

to the participants recruited and the results of the thematic analysis using the 

Framework approach. It is hoped that rigour is achieved though the transparency 

of the analytical process used to produce the reported results. 

  

3.10.1 Description of the participants recruited for the Scoping Exercise  

The numbers and basic characteristics of the participants recruited within each of 

the sampling groups are presented in order to illustrate how the stratified 

purposive sampling was achieved.   

Through the comprehensive gatekeeper approach previously described, only four 

adults with LDs expressed an interest in participating in the study; each of which 

fully met the inclusion criteria and took part in the focus group. The four adults had 

a mild to moderate LD and were from the same subculture in that they were all 

users of the LD service who had a nursing need and they had similar levels of 

functioning. They were a fairly homogenous group as required for stratified 

purposive sampling. 

The recruitment of the specialist LD services, mainstream public services and SLT 

participants was less complex. As the researcher works within the local specialist 

LD and SLT service as part of her clinical role, information about the study was 
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emailed to all members of staff within each service with a date by which to 

respond. Initially, there was a good uptake of participants from the specialist health 

LD service but no response from the LD social services members of staff. 

Following discussion with the social services LD manager, the participant 

information sheet (see Appendix 3.8) was again shared at a team meeting and 

subsequently three social services members of staff volunteered. In total seven 

members of staff from the specialist LD service were recruited for the focus group; 

four from the health service and three from social services. The seven people 

recruited represented a range of positions from a service manager through to a 

support worker. No allied health professionals volunteered, in part due to vacant 

posts within the service and the fact that they represent a much smaller ratio within 

the LD service.  

The sampling group for the mainstream public services was divided into two main 

groups; NHS staff and local authority staff. Initially, direct contact was made with a 

number of people of interest who reflected the maximum variation of producing 

and implementing AI. From this, two people volunteered to participate, one in a 

managerial/corporate position within the local authority and one member of 

frontline NHS staff who worked in audiology.  

The next phase involved the recruitment of participants from a local commercial 

business for example high street banks, large national retail stores, supermarkets 

and leisure facilities. Various strategies were used to engage this sampling group 

such as postal information, email, telephone contact and personal visits to the 

business. Although there was some interest in the study, unfortunately no one 

volunteered from a local commercial business. 

Given the gap in the data, and following approval from the supervisory team and 

the local research ethics committee, it was agreed that additional data could to be 

collected from mainstream services in order to further explore the experience of 

NHS and local authority staff. Additional participants were recruited. They mirrored 

the other two participants from this sampling group i.e. someone in a 

managerial/corporate role within the NHS and a frontline member of staff from the 

local authority. In total four people volunteered from mainstream public services 

and all four participated in an individual interview. 

Finally, as previously mentioned, the SLTs were recruited via email. Five SLTs, 

ranging in grade and experience, volunteered for the study. Unfortunately, on the 
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day of the focus group, two SLTs were unable to attend due to sickness and 

therefore only three SLTs took part in the focus group. However, these three 

included a basic grade SLT who worked generically across a range of care 

groups, an LD specialist SLT and an SLT manager. Therefore whilst small in 

number, the participants represented maximum variation within the SLT service 

and therefore it was felt appropriate for the focus group to proceed.  

 

The data collection details for each sampling group are summarised in Table 6. 
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Table 6: Details of the data collection for each sampling group 

 
Sample 
Group 

 
Date 

 
Setting 

 
Facilitator 

 
Data Collection 

 

 
Approx 

Timescale 

 
Numbers 
Recruited 

 

 
Details of the participants 

Adults with 
LDs 

February 
2009 

Kestrel 
Centre 

Researcher 
only 

Semi structured 
Focus Group 

90 minutes 4 Three male and one female adults with mild to 
moderate LDs. All able to communicate 
verbally although some were more fluent than 
others. 

Specialist 
LDs 
Services 

March 
2009 

Kestrel 
Centre 

External 
facilitator 

only 

Semi structured 
Focus Group 

80 minutes 7 Two male & five female members. Three 
participants from social services & four from 
health team. Different levels of 
experience/grades  i.e. service manager to 
healthcare support worker 

Mainstream  
Public 
Services 

July 2009 
to January 

2010 

Participants 
place of 

work 

Researcher 
only 

Semi structured 
One-to-one 
Interviews 

30 to 60 
minutes 

4 One male & three females - two local authority 
& two NHS, frontline staff and manager from 
each.  

Commercial 
businesses  

- - - - - 0 None recruited  

SLTs April 2010 Falcon 
House 

External 
facilitator 

with 
researcher 

present 

Semi structured 
Focus Group 

80 minutes 3 Three female SLTs included one manager, one 
specialist and one generalist. 
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The data was collected in different settings. Where possible a setting was selected 

that was both familiar and convenient to the participants. The Kestrel Centre refers 

to the building where the specialist LD service was based and was therefore 

familiar to the LD professionals and the adults with LDs that access the service. 

Each interview was conducted in the participant’s place of work. This was agreed 

on an individual basis during the recruitment process. On all occasions the 

participants opted for a private room in their place of work. Finally, the SLT focus 

group took place within a building called Falcon, which is located on one of the 

main hospital sites. It was selected as it was both a central and neutral place for 

the SLTs to participate. 

For most of the sampling groups, apart from the specialist LDs services and SLTs 

focus groups, the researcher facilitated the data collection. It was not felt 

appropriate that she facilitated the above mentioned focus groups as she was a 

fully integrated member of both teams in her clinical role. The level of integration of 

the researcher would have potentially led to bias in the data. Instead, each of 

these focus groups was facilitated by a SLT who had a robust research 

background and firsthand experience of facilitating focus groups. The decision was 

made for the researcher to be present alongside the external facilitator within the 

SLTs focus group. This decision was made to prompt the exploration of significant 

points of interest as it was felt that this element was at times missed during the 

specialist LD service focus group, which took place earlier in the data collection. 

Each of the focus groups and interviews was digitally recorded and transcribed 

verbatim. In the case of the first sample group, adults with LDs, ethical approval 

was granted for a video recording of the focus group in addition to the audio 

recordings as some participants’ communication method may have been non-

verbal, such as signing or a low tech symbol book. Therefore this would not have 

been detected by audio alone. However, as each of the four adults with LDs 

recruited used speech as their main method of communication, audio recordings 

alone were sufficient.   

 

3.10.2 Results from the thematic analysis using the Framework approach 

Each focus group and interview was transcribed verbatim from the audio 

recordings using a high quality digital Dictaphone. All of the transcriptions were 
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carried out by the researcher in preparation for the analysis, enabling her to 

immerse herself within the data (Dearnley, 2005). During the debriefing, each 

participant from the focus groups was given the opportunity to review the transcript 

and remove any comments they had made which they were unhappy about. This 

option was provided as complete anonymity could not be guaranteed as members 

of the focus group may have been able to recognise who made which comments 

within the write up of their group discussion. None of the focus group participants 

took this option. Therefore it was possible for all the data to be used in the 

analysis. When each transcription was completed, it was double checked and 

amended accordingly, again by the researcher.  

In total there were seven data sets referred to as cases:  

 Case One (C1): Service user focus group 

 Case Two (C2): LD professionals focus group 

 Case Three (C3): NHS frontline staff interview 

 Case Four (C4): local authority manager interview 

 Case Five (C5): local authority frontline staff interview 

 Case Six (C6): NHS manager interview 

 Case Seven (C7): SLTs focus group 

The case references are used throughout the data management and descriptive 

analysis. The seven data sets were managed using the Framework approach 

(Ritchie and Spencer, 1994). Initial themes were identified by reviewing the 

transcriptions and re-listening to the original recordings. The initial themes formed 

the axis for the charted data (see Appendix 3.7 for an example of the charted 

data), to which the original data was mapped against, as shown below: 

 Concept of AI 

 Perceived disabilities and anticipated needs 

 Experience of AI 

 What is needed to support AI 

 Roles and responsibilities 

 Value of AI 

The data was then tagged and summarised and synthesised under each of these 

initial themes to allow for the cross-sectional analysis, as demonstrated in Figure 

18. 
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Figure 18: Extract from the charted data (data management) 

Having generated and applied a set of themes during the data management 

(Stage 1-5), the synthesised data (see Appendix 3.7) was used to prepare the 

descriptive accounts; identify the key categories and classifications; and map the 

range and diversity of each phenomenon. Throughout the descriptive accounts it 

was important to retain the participant’s actual words as they held the richness and 

‘colour’ of the data.   
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To add to the trustworthiness of the analysis, the charted data was further 

reviewed by two experienced qualitative LD academics. Within the review process, 

the charted data and transcriptions were reviewed independently by all three 

parties. Key dimensions were summarised and then the group came together to 

discuss their individual reviews of the charted data. Following this discussion, 

categories were refined, data was classified and typologies were established by 

the researcher. This formed the basis of the descriptive accounts (Stages 6-8). 

The explanatory accounts (Stages 9-10) were developed in the later stages of 

analysis when most of the descriptive and typological work had been undertaken. 

The patterns of associations within the data and accounts are presented within this 

section.  

Following the analysis of the charted data, three main sequential classifications 

were identified: 

1. Ideology 

2. Practice 

3. Outcome 

Within each classification, a series of categories are explored and described in 

depth and applied back to the aims of the study. The purpose of these categories 

was to create meaningful concepts that the data could be assigned to. The 

relationships between the categories is identified and described later in this 

section to explain how the higher order classifications were reached. Figure 18 is 

an illustration of the three main classifications and the categories within each one. 

These were developed through the descriptive accounts (Stages 6-7) and the 

explanatory accounts (Stages 9-10).  
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Figure 19: A diagram to summarise the main classifications and categories 

(Stage 8 of the analysis) 

 

The sequential nature of the classifications and the interrelationships between the 

three are illustrated in Figure 19 i.e. the ideology of AI is likely to influence practice 

and AI practice is likely to influence the outcome of AI. The detail of these 

interrelationships will be explored through explanatory accounts in the following 

sections.  

 

Overall, the Framework approach was effectively used to manage the data across 

the seven cases in order to achieve a comprehensive approach to the thematic 

analysis.

Main 
Classifications 
& Categories 

Ideology 

1. Purpose 

2. Expectations 

3. Resources V Process 

Practice 

1. Bottom Up Vs Top 
Down 

2. Triangle of Accessibility 

3. Faceless Expert 

4. Readiness Vs 
Displacement 

Outcome 

1. Benefits 

2.  Consequences 

3. Branded technique Vs 
Social Movement 
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Within each category, data extracts are used to evidence the findings. In order for 

the extracts to be referenced a coding system was used as described below: 

 

Fa = facilitator 

Re = researcher 

P5, S1, M etc = participant reference (see below) 

(C2, P5: 126-137) = Case reference, participant reference: line number 

reference 

 

Within the bracketed code found at the end of the extracts the first code related to 

the case reference e.g. C2 refers to Case 2. The second code was only used in 

the focus group cases and was used to reference the individual participants e.g. M 

denotes the initial letter of the participant in the LD service user focus group, P5 

denotes participant number 5 in the LD professionals focus group, S1 denotes 

participant 1 in the SLTs focus group, etc. 

The final code related to the line reference e.g. 126-137 referred to line 126 to line 

137 in the transcription.  

 

3.10.3 Findings within the ‘ideology’ classification 

This section focuses on the ideology of AI in terms of the beliefs, principles, 

thoughts and ideas that were expressed in the data. It is hoped that by exploring 

the ideology of AI it will help to put AI practice and outcome (following 

classifications) into context. In doing so, the findings reported in Chapter One and 

Chapter Two will be used to explore the stakeholders’ firsthand experience of AI in 

terms of the national agenda and the primary research findings. 

 

The fundamental principles of AI are implied through the national legislation within 

the UK and within some of the primary research in the field. However, confusion 

over terminology within the field and the need for national policy and legislation to 

be translated into local practice has been highlighted. Ideology is explored through 

three separate categories which are presented below: 
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 Purpose of AI - to explore what the stakeholders understood by AI and 

how this related to the traditional concept and national definitions of AI. 

 Expectations - to explore the reasons and justifications for using AI in 

terms of the local and national political and legal context. 

 Resource versus Process - to explore this tension and challenge the 

traditional concept and national definitions of AI. 

The final category, resource versus process, represents the central phenomenon 

within the ideology classification and the novel approach of this programme of 

research. Whilst the purpose of AI has received some attention within the 

literature, expectations has been less of a focus. Given the dearth of literature 

within the AI field, diverse literature is used to broaden the discussion.  

 

3.10.3.1 ‘Purpose of AI’ Category 

The term ‘purpose’ is used within this category to present the stakeholders’ 

understanding of the reasons for which AI exists and the intended or desired 

results from its use. In doing so, the definitions of AI are revisited.  

Within this category a number of findings related to the purpose of AI are 

presented which include exploration of the target audience; the tensions between 

receptive and expressive communication needs; and the scale of adaptation that 

may be required. The findings demonstrated that the need for AI is potentially 

wider than the LD population; the purpose of AI is twofold in terms of supporting 

receptive and/or expressive communication; and that recognising the scale of 

adaptation for individuals or groups with shared needs could be beneficial in terms 

of service planning and provision of AI.  

 

The intended target audience is a fundamental element of the ideology of AI. 

Commonly the term AI is used in relation to the LD population and therefore it is 

reasonable to expect that the stakeholders would identify this population as the 

key target audience. Figure 20 captures a range of individual needs that have the 

potential to require some form of AI, as reported in the data across four of the 

cases (i.e. the LD service users, NHS frontline staff, local authority manager and 

the SLTs):  
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Figure 20: Illustration of the extracts relating to the individual needs 

potentially requiring AI 

 

Figure 20 demonstrates that a LD is just one of the identified needs potentially 

requiring AI. Within each of the broad categories of need, there is a range of sub 

needs e.g. sensory impairment summaries needs relating to vision, hearing, touch 

etc. Even within these sub needs, there are further classifications e.g. within visual 

impairment there could be short or long sight, cataract, glaucoma, cortical visual 

impairment etc. These needs potentially require different types of adaptation and 

therefore differing AI needs in terms of size, colour contrast etc. Consequentially 

there appeared to be many levels of classification with the individual or group 

needs potentially requiring AI. The broad spectrum of need is represented within 

the equality agenda within the NHS: 

‘Equality is about creating a fairer society where everyone can participate and 

have the opportunity to fulfil their potential. No one should be denied opportunities 

because of irrelevant difference’ (Scottish Executive, 2007) 

O'Reilly & Bartlett (2010) report that equality is not about treating everyone the 

same, but recognising that everyone is different and has different needs. In a 

health context, treating everyone the same does not lead to equal health 

Individual 
needs 

potentially 
requiring AI 

Old Age (C1,:66)   

& Dementia     
(C3:263-266) 

Sensory 
Impairment  

(C1:43-9,  C3: 92-94 & 
C4:30,) 

Communication 
Impairment       

(C7: 139-42) 

Physcial 
disability     

(C1:54-56) 

Learning 
Disability   

(C1:255) 

Bilingualism          
(C1: 578) 
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outcomes; everyone should have equal health chances to sustain and improve 

their health, for example access to health services which in part will include AI. 

Over the past decade this has been realised within the specialist LD service, which 

in part may account for their use of AI, as explored thought this section. Often 

within public services this level of individual need is not collected and recorded. 

Therefore services are unable to identify the AI needs of their local population. 

Without this information the economic argument for AI is weakened, as explored 

later in this section. 

The diversity of the population potentially requiring AI was recognised by the 

mainstream local authority frontline member of staff (Case 5): 

 

 

 

 

 

The phrase ‘as many people…as possible’ encapsulates a full range of individual 

needs and supports the equality agenda. It is interesting that this reflection was 

made by a stakeholder who worked as a frontline member of staff within a 

mainstream service. Consequently she had regular access to a wide spectrum of 

society, which potentially resulted in the need to advocate for all. Individuals who 

work within a specific specialist fields may be blinkered to the potential scope of AI 

due to their more focused practice. 

Aside from the concrete groupings of the target audience, there where differing 

views as to the inclusivity of AI. The initial reaction by some stakeholders was that 

AI was targeted towards a ‘special group’ of people with ‘special needs’. However 

some suggest a more introspective view of AI, as emphasised below:  

 

 

 

 

 

 

 

 

‘A lot of people are actually using it if they haven’t got a learning disability 
because they find it quite easy to understand’ (C4: 23-24) 

& 
‘Yeah and I sometimes find at…meetings if people are talking about a 

particular…topic, because I’m so used to simplifying everything I’m talking 
about on a daily basis, I can be sat…and think yeah I recognise that term 
but I can’t remember what it means because I don’t use the jargon for it 

anymore because I’m out of the mind set of doing it’ 
(C7, S1: 223-227) 

 
 
 

‘From my perspective…information potentially in a range of formats, 
possibly even in a range of languages to allow access to the information 

that we hold for as many people of various ages; abilities; and cultures as 
possible’ (C5:7-13) 
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Across these two cases the need for AI was normalised by the mainstream local 

authority manager (Case 4) and the SLTs focus group (Case 7). Stakeholder C4 

and S1 recognised that even within their day-to-day work, there were times when 

professionals do not understand what has been said or generally preferred the 

easy read version. This potentially related to the speed in which the key points 

could be processed or a more fundamental acceptance that information does not 

have to be complex in nature, even within a professional setting.  

The importance of normalising AI should not be underestimated. Normalisation is 

one of the four traditional perspectives in LD practice as described by Burton & 

Sanderson (1998). The normalisation paradigm seeks a more adequate basis for 

the appropriate support for people with LDs. For some less experienced 

stakeholders, normalisation may be the key to the acceptance or willingness to 

use AI. The issue of normalisation is revisited within the context of AI as a social 

movement and stigma relating to AI. 

It was the insight of a senior healthcare professional (P1) within the LD 

professional focus group who put this issue into context: 

 

 

 

 

 

This practitioner reflected on her clinical experience that people with LD are skilled 

in masking their needs. The use of strategies to hide misunderstanding can be a 

common occurrence. It takes a certain level of assertiveness for someone to 

openly admit when they have not understood something for fear of what others will 

think. This is then further compounded if you have an additional communication 

need that impacts on your ability to ask for help and clarification. It is an interesting 

phenomenon that people with LD are particularly good at covering up their needs 

and one that potentially contributes to the mismatch between perceived and actual 

communication skill as reported by Bradshaw (2001) in Chapter 1.   

 

Within the data there was evidence that AI exists on a continuum, from highly 

individual adaptations through to general adaptations for the wider public. 

Exploring this in detail illustrated the diversity of AI ideology as reported by the 

‘people with learning disabilities learn very well to cover up or to use social 
clues…what appears to be right answers and it’s only when you scratch 

away a bit at the answer that you realise that they didn’t understand the 
question’(C2, P1:220-223) 
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stakeholders. The extracts below explored adaptations for the wider public, as 

discussed in the LD professionals (Case 2) and SLTs (Case 7) focus groups: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Within the above extracts there was an assumption that there were groups of 

individuals with shared needs and that one needs an understanding of the group in 

order to make the necessary adaptations. There was also a sense that when 

information was produced at the group level it was more generic and therefore 

standard or broad in its nature. The concept of AI being generic was interesting as 

there was a significant amount of data suggesting that AI is not yet standard 

practice and the stakeholders were a long way from having generic AI as the 

standard; which again related back to the issue of normalisation.  

When reference was made to generic AI it was described as not being efficient 

and requiring someone to implement it. Within the SLTs focus group the 

implementation was highlighted “may need some support to make sense of it…go 

through it with them”; this is further explored in the practice classification. 

Seemingly, on one end of the scale there was AI that had minimal adaptation and 

was targeted at a general population and on the opposite end of the scale the 

stakeholders reflected on the adaptations needed at an individual level: 

 

‘P7: I think its figuring the various groups of people that are around & 
tailoring to their needs 

P1: It’s about knowing who you want it to be accessible to. To make it 
accessible, if you don’t know who the group is then you don’t know 

what they need to make it accessible do you? (C2: 18-21) 
& 

‘P1: We have some things that are produced in a very generic way 
aren’t there, so some of the leaflets that we have produced are very 

generic but then lots of the stuff that we do is based on the individual 
isn’t it  (C2: 178-80) 

& 
‘S3: if you do make blanket resources they’re really useful but you can’t 

do it without discussing it with the people who are working with the 
people as to how they can use them and how much that individual 

would… 

S1: At least, that the person may, need some support to make sense of 
it. Or to go through it with them or maybe have it repeated to them. 

‘(C7: 385-98) 
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Here AI was reflected on from the LD professional’s perspective (Case 2). They 

talked about their current AI resources in terms of “it only half fits” and there was a 

sense that they tried to match the resource to the individual but inevitably it was a 

difficult task. The impossible task of designing the perfect resource is alluded to in 

the literature and this appeared comparable to the stakeholder’s experience, as 

evident in the above extract. 

Across the data there were some contradictions. On the one hand, stakeholders 

discussed that AI resources should be designed for a group of people with shared 

needs, yet on the other it was acknowledged that one size does not fit all. Rather 

than continually struggling with the issue of the resource, it may be more 

productive to explore the implementation of AI; which appears to be the less 

developed stage of the AI process. The dynamic between the target audience, the 

AI resource and the person implementing the resource is later explored in relation 

to ‘The Triangle of Accessibility’.  

Further still, there also seemed to be a scale of need at either end of the spectrum 

of adaptation: 

 

 

 

 

 

 

 

‘I guess it’s about access by different people isn’t it. Different 

information can be made accessible by different people at different 

levels…I guess it’s about matching the person’s communication needs so 

it’s attempted to make it accessible’ (C2, P4: 13-17) 

& 

‘…sometimes accessible information is very unique to the person isn’t it 

and what we may have available only half fits what they need in terms 

of accessibility or we haven’t necessarily got the facilities or the 

availability to make it completely accessible to that one person. So it’s… 

we’ve still got a one size fits all which doesn’t for people in our service, 

does it necessarily?  (C2, P1: 163-7) 

 

‘Sensory would be very individual, so we would focus on that and find 
out more about it’ (C2, P6: 181-5) 

& 
‘Visually impaired people…it is amazing how inaccessible all 

information has now become (C7, S2: 155-7) 
& 

‘You need to personalise it more and more the more severely disabled, 
the more communication impaired’ (C2, P4: 384-7) 
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Again, the feature of a scale of adaptation was discussed within the LD 

professional and SLTs focus groups. In each of these three extracts, maximum 

adaptations were depicted in terms of sensory and communication impairments. 

With each of these groups of individual needs, there were seemingly varying 

degrees of access, as described by the SLT manager (S2). She reported that in 

her view, visual impairment was particularly isolating in terms of being able to 

access information.  

The importance of understanding and recognising the scale of adaptation that is 

necessary for individuals or groups with shared needs could be particularly helpful 

in terms of service planning and provision. For example, if a service identifies that 

75% of their service users have a significant sensory impairment that would impact 

on their ability to access standard information, they could prioritise AI over a 

service within the same organisation which has a lower need. A better 

understanding of scale of adaptation could also lead to the development of risk 

assessments in terms of identifying who would be unable to access the standard 

information and therefore require some form of AI.  

 

For some stakeholders the purpose or function of AI purely related to supporting 

an individuals’ understanding i.e. their receptive communication needs; as 

individual’s expressed in the extracts below:  

 

 

 

 

 

 

 

In each of these three extracts words such as “point across”, “comprehend” and 

“understand” were used; all of which relate to receptive communication needs. The 

ideology of AI targeted at supporting receptive communication is in line with the 

national definitions. 

Conversely, there were some extracts from three cases that presented a broader 

purpose of AI in terms of both receptive and expressive needs. When an individual 

has impaired receptive communication as a result of a cognitive or sensory need, 

 ‘It about…getting the point across’ (C2, P6: 302) 
& 

‘Make it into a format, trying to deliver it in a style that would be possible 
for the person to comprehend’ (C7, S3: 30-31) 

& 
‘Accessible information is that anyone can understand it’ (C4: 5-6) 
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the process of accessing the information is likely to be complex. As described in 

later categories, the presence of a communication partner was frequently reported 

in the data. As soon as a communication partner is included in the dynamic, then 

both expressive and receptive communication skills are likely to be of significance. 

Whilst the stages of the process that are aimed at the production of the AI 

resources may be primarily focused on receptive communication needs (i.e. in 

terms of simplifying the linguistic message) during the implementation, expressive 

communication needs inevitably become part of the process. Whilst this 

phenomenon cannot purely be explored through the stakeholders’ reported 

experience, it is explored in more depth later in this programme of research.  

Overall there was a strong sense in the data that the perceived purpose of AI still 

primarily relates to supporting the understanding of the information. 

 

Within the data there were some conflicting beliefs about the adaptations needed 

to the linguistic message versus the physical access of the information, which 

when explored in depth, related back to the perceived purpose of AI. In part, some 

of the conflicting views may be explained by the target audience, as discussed in 

the LD professionals focus group: 

 

 

 

 

 

 

 

 

 

 

In this extract two LD professionals discussed how their perception of the purpose 

of AI may be different to the wider community. This highlighted that specialist 

services are potentially focused on certain needs relating to their client group 

rather than the wider issues of the general public. The distinction was made 

between physical access and less tangible access in terms of cognition. This also 

related to a discussion that took place in the SLT focus group relating to 

P1:  If we went into a wider community and asked what they thought of 
as accessible information, they wouldn’t be talking about the same things 
as we are, I don’t think. They’d be talking about things like leaflets, the 
internet and posters. But we’d be talking about making that information 
accessible it’s… 
P2: Understandable… 
P1: Yeah. I don’t know that the wider community would have the same 
view of the word accessible. Accessible to them might be easy to get at in 
its physical sense, rather than the message it portrays I think. 
P2: I think that’s true.  

(C2: 59-67) 
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“communication ramps” a visual representation for hidden communication needs, 

as discussed later in this chapter. 

Due to the nature of the information needs of people LDs, i.e. primarily their 

cognitive impairment, it is often the case that they will require the linguistic 

message to be simplified. Numerous references were made to the simplification of 

the information, some of which are presented below: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

This first extract was from a person with LDs who was reflecting on the difficulties 

he had with reading complex words and how he required the words to be split up 

and made easier. It was important that he was able to share this within the group 

as many people with LDs may not have the confidence to advocate for their AI 

needs or as previously reported may hide their needs. 

Within the second extract, the local authority manager made reference to the Plain 

English campaign although there appeared to be a ‘branding’ element to this. 

Whilst adaptations were made to the linguistic message through the process of 

“Plain English” there was a sense that there may have been some restrictions 

when came to the physical adaption as there was a described need for the public 

to recognise that it is local authority information; as well as understanding the 

content.  

M: Well with me, I’m ok with reading; I’m ok with easy words, like 
reading little words but long words, they kind of… 

Re: A bit trickier… 
M: With big words I kinder have to split long words up… 

Re: Ok, so do you think people who find reading difficult, do you think 
they need easy information? 

M: Yeah (C1: 69-75) 
& 

‘We want to make sure the brand is consistent. What we are trying to 
do is get all our literature…that we have consistency that that’s council 
literature…So people will understand. …they’ve all done like the Plain 

English course so…for them to go through it and Plain English it to 
make sure…that’s the first stage. (C4: 48-55) 

& 
‘She wanted pictures to go with those words, she didn’t appreciate 
that the support worker…would have to rewrite and rephrase that 

whole agenda to actually be in some way meaningful to individuals’ 
(C7, S1: 196-99) 
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Within the final example, the specialist SLT implied that people often 

underestimate the purpose of AI. There appeared to be a misconception that 

simply adding an image to a word made it easier to understand without adapting 

the underlying linguistic message. Given that she was a specialist SLT in LDs, it 

adds weight to her firsthand experience. A number of references to this 

misconception were made across the cases: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Above there are a number of examples were individuals had not appreciated the 

reason for adding visual information and interestingly this was referenced in four of 

the seven cases. In Case 3 and 4 it was implied that for some mainstream public 

services AI was used purely in reference to physical access of the information, 

whereas the terminology ‘easy read’ was used to refer to the simplification of the 

linguistic message. These differing views relate back to the lack of clarity defining 

AI, which was likely to impact on stakeholders’ AI practice.  

Interestingly with Cases 3 and 6, there was a difference in the level of insight, 

even though they were both from mainstream NHS services; however Case 3 was 

a frontline member of staff and Case 6 was a manager. Case 6 demonstrated 

some caution around the use of a symbol for every single word, whereas Case 3 

‘What happens is if you say accessible, most people will come back 
with ‘yeah we do large print and we do Braille’. And that’s about it. 

They don’t tend to come up with easy read it’s normally quite a 
blank face ‘what do you mean’ (C4: 8-10) 

& 
‘If we write a general leaflet, it’s meant to be in Plain English...but 
it still doesn’t mean that someone is actually going to follow that’ 

(C7, S2: 404-5) 
& 

‘Re: Ok…if you could just describe a little bit to me…with the large 
print, is it the same kind of language that’s used as the standard one? 

C3: Yeah 
Re: So it’s just literally bigger print? 

C3: Yeah, it’s exactly the same; it’s just twice the size. 
(C3: 101-108) 

& 
‘Widgit software…that produces a picture for every word…so we’re not 

quite sure whether people with learning disabilities can understand 
that’? (C6: 68-69) 
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failed to appreciate that an element of AI is the simplification the linguistic 

message, by referring to AI solely as just making the font bigger. The sole use of a 

bigger font would only be of benefit to certain visual impairments and would not 

support the needs of other target groups previously outlined.   

Interestingly, some stakeholders expanded on the notion of adaptations to the 

written word and described the need for spoken information to also be made 

accessible: 

 

 

 

 

 

 

 

As previously mentioned, part of the AI process potentially involves a 

communication partner, or a person to implement the AI. Therefore the verbal 

exchange is of some importance. What is said by the person also needs to be 

adapted accordingly, as described by the SLT manager (S2) within the SLTs focus 

group.  

 

To summarise, the purpose of AI is, by its very nature, multifaceted. Confusion 

about AI in part has arisen from a lack of knowledge or education and the varying 

use of terminology within the literature. There is also a lack of population figures 

that encapsulate the full range of needs potentially requiring AI (beyond the LD 

population); therefore the need for AI is somewhat hidden.  

The beliefs relating to the purpose of AI were twofold in terms of support for 

receptive and/or expressive communication and in terms of whether the linguistic 

message was adapted. It was apparent that those who had a clear understanding 

of AI (and therefore a more developed ideology) were able to recognise its role in 

supporting receptive communication needs which in turn requires adaptation of the 

linguistic message. Those who lacked understanding of the wider use of AI or 

misunderstood its purpose were likely to differ when it came to AI practice and 

outcomes.   

‘The NHS is full of people who can describe to you what they do or what 
they want to tell patients and you take one look at it and you think, I don’t 

understand that’ (C6: 457-9) 
 

‘But spoken language can be inaccessible if it’s not delivered in the right 
way so then it’s more of a process isn’t it because it’s more the way you’re 

delivering it. (C7, S2: 221-2) 
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3.10.3.2 ‘Expectations’ category 

In order to understand the experience of producing and implementing AI, insight 

into what stakeholders believe was required of them was needed. Whilst 

participants were not directly asked questions about what was required of them in 

relation to AI, data relating to various expectations emerged. The impetus for AI, in 

part, appeared to have been brought about by the legislation as demonstrated in 

the mainstream local authority manager interview (Case 4):  

 

 

 

 

This extract suggests that the legislations had two influencing affects; firstly in 

terms of raising the profile of AI and secondly in terms of central government 

offices practicing what they advocate for. This relates back to the political and 

legal context of AI as presented in Section 1.3. It appeared at some level that the 

legislation had influenced practice. 

One piece of documentation that was not specifically referenced in Section 1.3 

was the National Institute for Health and Clinical Excellence (NICE) guidance. The 

NICE guidance is designed to promote good health and prevent ill health. One of 

the senior healthcare professionals (P6), from the LD professionals focus group, 

stated how the NICE guidance connected the promotion good health/prevention of 

ill health and AI: 

 

 

 

 

 

 

In Section 1.3 the lack of operationalisation of the national guidance was 

discussed. However, in the extract above, this healthcare LD professional 

provided evidence to support the notion of operationalisation through the practical 

application at a clinical level. In this extract, reference was made to the fact that 

they were ‘being measured’ on whether their patients understood their medication. 

Therefore the NICE guidance had a local impact. The exact nature of this measure 

‘It comes up more and more now, especially now with all the new legislation 
and the government offices, they all seem to be doing easy read’  

(C4: 21-23) 
 

‘The NICE guidance has just come out…enabling people to understand their 

medication…ensuring that people have understood what medication 

they’ve got. So we’re being asked to make sure that we’re actually doing 

that and we’re being measured on it’ (C2, P6: 169-172) 
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was unclear and could be any number of things such as commissioning targets or 

case note audits. Seemingly, when there were such measurements and local 

expectations there appeared to be an increased probability of national policies 

being operationalised.  

Similar findings are apparent in a NHS service development initiative in South 

West Yorkshire. Shaw, Sutcliffe, Padgett, & McLoughlin (2010) discuss how 

increased awareness of equality and diversity issues amongst the NHS Trust staff 

was achieved through the development of a valuing diversity pathway. The 

pathway was then linked to post holders Knowledge Skills Framework (KSF) which 

acted as one measurement, and they also produced tangible competencies 

developed through a training programme.  

The consequences of misunderstanding when and how much medication to take 

has the potential to be catastrophic; therefore AI about specific medications could 

be vital for a number of health practitioners. This issue also adds to the economic 

argument of AI in terms of preventative healthcare. The issue of AI about 

medication also received specific attention within the primary research, namely the 

study by Strydom et al (2001) who focused on psychiatric medication. Interestingly 

there was no evidence of the social services LD professionals making a similar 

comparison to the operationalisation of legislation that would be poignant to their 

practice.  

Given the political and legal context of AI it was anticipated that some of the 

stakeholders would make reference to the leading documentation that justifies the 

necessity of AI. This discourse was most evident in the SLTs focus group: 

 

 

 

 

 

 

This extract was interesting because it not only made reference to the DDA which 

has become infamous for the central message of ‘reasonable adjustments’; but the 

SLT manager (S2) also alluded to the shortfall in the practical application of the 

legislation. Those that have used the DDA to advocate for the needs of people 

with LDs will be familiar with the challenge of making it practicable for the ‘hidden’ 

‘Because of the Disabilities Discrimination Act everybody should know that 
they have a duty to take into account a person’s disability. So if it’s a visual 
disability, a physical disability, I think people in the public accept that, all 
the ramps that you would use to help people…communication type ramps 
are really at their infancy and people don’t understand.’ (C7, S2: 157-67) 
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disabilities such as cognitive impairments. This challenge was powerfully captured 

by S2 who used the phrase ‘communication ramps’ which are reported to be in 

their infancy and not as easily understood by the general public. The acceptance 

of adaptations or adjustments is an important issue and one that will be explored 

further in the outcome classification, particularly in relation to the consequences of 

AI. The SLT manager provided data to support the lack of operationalisation as 

previously mentioned, which given her responsibility within the service, she was 

positioned to fully appreciate. 

 

By definition AI is a term that is frequently used within LD practice in the UK. 

Consequently there were a numbers of extracts with regards to the expectation 

that LD services should be leading the field, as described within the LD 

professionals focus group: 

 

 

 

 

 

 

 

 

  

 

Both of these extracts were made by social services participants and they 

presented a fairly positive view of the LD service in the Portsmouth City area. Both 

talked about a level of awareness, but there was a sense that their awareness did 

not necessarily translate into practice. It was encouraging that they recognised the 

need for improvement. Therefore the expectation to improve was coming from 

within the service itself, rather than an external governing body.  

To summarise, it was apparent that there were two broad types of beliefs or 

thoughts in relation to expectations. Firstly there were those expectations that 

were imposed and secondly those that were created from within. How both forms 

of expectations were operationalised is central to AI practice and outcomes. 

Through greater understanding of expectations, it is possible to recognise the 

‘I think that we are one of the better services generally in terms of being 
aware of the needs and taking steps to do something about it’  

(C2, P2: 151-53) 
& 

‘Fa: …do you feel that accessible information is an integral part of the 
work that you do? … 

P5: It should be! The work that I do with other teams we’re very aware 
that we need to improve and the way in which information is put out to 

service users….I think it should be but we haven’t got there yet in our 
area. (C2, P5: 126-137) 
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potential influence on AI practice. It could be argued that the people who set high 

expectations from within have in turn taken ownership of AI; yet those that feel as 

though expectations are imposed on them, are potentially less likely to take action. 

Across all of the cases in this study, ownership was most evident within the health 

LD professionals. Later in this chapter the issue of ownership is explored in 

relation to AI practice and outcome. Issues of expectations will also be revisited 

when the argument for AI as a social movement is presented. 

 

3.10.3.3 ‘Resource versus process’ category 

A central phenomenon within the ideology classification is whether AI was 

perceived as a resource or a process. Within the literature a strong case is made 

for AI as a resource. This is characterised by the national guidance that describes 

what AI resources should look like in terms of font size and use of simple words. 

However the data presented a different belief, as illustrated below:  

 

 

 

 

 

 

In these two extracts from the SLTs and LD professionals focus groups, some 

stakeholders believed AI was more of a process in terms of engaging with the 

target audience, producing the resource and then implementing it. Interestingly, a 

social services stakeholder (P2) from the LD professionals focus group not only 

clearly reported that she believed AI was a process but she also described some 

stages of the process.  

During the group discussion the notion that an AI resource was not the end result 

and what happens next was also highlighted, giving added weight to the argument 

that AI should be seen as a process:  

 

 

 

 

‘A process I would think, I had thought’ (C7, S3: 207) 
 & 

‘I think it’s more a process of finding out the group you want to address 
and what their needs are and obviously producing the information in a way 
that is accessible for that group and then implementing it’ (C2, P2: 28-30) 
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Each of these extracts came from different stakeholders within the LD 

professionals focus group. When looking at the line reference you can see that 

discussion about AI as a process came up at different points throughout the 

discussion and therefore could be argued as one of the central issues. The social 

services stakeholder (P2) clearly reflected that an AI product or resource is no 

more helpful than standard information unless something was done with it. It is 

rational, that for something to be truly accessible, it has to reach the target 

audience. This is further explained by two of the healthcare stakeholders (P4 & 

P1). Both implied that the comprehension of the information was enhanced by the 

process of implementing the information which allowed for further discussion and 

explanation. This again validated the view that one size does not fit all and it is 

what happens during the interaction between the individual with the AI need, the 

AI resource and the communication partner that makes the information truly 

accessible.  

Whilst AI was generally referred to as a process by the stakeholders across some 

of the cases, there were parts of the AI process that seemed less well established; 

namely the implementation. Within the following extract, the researcher (Re) asked 

the mainstream NHS manager about his firsthand experience of implementing AI: 

 

 

 

 

‘I think it’s lovely to have a lovely product, but if you don’t implement it 
it’s not accessible is it?’ (C2, P2: 25-26) 

& 
‘For me the resource isn’t really the solution is it? Often it’s just a tool 

we’re using. I think if we relied on our leaflets with bigger font and using 
symbols and photographs…there would be a very small group that would 

go from not understanding to being able to get the gist. They’re only 
useful when you use them as a prompt to go through and then maybe 

leave them behind’ (C2, P4: 253-260) 
& 

‘If you just give them accessible information without the person, the 
explanation and the discussion around it, that it can be as meaningless’ 

(C2, P1: 373-375) 
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The data would suggest that mainstream NHS services could be “guilty” of not 

having a clear strategy for the implementation of AI. Therefore the process of 

implementation appears to need further development.  

In summary, the data suggested that experienced stakeholders viewed AI as a 

process rather than a resource which adds weight to the dynamic nature of AI that 

is being explored within this research programme. It was evident that some parts 

of the process were less advanced, as mirrored in the primary research within the 

field.  

 

Ideology conclusion: 

Within this classification the range of stakeholder’s beliefs, principles, thoughts 

and ideas have been explored in detail from their reported firsthand experience. 

The extracts used provide evidence for the potential purpose of AI in terms of the 

diverse target audience and the scale of adaptation within the groups of individuals 

that require AI.  

The ideology of AI appeared to vary depending on the knowledge and experience 

of the stakeholders; and was in part further compounded by the varying definitions 

within the literature. The positionality of the stakeholders was also likely to 

influence the population they advocate for i.e. mainstream stakeholders are likely 

to advocate for the wider population where as specialist stakeholders are more 

likely to advocate for those with specific needs.   

The data confirmed the AI as a process of supporting receptive communication 

needs and not just a resource. This finding supports the concept of the ‘Triangle of 

Accessibility’. However, it was recognised that expressive communication needs 

are relevant during the implementation phase.  

Issues relating to expectations and ownership have also begun to be explored. It 

seemed that both internal and external expectations could potentially influence 

Re: Do you think people put as much thought into how then that 
information is going to be distributed or implemented? 

C6: Probably not. I think that something we’re a bit guilty of …there is loads 
more we could do with that…One of the things we do ask people…when 

they come to us with a request, what are you actually going to do with this 
leaflet? (C6; 402-423) 
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practice in terms of ownership to produce and implement AI and how the 

legislation within the field is operationalised.  

Exploring the stakeholders’ underlying ideology of AI has set the foundations for 

the explanatory accounts of the practice and outcome classifications which follow. 

 

3.10.4 Findings within the ‘practice’ classification 

This section focuses on the second classification of AI practice. Some aspects of 

AI practice have been reported on within the national guidelines (Mencap, 2002) 

and the specific accessible resource focused primary research e.g. cancer 

information (Jones et al, 2006) and psychology services (Dunn et al, 2006 & 

Boyden et al, 2009). In light of the guidelines and supporting literature, it was 

anticipated that experienced stakeholders would provide data on their firsthand 

experience of AI practice which could be used to support or refute findings within 

the field. 

Through the richness of the data, across all of the cases, AI practice appeared 

complex in terms of its accepted definition, stage of evolution and the dynamics 

surrounding day-to-day practice within different services.  

Exploration of the data highlighted the elements and dimensions that related to the 

more tangible elements of AI in terms of procedures, method and means; all of 

which add to the greater understanding of the stakeholder’s firsthand experience 

of producing and implementing AI. AI practice is further explored in the following 

categories: 

 Bottom Up versus Top Down 

 Triangle of Accessibility  

 Readiness for Action Vs Displacement Arguments 

 Faceless expert 

During the earlier stages of analysis there was one more category within this 

classification entitled ‘practical resources’ which specifically looked at concrete 

elements of the accessible resources e.g. the use of bullet points and visual 

information. Whilst these practicalities were mentioned in the data, the extracts do 

not significantly add to the evidence in this field and therefore have not been 

included in the findings. It is important to note that the data did support the 
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recommendations relating to easy read standards in terms of the use of simple 

words, large fonts etc.  

 

3.10.4.1 ‘Bottom up versus top down’ category 

The terms ‘bottom up’ and ‘top down’ are frequently used in today’s public 

services. They are used to describe the directions of influence; ‘bottom up’ being 

from patients/clients or frontline staff and ‘top down’ being from management, 

senior practitioners and governing bodies. Within LD services it is widely accepted 

that a bottom up approach is best practice and stems back to the participatory 

approach ‘nothing about me, without me’ (Nelson, Ochocka, Griffin, & Lord, 1998). 

The most powerful extracts to explore in this category, were those from the adults 

with LD (Case 1). It is important not to assume the role of adults with LDs in the 

process of AI and the data provides an insight into what they felt they could offer: 

 

 

 

 

 

 

 

 

 

 

 

 

Within the group discussion a number of different ideas were explored by the 

adults with LDs in terms of their involvement. There was a strong sense that they 

should be involved, however for this group they reflected more on their 

involvement in terms of the implementation rather than the production of AI.  

Three of the four LD stakeholders were involved in a discussion regarding their 

role in terms of implementation. They made reference to the distribution the AI 

resources within society i.e. shops; and that this would be a shared role alongside 

services. This highlighted an advocating and promoting AI role which when carried 

Re: …who’s going to put it all there? 
P: companies 

Re: Companies…so it’s the own companies responsibility? 
M: yeah. But people like the Kestrel Centre people that umm… 

Re: Kestrel Centre people 
M: and also different… 

C: ask if we can put leaflets in shops. 
Re: So you guys asking people? 

C: yeah 
Re: that’s a good idea 

C: so ‘would you mind us putting leaflets in their shops’ 
Re: Yeah 

C: to make it easier for people’ (C1: 847-61) 
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out by the members of the target audience, has the potential to be particularly 

powerful.  

Earlier in the group discussion, the female participant (C) alluded to the production 

of AI in terms of simplifying the linguistic message (lines 658-681). She voiced her 

concern about the ability of adults with LDs to take part in this task, stating “they 

might not know how to read”. This highlighted the issue of people with LDs being 

involved in a true way and not just in a tokenistic fashion. It also reinforced the 

notion that their involvement needed to be carefully supported and that the 

process of implementation of AI also needs to be accessible.  

The idea of implementation of AI being a shared role was further explored by the 

group: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

As before, three of the four participants took part in this discussion. Whilst some of 

the participants only responded with a single word, their responses were built on 

by M who was more verbally able. In the extract above participant M made specific 

reference to the role of managers or higher up bosses; a top down approach. It is 

interesting that this distinction was made in the service user focus group. The fact 

that M believed AI should be on the managers’ agenda was suggestive of his 

perceived importance; given the position managers have to influence their service. 

AI being on managers’ and the ‘top of the services’ mind is a very relevant point 

and links back to the earlier data relating to expectations. The data appeared to 

‘Re: Could this be a job for somebody, to put all this information out and 
go and talk to these companies? 

M: Yep 
Re: Or do you think it’s something people can fit in with what they’re 

already doing 
K: fit it in 

Re: fit it in, so it’s important to fit it in yeah? 
M: yeah like people who should have all the information like the umm 

manager of the company 
Re: yeah… 

M: the manager or like the higher up manager or the higher up boss…to 
go to like different schools and like different work places or different… 
Re: do you think it has to be the managers or could it be other people 

that do it? 
P: Altogether’ (C1: 866-81) 
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suggest that when ownership is taken by a service, and in fact the senior members 

of the service, they tend to set themselves internal expectations as reported by the 

LD health professionals who referred to AI as ‘embedded in their practice’.  

Arguably the answer to best AI practice may be the collaboration between the 

bottom (i.e. service users & frontline staff) and the top (i.e. managers & 

commissioners) or as participant ‘P’ summarised working ‘altogether’. This extract 

raises the issue of collaborative working which is a phenomenon that is used 

throughout this category to discuss the stakeholders’ experience in more depth.  

Evidence to support joined up practice was also present in the local authority 

frontline member of staff (case 5) discourse: 

 

 

 

 

 

  

 

 

This extract explored the practice of a mainstream service marrying the bottom up 

and top down perspective. This frontline member of staff reflected on how they 

worked on a draft of an easy read leaflet and had it appraised by students with 

literacy difficulties from the local college. Whilst this consultation provided some 

positive evidence with regards to AI practice as outlined in the national guidance, 

there was some caution in relation to the ‘level of compromise’. The stakeholder 

alluded to the fact that following the consultation, had the feedback been adopted, 

the document would have become longer which was implied to be a negative 

quality. The issue of AI being spread out over more pages occurred in the 

appraisal of the first draft of the AI resources for this study. Through the appraisal 

of the AI resources for the recruitment information of this study, additional pages 

were added. At the time, the service users were specifically asked whether it was 

better to have the information spread over more pages and their feedback was 

‘yes’. In the extract above, whilst this mainstream service may not have wanted to 

“turn it into a book”, more pages ultimately may have increased the accessibility of 

the document.  

‘C5: for our local leaflet …it was our reader development officer…she and I 
worked together and produced a basic format and she then consulted 

with tutors from Highbury and worked with some of their students. 
Re: Right, brilliant. 

C5: Just because, what we thought was sensible might not have been 
what they thought was sensible and then we obviously took on board 

some of their comments. Inevitable there was some level of compromise 
because we couldn’t turn it into a book’ (C5: 212-21) 
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For there to be a true relationship between the bottom and top of services, the 

degree of compromise needs to be carefully balanced to avoid tokenistic practice. 

This could devalue the feedback that service users gave and in turn their role in 

the AI process.  

There were differing views about the significance of this joined up approach: 

 

 

 

 

 

 

 

 

 

In this extract the mainstream local authority manager reflected on her firsthand 

experience of AI practice which appeared to be a top down approach. She 

reported that they did not engage with the target audience and whilst they knew of 

some local LD forums that could possibly offer support, they choose not to access 

them because they “don’t find them particularly useful”. The lack of engagement 

with the target audience goes against national guidance. It is unknown why the 

process of engaging with the LD forum was unhelpful. It would be anticipated that 

they would be the ideal group to engage with as a range of people often sit on the 

forums from service users through to commissioners. The LD forums were also 

highlighted within ‘Valuing People Now’ as the bodies to effect change. It would be 

interesting to know if these apparent difficulties related to the stakeholders’ ability 

to meaningfully engage individuals with a LD. In adopting the top down approach 

the local authority assumed a position of expertise which differed from the health 

services experience which appeared to reflect a joint approach.  

 

Whilst there was data to suggest that the stakeholders believed AI is a shared role 

between services and their users, people with LDs need to be meaningfully 

engaged in order to empower them through their role in AI practice. Although there 

was some evidence of partnership working between people with LDs and services, 

C4: ‘we tend to do stuff but we don’t actually get out there and ask people 
who are reading it what they think. So we do the stuff and then right 

that’s it, literally finished. 
Re: So you have no kind of public forum that you can take things to? 

C4: Well, we’ve got Portsmouth Disability Forum that we use, umm as I 
was saying we’ve got learning disability partnership board, but with that I 
don’t find them particularly useful. So it’s quite difficult to go…and we’ve 
got day services but that’s pretty hit and miss on what people are there’ 

(C4: 84-91) 
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it was surprising that there was no evidence of partnership working across 

services of the public sectors i.e. between health and social services.  

In England the theme of promoting collaborative working between social and 

primary care remains high on the agenda (Davey, Levin, Illiffe, & Kharicha, 2005). 

Davey et al explain that co-location does not necessarily lead to substantially 

closer inter-professional working in terms of greater contact between social 

workers and community nurses, which was evident within the LD professionals 

discourse. Collaborative practice has also received increased attention as a model 

of healthcare delivery that positively influences the effectiveness and efficiency of 

patient care while improving the work environments of healthcare providers 

(Schroder et al, 2011). The use of new and emerging assessment tools may help 

services benchmark their current collaborative practice and in turn develop 

valuable insight into their culture. However, it is questionable whether these new 

assessments would be sensitive enough to measure discreet practices such as AI; 

however there may be potential for other benefits such as increased insight.  

The potential importance and impact of these varying approaches to AI practice is 

detangled further within the outcome classification.   

 

3.10.4.2 ‘Triangle of Accessibility’ category 

The next category within the practice classification is entitled the Triangle of 

Accessibility. This term is used throughout this thesis to describe the interaction 

between three important elements of AI - the learning disabled person, the 

accessible resource and the communication partner; as described in Chapter One. 

The majority of the discourse, in relation to individual needs, took place by the 

health professionals within LD professionals focus group and within the SLTs 

focus group. It was anticipated that these stakeholders would have more insight 

into the potential AI needs of individuals given the nature of their clinical work. 

Below two of the LD health professionals reflect on tailoring AI to meet individual 

needs: 
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Here the health care support worker (P7) reflected on her practice at an individual 

level. She explained how in her view she does a better job of producing and 

implementing AI when she knows the individual. Within her role she was required 

to produce AI for her individual work with services users, but also work for another 

health professional (P1) was described. She also had a role in producing AI for 

other members of the LD health team i.e. the nurses and allied health 

professionals. P1 reflected that second hand AI in the scenario described above 

may “miss the point”. So whilst they acknowledged that AI produced specifically for 

the individual was the ideal; in practice, when the production and implementation 

was carried out by different people this may influence the effectiveness. Whilst 

these statements were anecdotal in nature, the findings from the literature review 

highlight that there is no empirical data to back up these statements. Given that 

this phenomenon was recognised by the stakeholders it was hoped that they 

employ additional measures to reduce the risk of “missing the point”. 

Within the SLTs focus group they reflected that person-centred practice is 

influenced by multidisciplinary work in that it has resulted in better understanding 

of individual needs (lines 660-3). Person-centredness and multidisciplinary work 

appeared to go hand-in-hand. In terms of improving understanding of individual 

needs in reference to AI, it was unclear if the SLTs were referring to the presence 

of their profession within LD multidisciplinary teams.  

Whilst there was a sense that individual needs were imperative to specialist 

service, it was important to consider how these needs were identified in order to 

understand AI practice further: 

 

 

‘P7: I always feel as though I’ve done a better job when I’ve worked with 
the client and know the client and know their way of understanding so I 

can explain…so I can put it their pictures what they want 
P1: But that’s not always the case is it because sometimes one of the 

nurses will say to you can you translate my closure report into an 
accessible format and that may, it could be missing the point and that 

could be one way which it won’t be accessible because how you’ve 
translated what’s been said by the nurse may not be that persons… 

P7: That’s right’ (C2:564-6) 
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Here the health professional (P1) reflected on the team process for the LD health 

professionals. She mentioned both an initial screen and then a more detailed 

assessment. In order to safeguard against bias in the data, it is important to note 

that as part of her clinical practice, the researcher designed both the initial 

communication screen and a symbolic development screening toolkit (Mander, 

2010) in order to enable the LD professionals to identify the communication needs 

of the individuals they work with. Whilst the participants were reflecting on 

resources produced by the researcher, she did not facilitate the focus group and 

therefore the participants were able to discuss this more freely. Given the relatively 

basic nature of these resources, the health professionals appeared enabled to 

identify individual needs; however the reliability of these statements is unknown. 

Also, no reference was made to additional multidisciplinary assessment such 

Occupational Therapy with regards to sensory needs and SLT with regards to 

communication needs.  

 

The second element to consider within the category of the Triangle of Accessibility 

is the communication partner. Within the context of AI, the communication partner 

is viewed as the person who is implementing the AI resource. The following 

extracts illustrate the significance of the communication partner: 

 

 

 

 

 

 

 

 

 

 ‘Fa: how do you assess and identify the individuals needs?... 
P1: …when people are first referred…there’s a very general screening tool 
…and then there is the symbolic screening tool…So there’s kind of two bits 
to it really there’s that first almost broad assessment then there is a much 

more detailed one.’ (C2:197-203) 
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Within three of the cases (adults with LDs, LD professionals & SLTs focus groups) 

the personal element of AI practice was mentioned using similar discourse ‘we 

need people’, ‘people need people’ and ‘people who are working with people’. The 

data suggested that the success of the implementation of AI was in part influenced 

by the communicative interaction. This reinforced the notion of AI implementation 

as a dynamic process; although as highlighted in the literature review, there is a 

dearth of primary research investigating this part of AI. The literature does 

however highlight that within the research context, AI was frequently implemented 

without the involvement of a communication partner which appeared contrary to 

real world practice.  

The reported communicative process appeared to involve the exchange of 

information in two directions i.e. it did not simply relate to the communication 

partner giving information, but it also seemed to relate to the communication 

partner gaining information from the person who required the AI: 

 

 

 

 

‘We need people’ (C1, M: 516) 
& 

‘…people need people…whatever resources you use you can’t get away 
from the fact that it is that human interaction, translating it and 

explaining it’(C2, P4: 263-69) 
& 

‘We never just give it to somebody without that explanation, that 
discussion with the person’ (C2, P1: 379) 

& 
‘blanket resources they’re really useful but you can’t do it without 

discussing it with the people who are working with the people as to 
how they can use them’ (C7, S3: 382-3) 

& 
‘There is a danger in it just being available, that you do actually 
miss the message that you’re trying to get if you just make it so 
widely available that people can pick it up without that human 

contact and interaction’ (C2, P1: 353-7) 
 

‘ …reading their reaction. So you would know during the process how 
accessible you were being based on their reaction’ 

& 
‘perspective taking, because to make information accessible you have 
to take the perspective, you have to be able to understand the person 

receiving the information’ (C7, S3: 233-4 & 287-9) 
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These extracts came from the SLTs focus group and given the nature of their 

work, it was expected that they would have insight into this issue. They talked 

about skills such as “reading reactions” and “perspective taking” which provided 

some insight into the skills that the communication partners may require during the 

implementation of AI. As reported earlier, people with LD can be skilled in hiding 

their needs and therefore someone who is inexperienced with this client group or 

the target audience of the AI, may not pick up of the signs that the person is 

unable to understand the AI resource. This was further described by the 

mainstream NHS frontline member of staff: 

 

 

 

 

 

Within this extract, C3 put the carer in the position of implementing the AI rather 

than the person that has potentially produced the resource. There are potential 

pro’s and con’s of this stance, for example it may be time effective for the health 

professional , as well as potentially increasing the likelihood of the communication 

partner being familiar with the individuals’ needs. However, the strength of the 

Triangle of Accessibility is dependent on the AI being of a high quality and 

therefore being relatively self explanatory for the carer. In the study by Jones et al 

(2006) there was evidence to suggest that the person who implements the AI 

resource should be given careful consideration, due to the other issues that may 

arise during the implementation i.e. additional questions that the carer may not be 

able to answer.  

When services do not directly address the target audience and instead focus on a 

third party, it reduces the dignity of the individual. Whilst there was data within this 

category to support the concept of the Triangle of Accessibility, there was also 

some contradictory evidence. In detangling the data it was interesting to discover 

that this contradictory evidence came from the less experienced stakeholders i.e. 

both NHS and local authority mainstream services. For example the local authority 

manager (Case 4) provided evidence to support the use of the internet in relation 

to AI “well it would just be on the website….the website is going to be the only 

way” (line 156 & 160-71). In this extract she reported that the only way of 

 ‘I think sort of from a literature point of view as well, because people 
have rarely come on their own, it tends to be you know... information is 

often given additionally to whoever they were with’ (C3: 112-22) 
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accessing information, including AI, was by downloading it from their website. 

Whilst the internet is recognised as a modern way of obtaining information, it is 

also frequently inaccessible to many people with impairments. When considering 

the Triangle of Accessibility in this scenario, the communication partner would be 

required to be more dynamic in order to make the online resources more 

accessible in terms of the physical access and the linguistic message.  

 

It is expected that AI is readily available information that is accessible, in that the 

information is both comprehendible and easy to get to. However, for some, AI 

practice seemed to be a product that was not in fact easy to get to. For some 

stakeholders, AI was a seemingly virtual resource that was available for people to 

physically access, if they needed it: 

 

 

 

 

 

 

 

 

As described across three of the mainstream cases (NHS and local authority 

frontline staff, C3 & C4; and NHS managers, C6) above, there seemed to be a 

phenomenon of advertising AI on the back of standard resources. It is 

questionable what value these options have. If you were able to access the 

standard resource you are unlikely to need the alternative options on the back. 

When you consider the potential need for AI, in relation to the broad target 

audience, it is sensible that the AI should be produced as standard. However, as 

described by Case 6, some local NHS services only produce AI on demand, which 

not unsurprisingly, he went on to describe, was relatively low in number and ad 

hoc. It would be interesting to know if the demand for AI increases if the accessible 

options were advertised on the front of the standard resource or in a different way. 

The sense of AI being physically out of reach was further described by the other 

mainstream stakeholder: 

 

‘On the back of literature you’ll see a number to phone if you want a 
different version of it’ (C3: 76-85) 

& 
‘Well on the back obviously we have the strap lines saying that it’s 

available in different formats and the umm plain English symbol’ (C4: 
140-142) 

& 
‘We tend to do these things on demand’ (C6: 38) 
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Above, the local authority frontline member of staff (Case 5) was referring to a 

person who could support the accessibility of the library in terms of offering 

Makaton signing. Whilst this was a great resource, she reported that this 

accessible support would only be available with a pre-booked appointment. This 

extract adds to the notion of AI being difficult to access, contradicting its true 

nature. 

The limitation in relation to the physical availability of AI weakens the notion of the 

Triangle of Accessibility. Within the adult LD focus group, reports were made that 

they had not seen AI within the wider community, suggesting that access is mostly 

limited to specific LD environments and services. A health care professional (P1) 

reflected on the fact that unless AI is widely available it impacts on the success of 

the resource: 

 

 

 

 

The researchers’ concept of the Triangle of Accessibility appeared to be applicable 

to the stakeholder’s firsthand experience. Whilst some data was provided, more 

primary research evidence is required to develop knowledge and understanding 

about the dynamic processes involved in the implementation of AI. The apparent 

lack of physical availability of AI is symptomatic of a lack of understanding about 

the true nature of AI and a failure to successfully implement AI. If stakeholders are 

mindful of AI as a process rather than a resource, the issue of limited availability 

will hopefully improve. 

 

Throughout the cases, the notion of AI as a flexible supportive technique or tool 

was apparent. The following extracts are used to illustrate how flexibility may 

impact on the Triangle of Accessibility. Flexibility was referred to in terms of the 

production and implementation of AI. Below the mainstream local authority 

‘In fairness, the greatest likelihood is that there may not be someone in the 
library when you attend who would be able to help you with that, that day, 

without prior appointment’ (C5: 394-98) 
 

So even if it might be accessible to them in one place, if they can’t use 
that across other places then it doesn’t become, it’s still not accessible 

(C2, P1: 33-4) 
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frontline member of staff (Case 5) related the importance of flexibility to the 

individual needs: 

 

 

 

 

 

 

 

The phrase “pick and mix” gave the sense that staff have access to a range of 

resources and techniques that they can choose from in order to meet individual 

needs. Given the potential diversity of need, this is advantageous. She also made 

reference to being flexible with guidelines. The implication of flexibility with 

guidelines needs to be carefully considered as without clear direction, there is a 

risk it could lead to a lack of action. This was in part illustrated by the local 

authority manager (Case 4) who mentioned the need for consistency in relation to 

visual information “obviously there needs to be consistency with what we use” (line 

71). It was unclear what drives the need for consistent visual information, it could 

purely relate to the needs of the individual or it may be motivated by the need to 

maintain the corporate image. 

It is rational that at either end of the scale of adaption that some level of 

consistency would be important e.g. the same image being used across a range of 

AI resources to represent the same concept; the same way that the same 

word/phrase would be used to represent a specific idea within a written document. 

There is a potential tension between the reported need for consistency and the 

issue of flexibility. When considering the range and diversity of AI, it may be that 

certain elements of AI lend themselves to uniformed guidelines such as the font 

and type of image as described in some of the national guidelines outlined in 

Chapter 1. However, as LD services aim to deliver person centred care, to achieve 

this there will always need to be a degree of flexibility. Therefore if guidance that 

was too prescriptive was rigidly adhered to, ultimately services may not be 

producing or implementing something that is truly accessible for the individual. 

 

 ‘It is about being flexible with guidelines’ (C5: 560-80) 
& 

‘There are many different solutions for many different groups of people. 
Some can benefit from all of them, some have very specific needs. It’s 

almost the pick ‘n’ mix effect of trying to find the best solution’ 
(C5: 394-99) 
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3.10.4.3 ‘Readiness for action Vs Displacement Arguments’ category 

Within this category extracts are used to highlight some of the major differences in 

AI practice in terms of those stakeholders who had an apparent readiness for AI 

practice and those whose practice may be less advanced as a result of various 

factors which were used to argue their position. 

Within the LD professionals focus group (Case 2), a typology emerged that the 

health professionals had a readiness for action, which was in part substantiated by 

the SLTs. This typology is first explored followed by a description of the second 

typology of less experienced stakeholders’ use of displacement arguments in 

relation to their AI practice. 

Within the extracts below, two health professionals reflected on how AI was 

embedded with their practice: 

 

 

 

 

 

 

 

 

The use of phrases such as ‘forefront of their mind’ gave a strong sense of 

importance. They went on to provide further evidence of how embedded AI was 

from referral forms through to performance indicators. The internal expectations 

that the health professionals set themselves, in terms of AI being a performance 

indicator, (rather than something that was external imposed on them through their 

service specification) was evident below and related to the ideology of AI within 

their team: 

 

 

 

 

 

 

 

‘P4: …I think that we are one of the better services generally in terms of 
being aware of the needs and taking steps to do something about 

it…there are signs around the building…a coloured floor and symbols 
being used outside…there is loads and loads of benefits for when we do do 

it… 
P1: I think it’s always at the forefront of our mind that whatever we do 
with service users it should be accessible to them but it’s sometimes the 

tools and what’s available to us that lets that down.’ 
(C2: 151-62) 

 



 

145 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

The favourable representation of the health services’ AI practice could potentially 

be influenced by the presence of P4 who was one of the health managers. In 

contrast, no one from the social services management or senior practitioner level 

took part in the study which may have biased the findings. Even though most of 

the extracts relating to AI action came from health professionals, one of the social 

services professionals (C2) gave the sense that she was ready for action in terms 

of accepting AI as part of her role: 

 

 

 

 

 

Whilst this extract appears to weaken the identified typology, this apparent 

readiness for action was counteracted by the displacement arguments which 

follow. The readiness or willingness of the health LD professionals to produce and 

implement AI was referenced within the SLTs focus group, highlighting the 

external recognition of their action: 

 

 

 

 

‘P1: …we do have a referral form in a more accessible format for service 
users to refer themselves…and additional assessments that we do is 

designed to look more accessible. We included consent in an accessible 
format…so it kind of starts from there. And the fact that we assess 

people’s communication at that very early stage… 
P7: We also do care plans in an accessible format, accessible reports 

if need be, any kind of reports, CPA documents umm closures as 
well’ (C2: 550-9) 

& 
‘P4: Yes for the health side…the actual term accessible information 

isn’t used in our service specification…but within our service 
specification…one of our objectives is to provide information that is 

accessible or more accessible to service users and their carers. We’re 
going to be measured on this within our performance indicators’ 

(C2: 590-8) 
 

 ‘P2: I know within my social work registration, part of having my 
registration we are now looking at service users and working on an 

individual basis which includes accessible information. So yes I would 
say it’s part of our role’ (C2: 608-11) 
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In this extract, the specialist LD SLT (S1) equated the fact that the LD health 

professionals were part of an autonomous service as an explanation as to why 

they were able to set themselves these internal expectations, and ultimately 

achieve the apparent level of readiness for action. Therefore, readiness for action 

could possibly be explained by how enabled services are to carry out what they 

feel is best practice rather than those services that are so tightly governed they are 

unable to influence practice at a strategic level. It could be that the LD health team 

were more skilled in using the national policies and legislation to operationalise 

their AI practice. This issue is of particular relevance in the current economic 

climate when the activity of provider services is under the scrutiny of the 

commissioners who are tasked with meeting the financial deficits within the public 

services.  

Readiness of action also appeared to relate to the level of confidence individuals 

had to produce and implement AI. In exploring the LD health professionals’ 

discourse, there was a high level of confidence even with the absence of training, 

as described by P6 who stated “we’ve learnt as we’ve gone along….used… 

feedback to learn from” (lines 519-538). Therefore, although they had not had 

specific training, they had learnt to develop their AI practice through feedback from 

their service users.  

The data provided some insight into the readiness of action within the LD health 

professionals’ typology; in terms of their autonomy to adopt a ‘trial and error’ 

approach, which in turn resulted in AI becoming embedded in practice. 

Unfortunately this readiness for action was not evident throughout the cases; as 

described within the displacement arguments below. 

 

S1: I think that the fact that Portsmouth has been a unitary and isolated 
team enabled them to make more decisions and be more flexible. 

Whereas when you’re part of that much bigger network of organisations 
it’s not necessarily down to you or the person above you. (C7: 524-28) 

& 
S1: …there is the culture within Portsmouth City at the moment that 

enables things to be presented and channelled within that immediate 
environment. (C7: 759-61) 
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The term displacement argument within the context of AI is used to refer to the 

misplacement or transference of blame from oneself to another source within the 

context of producing and implementing AI. The typology of stakeholders not being 

enabled to produce and implement AI appeared to relate to one or more of the 

following: 

 Issues relating to resources  

 Lack of autonomy 

 Attitude towards AI 

 Diminished responsibility  

Each of the four dimensions could be used to explain displacement arguments 

across a range of services and professional activity. Whilst they were not unique to 

AI, they are used to explore the stakeholder’s firsthand experience further. 

The lack of resources was a discussion that took place in all cases from the 

service user focus group through to the SLTs focus group. One of the more 

commonly mentioned resource was ‘time’ as illustrated in the extracts below: 

 

 

 

 

 

 

 

 

 

 

 

The extract from the mainstream NHS frontline member of staff (C3) explored the 

implications of limited time in relation to both production and implementation of AI. 

It is common that mainstream services have a higher number of patients to see 

within a given time, in comparison to specialist services. C3 reported that even 

though there were AI resources available she did not believe there was time within 

her clinical sessions to use them. It could be argued that this is a false economy of 

time, as without the use of AI the patient could leave the appointment not fully 

understanding the information, which in turn may result in the need for further 

‘The time constraints of our appointments mean that we never use that 
information in an appointment’ (C3: 358-63) 

& 
‘Re Is there anyone that you’d want to show those resources to see what 

the opinion is of them? 
C3: …because of the timescales…it’ll be a sort of peer review… 

Re: Ok, do you think you’d ever approach any of your patients or clients 
to have a look at… 

C3: …it would certainly be something that would be good to do… 
Re: Ok, and is there anything that you think would prohibit or prevent 

you from producing this type of easy read information? 
C3: I think the timeframe is going to cause us problems’ (C3: 327-353) 
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treatment. In terms of service delivery, time is money. Until such time when the 

economic benefits of AI are evident, this displacement argument is likely to be 

common place. 

There also appeared to be a perception that the implementation of AI takes longer 

than standard information, yet there was no research evidence to support this. The 

issue of limited time was also used to explain the lack of appraisal by the target 

audience, even though there was the recognition that this would be good to do.   

Another resource issue reported in the data was electronic equipment in terms of 

IT systems and equipment needed to produce AI: 

 

 

 

 

 

 

 

 

 

 

 

Within this extract, the social services participant reported restricted IT systems as 

the reason for their displacement of AI practice. Within health, whilst there may be 

a lack of resources, generally there was still a readiness for action. Whilst there 

was a reported willingness to produce and implement AI, it was not evident in 

social services or reported as firsthand experience. Both health and social 

services had set IT systems that they were required to use to record professional 

activity. However, both services also had access to other resources to support AI 

in terms of symbol packages and the internet. Yet it was only the social services 

professionals that transferred the blame to the IT systems they were obliged to 

use by the government. Potentially, this displacement argument was deeper 

routed in internal expectations and autonomy of the professionals, as previously 

discussed. 

Another resource issue mentioned in all cases was money. From a health 

perspective, the NHS manager (C6) reported that individual services have to self 

‘I think for us there is… the IT systems that we have to use in our work 
are not even accessible to us, let alone to the service users…the 

guidelines that we from the Government saying you have to use this, 
makes it very difficult to then be accessible as well. It just doesn’t lend 

itself to being accessible’ (C2, P2: 140-5) 
& 

‘P7: I think it’s hampered by the lack of equipment. 
P2: Yeah I think with the computer I got’ (C2: 612-5) 

& 
‘I’ve worked with different set ups in the past, so we have had an in-

house graphic designer which depending on the size of the organisation, 
can be perceived to be a luxury’ (C6: 222-25) 
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fund AI resources “we’ve got a communications budget but that focuses on the 

corporate organisation…services themselves have to find the money to pay for the 

printing, the designing of those leaflets” (lines 188 & 456). Therefore LD health 

professionals had self funded their AI resources from within their own budget, 

rather than general trust funding, further highlighting the value they place on AI. As 

the local NHS organisation did not allocate specific funds for the development of 

AI within individual services, it highlighted that at a corporate level the importance 

of AI was not recognised.  

Whilst money was frequently mentioned across the cases, there was no evidence 

that the stakeholders had a sense of how much it cost to produce and implement 

AI. In today’s financial climate one cannot ignore the need to evaluate the 

economical impact of any intervention within the public sector. As a result it was 

anticipated that this discourse would emerge across the cases. When considering 

the most straight forward type of AI, an easy read leaflet, the LD professionals 

were unclear how much one would cost to produce: 

 

 

 

 

This data highlighted that the economic baseline of AI is unknown. Even with this 

unknown baseline, there was evidence that some mainstream stakeholders 

believe that AI was something that was expensive to produce and implement: 

 

 

 

 

 

 

 

 

The NHS frontline member of staff (Case 3) described AI as a “vast task” and in 

doing so she implied that it was something that required significant investment. 

Arguably if services aim for AI best practice and appreciate AI as a process rather 

than a resource, then activities such as engaging with service users would require 

 ‘Re: What do you anticipate that you would need?...or do you think it’s 
actually quite a simple job? 

C3: Yeah no, I think it’s a vast task’ (C3: 290) 
& 

‘As things become slightly more complicated then perhaps clearly 
costs change, you couldn’t necessarily say there’s a standard cost for 

this or a standard cost for that’ (C6: 203-07) 
& 

‘It costs a lot more to produce something like that’ (C5: 454-55) 
 

‘Fa: …do you know how much it costs to produce a leaflet? 
P7: Well, it depends 

P3: How long is a piece of string?’ (C2: 693-710) 
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more time and/or money than standard resources. However, the need for patient 

and public involvement is increasing across all aspects of the public sector and 

therefore engaging with service users during the production of AI would be a 

potentially justifiable activity. If the skills of producing and implementing AI do not 

lie within the service then outsourcing may be required. This would be an 

additional cost, although not necessarily a unique issue to AI. Outsourcing also 

raises questions about the skills and knowledge of the people who this work is 

outsourced to.  

Communication departments often give a projected cost for the production of 

standard resources such as leaflets and posters; however the NHS manager 

(Case 6) reported that they were unable to do this with AI which may be 

characteristic of the lack of demand. It is accepted that generally the greater the 

demand the lower the cost of production. Until such time when the 

demand/request for AI increases it is unlikely that the production costs will save 

money in the long run. The lack of investment in AI was raised within the LD 

professionals focus group and by the local authority manager: 

 

 

 

 

 

It is interesting to explore what the social services professional (P2) may have 

meant when she talked about AI as a “good investment”. If a service decides that 

they cannot afford AI in the current economic climate then there are possible 

implications. For an LD service, the implications could be huge in terms of fulfilling 

the basic objectives within day-to-day practice e.g. the earlier example of the NICE 

guidance with regards to medication information being accessible. People with LD 

would not be enabled to actively participate in their care and would be restricted 

from making informed decisions. This could ultimately mean that LD professionals 

end up spending longer on each case establishing the best way of engaging the 

person and potentially replicating the measures they take with different individuals. 

So whilst not investing in AI may appear to be a financial saving, it could be 

argued that the apparent short-term saving could result in extra expense that could 

have been avoided.  

‘And I think it’s a good investment and not something that goes on a list of 
things really that need funding for’ (C2, P2: 712)  

& 
‘There’s no money. Budgets are obviously saving every year’ (C4: 194-7) 
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The question of who should pay for AI was put to the service user stakeholders: 

 

 

 

 

 

On the one hand participant C was right, the government should, and to some 

extent do, pay for AI. However it is often the managers of the local public services 

who decide how the budget is spent and whether to include the cost of AI within 

that. The other subtle significance of participant C saying the government should 

pay was the value she added to AI. The fact that she felt that the government 

should pay may reflect the importance that she believed it had.  

Until such time as the full cost of AI has been given specific attention, the circular 

argument of AI being too expensive will continue to be used; and will inevitably be 

the most common displacement argument for a considerable period.  

 

In summary, the displacement arguments relating to resources included time, IT 

systems and money; all of which are essential elements to the functioning of any 

modern public service. Without the internal and external provision of these 

resources, the stakeholders did not appear empowered to directly engage in the 

production or implementation of AI. 

 

The second displacement argument related to the apparent lack of autonomy 

which appeared to impact on the stakeholders’ practice:  

 

 

 

 

 

 

The feasibility of these two arguments is variable. In the second example it was a 

practical argument in that the frontline member of staff was limited by the 

publishers in terms of what AI they could implement. However for the local 

authority manager (Case 4), the displacement seemed less viable. It was unclear 

‘People might ask for it on a CD but I think we’re a little way off before 
we’re allowed to use video [laughter] they’re a little bit wary of it’ (C4: 

156-7) 
& 

‘We are very much in the hands of the publishers in terms of what they 
publish’ (C5: 65) 

 

‘Re: Who do you think should pay for it? 
C: Government 

Re: you think the government should pay for it? 
C: Yeah they should get their money out’ (C1: 533-41) 
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why there was more caution or suspicion about video recording in comparison to 

audio recordings. It could relate to confidentiality issues of the people on the video 

recording or it may relate to financial implications.  

When considering the lack of autonomy to use video recordings, it is interesting to 

reflect that a number of primary research studies used video/DVD information 

rather than audio or paper based resources (e.g. Dunn et al, 2006 & Boyden et al, 

2009). This highlights a difference between research and firsthand experience of 

day-to-day practice. 

There appeared to be a relationship between the confidence of the stakeholder 

and the type of displacement argument used, as illustrated below: 

 

 

 

 

 

 

 

 

Within these extracts there was a sense of the stakeholder not feeling empowered 

to produce or implement AI, resulting in a lack of action. Words such as “not 

feeling comfortable” or “confident” or “not having enough expertise” were used, 

even though one of these extracts was from the specialist LD service. This is a 

different typology to that which was found with the health professionals; who rather 

than using their lack of expertise as a reason not to act, instead ‘learnt as they 

went along’ as previous described. Arguably the stakeholders who used this 

displacement argument would be the ones who would benefit from specific training 

in AI, which could in turn improve their confidence and readiness for action. This 

again relates to the need for competency based training in order to operationalise 

guidance (Shaw et al, 2010). 

In contrast to the feelings of not being confident to practice in an autonomous 

fashion, there was evidence that AI did not fit within certain cultures. This was 

particularly apparent for the library environment: 

 

 

 ‘In my own team we’ve not yet got to the stage of involving clients…we 
don’t feel comfortable with the tools we’ve got at the moment, so we’re 

hoping to get help with that and hopefully that will become our own 
individual responsibility when we feel more confident to make it 

meaningful and successful’ (C2,P5: 512-6) 
& 

 ‘As in easy read? No I don’t think so. I don’t think we got enough 
expertise on how to do that’ (C4: 65-6) 

 

 

‘People that work in libraries like words and long words…So I think it’s 
fair to say we are probably fighting this one quite a lot of the time’  

(C5: 402-5) 
 

 



 

153 

 

In this extract the stakeholder stereotyped librarians as people who like complex 

words and therefore you would have to “fight” against them to simplify the 

information they used. This gave some insight into the culture of using AI, in that it 

is not just about the needs of those using or how accessible the service, but also 

the needs of the staff and the culture they belong to. 

 

The final issue to consider within the displacement argument category is that of 

diminished responsibility. The lack of accountability was evident in the extracts 

below: 

 

 

 

 

 

 

 

 

Within these discussions one sees competing views about who should be doing 

what. There was an apparent anxiety within the LD professionals focus group that 

the responsibility of producing and implementing AI across society (from their 

service through to the ‘wider community’) sat with them. The health professional 

(P1) diminished responsibility for the wider society, such as the police and 

commercial businesses, by saying “you can’t make it just our responsibility”. This 

may mean that they would be willing for some partnership working with other 

services or it may be them abdicating responsibility.  Ultimately, they implied that 

they could not take overall responsibility. This is potentially related to the type of AI 

they are referring to and whether it was health related or just general information 

for adults with LDs. P1’s anxiety was potentially rationalised when you consider 

the extracts from the mainstream NHS manager (Case 6) that clearly saw the LD 

health service as having the expertise when it comes to AI for people with LDs. 

If an individual or group of people are recognised as having skills for the 

production and implementation of AI, there is a danger that other services will use 

the ‘diminished responsibility displacement argument’ to avoid developing their 

own core skills in AI. This could in turn impact on the wider use of AI. 

‘if you’re talking about how that effects the wider community from places 
like banks and police stations then you can’t make it just our 

responsibility’ (C2, P1: 638-41) 
& 

‘We recognise as a communications function that the expertise in 
terms of communicating with people with learning difficulties doesn’t 
rest with us…I think we recognise, what we said earlier the expertise 
for communicating with people with learning disabilities is within the 

team’ (C6: 47-9 & 157-8) 
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Each type of displacement argument, and the extent they were used by the 

stakeholders to justify not acting, provided some insight into the barriers of 

producing and implementing AI. Interestingly, the typologies have shown that it 

was the less experienced stakeholders that mostly used the displacement 

arguments. Recognising and addressing this phenomenon has the potential to 

improve AI practice in the future.  

 

3.10.4.4 ‘Faceless Expert’ Category 

The final category to explore within the practice classification is the ‘who’ element. 

Within the data, numerous references were made to a person who possesses 

seemingly expert skills, yet there was no name or profession assigned to this role. 

Extracts alluding to the sense of a faceless expert are shown below: 

 

 

 

 

 

 

 

 

 

Words such as “specialist”, “champion” and “advocate” were used to describe this 

expert role. Yet, the stakeholders did not describe who would take on this role; 

partially because a full-time specialist AI role did not exist within public services in 

the Portsmouth City area. This model is however used in other parts of the country 

for example Oxfordshire and Sussex Partnership NHS Trust. The data suggested 

that a number of stakeholders believed that AI is in fact a full-time job within itself 

rather than an activity within existing roles. The use of a faceless expert can 

distance AI from the stakeholders and in turn devolve them of responsibility. 

One profession that demonstrated some ownership or responsibility towards 

certain specialist aspects of AI was the SLT profession as discussed throughout 

their focus group: 

 

‘A person to advocate… the individual might be the catalyst to raising 
awareness…but also if you’ve got designated people with skills or skills 

that are ready to be nurtured and time and resources to be that 
person who generates the information’ (C7, S1: 519-24) 

& 
‘It needs specialist time and energy devoted to it’ (C6: 499-500) 

& 
‘Well you can certainly make a job out of it... it could be somebody’s job to 
be an accessible information champion’. (C7, S3: 532-40) 
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These SLTs saw themselves as having an expert role in relation to assessing 

individuals who have complex communication needs, giving advice and educating 

others. Given their professional training this is what would be required from them 

within their clinical roles, as stated in the RCSLT Position Paper (2010). They 

reflected on the range of AI requests they got from others such as making 

bereavement counselling more accessible.  

None of the mainstream service stakeholders recognised a specific role for SLTs 

in the production and implementation of AI, however the LD professionals did. This 

was likely to have been influenced by the clinical role of the researcher within this 

service, the fact that local LD services had an SLT within their team structure and 

the general segmented nature of NHS organisations.  

The identification of a role for SLTs was also evident in the primary research for 

example Dunn et al (2006) who involved SLTs in the review of the comprehension 

test used as the outcome measure for the AI. Whilst some of the research in the 

field has been led by psychologist (Dunn et al, 2006 & Boyden et al, 2009) there 

was no data generated in this scoping exercise referencing psychology as having 

a role in AI. This could in part relate to local vacancies and the lack of psychologist 

and Allied Health Professionals within the sampling groups. Therefore it could be a 

local phenomenon rather than a national picture.  

‘Asked for advice on making meeting agenda's accessible…create a 
handout for family meetings…facilitate discussions about decision 

making…to make bereavement counselling a little more accessible’ 
(C7, S1: 75-78, 107-118 & 334-46) 

& 
‘SLT's can support the tailoring of information through assessing 

individual needs’ (C7: 68-9, 143-7 151-2, 357-62) 
& 

‘We could be educating people about what might be needed for an 
individual and they can put together the individual resources’ (C7, 

S3: 153-4)  
& 

‘I personally see us as having a role in terms of educating people 
and raising awareness and potentially identifying people who have 

got complex communication needs and working out what’s best 
suited for them’ (C7, S1: 168-70) 
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Whilst SLTs are experts in communication, they are not experts when it comes to 

the content of the information they are asked to make accessible. Understanding 

professional boundaries and joint working is needed and the SLTs in the focus 

group were careful not to position themselves as an expert for all aspects of AI: 

 

 

 

 

 

 

 

 

 

Two of the SLTs recognised that assessing individual needs for AI may be wider 

than the remit of the SLT profession. Given the earlier examples of the potential 

target audience, a range of additional specialist services may be required. There 

was also the sense that whilst the SLTs saw themselves as having a role in terms 

of assessment and advice they did not feel as though it would be their role to 

produce the AI resources.  

There were suggestions within the data that certain departments within specialist 

and mainstreams public services may have a role with regards to certain aspects 

of AI: 

 

 

 

 

 

 

 

 

 

 

 

 

‘I don’t necessarily feel as though it should always be our role…to do the 
translation bit or the conversion bit or the making of accessible materials’ 

(C7, S1: 147-9) 
& 

‘Assessment isn't always SLT role, depends on the type of disability 
e.g. sensory would be OT’ (C7, S3: 180-4) 

& 
‘I think having some designated resource time to actually focus on 

that would be the main thing… I don’t necessarily mean that it would 
necessarily be an SLT generating all of that’ (C7 S1: 505-14) 
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Within these extracts the focus of the potential support lay with the production of 

AI resources, in terms of design and photography. It was reassuring that the 

production of AI resources was not restricted to paper or 2D resources, but 

reference was made to the accessibility of buildings which would in turn involve an 

estates and facilities department.  

Evidence was provided for the diverse role in supporting AI but there was disparity 

in ownership of the role. In all of the cases quoted above the SLT profession was 

not mentioned, although all of the extracts are from mainstream services. Yet as 

demonstrated in the previous extracts, SLTs took some ownership of AI. This 

disparity can in part be explained when you consider the production versus the 

implementation and whether the AI is person-centred or designed to meet a 

group’s needs. Both Cases 3 and 6, from mainstream NHS services, appeared to 

reflect more on AI at the population or group level i.e. a resource that is accessed 

by all of their patients/clients. Whereas the SLTs and LD health professionals 

demonstrated knowledge and understanding about the individual needs and 

therefore a more person-centred approach.  

‘C3: …so anything we’re potentially sending out to patients has to be 
okayed… 

Re: And which department do you go to? 
C3: … communications department 

Re: Media and Communication? 
C3: Yeah, so them. I’m not sure but I think we’d have to talk to PALS 

as well…  
Re: what kind of resources do you think you’d need to produce these 

kinds of easy read? 
C3: Yeah, umm we’ve got a meeting with… a graphic designer so to 

see what sort of input we need… 
C3: Umm we do have access, but I think where the graphic 

designer is part of medical photography I was going to see what 
he came up with.’ (C3: 248-52, 293-7 & 314-6) 

& 
‘Well we have tended to use Mencap mainly because that’s the 
only people we know of and …the partnership board.’ (C4: 73) 

& 
‘different sign combinations…most of that work now isn’t stuff 
that we as a communications team would get involved in we 

would again defer to estates and facilities people around that sort 
of thing.’ (C6: 272-85) 
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Given the potential diversity of the target audience, a more practical belief was that 

AI is a shared role: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Within these extracts the SLTs reflected on partnership working and particularly 

the role of the media and communications department; as does Case 5 who was a 

representative from this department. Across both cases there was a shared 

understanding that different professions bring different skills although it was 

unclear if this partnership working took place in practice. As put by S2, in an ideal 

world there would one point of reference for all AI issues: 

 

 

 

 

 

 

‘the group that…looking at proposed leaflets…that is a role that is 
shared’ (C2: 509) 

& 
CI: Who would be some of those key people to sign up? 

S1: Just other stakeholders that we work alongside…for examples day 
services 

S2: Commissioners 
S1:…residential services. 

S3: …social services…on the ground coordinating peoples care’  
S2: The communications department… 

CI: And do you think they would be able to do that independently or 
would they need support? 

S2: …it depends on whether it’s the very generic or the complex. 
CI: So if we’re talking about some standard resources that could go 

out at a population level…do you feel as though they would be able to 
do that? 
S3: No 

S1: No, not necessarily.  (C7: 577-94 & 719-41) 
& 

‘It’s about bringing the expertise from the individual service 
alongside…the communications people as well. At times it will require 
more than that, we’ll need the IT people involved, the Estates people, 

there’s others as well, all manner of linkups.’ 
 (C5: 529-35) 

 

 
 

‘Well utopia would be nice...it would be wonderful if there was this one 
department that you could just ask for this bit of information to be 

produced in this accessible format, can you please do it for me? 
(C7, S2: 753-5) 
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Practice Conclusion: 

Within the practice classification, considerable differences in AI practice across all 

categories was presented. Therefore, even at a local level, the data suggests 

inconsistency in the operationalisation of national policy and guidance.   

The data presented a number of interesting phenomena in relation to AI practice.  

With the bottom up versus top down practice, on the one hand the data suggests 

that there was a degree of engagement with service users across specialist and 

mainstream services. However, on the other hand there were some services that 

showed no evidence of engaging with the target audience. Interestingly, there was 

very limited evidence to suggest that there was cross service engagement in 

relation to AI i.e. only SLTs who got requests from other services for advice and 

support.  

The lack of cross service engagement perhaps relates to the typology of the 

experienced versus inexperienced stakeholders. The LD health professionals and 

the SLTs had a distinctive readiness for action when it came to both the production 

and implementation of AI. In contrast, there was frequent evidence of the less 

experienced stakeholders using displacement arguments to explain their lack of 

active practice within the field of AI.  

The evidence presented within ideology classification goes some way to explain 

the potential disparity between the stakeholders. The readiness of action evident 

in the health professionals’ discourse potentially related to the internal 

expectations they set themselves. As well as their evident understanding about the 

dynamic nature of AI, in terms of it being a process that involves people to 

implement the AI resource on a face-to-face basis. This level of autonomy was not 

evident within other stakeholders’ discourse. There was a sense that their practice 

was restricted in terms of not having permission to do certain things as well as 

having to work with inflexible IT systems.  

The contributions suggest that there appears to be the need for a specialist role; 

however it was only the SLT stakeholders that specifically acknowledged the skills 

that they could bring to AI practice.  

The data presented and discussed within the practice classification provides some 

interesting findings about the stakeholders’ firsthand experience of producing and 

implementing AI. The findings have the potential to influence future policy and 
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practice in terms of setting standards to avoid confusion and benchmarking current 

practice.  

 

3.10.5 Findings within the ‘Outcome’ Classification 

The final classification of the data generated from the scoping exercise to be 

discussed is the ‘outcome’ of AI. The use of outcomes is a contemporary way of 

measuring the performance and effectiveness of services. Outcome measures 

were also apparent in the primary research which used pre and post 

comprehension scores. Within this classification the term outcome is used more 

broadly to consider the holistic impact of AI. In order to further understand the 

ideology and practice of AI, it is important to recognise the stakeholders’ firsthand 

experience of the benefits and consequences of AI, each of which will form the 

basis of the categories within this classification. In addition, the notion of AI as a 

branded technique versus social movement is presented as the final category. 

3.10.5.1 Benefits of AI category 

When considering the benefits of AI, it would be anticipated that the main outcome 

would be improved comprehension of the information. However, the benefits of AI 

seem to be more poignant. Some stakeholders described AI as a supportive 

mechanism:   

 

 

 

 

 

 

It was powerful that one of the adults with LD (P) described AI as “looking after 

people”. This highlighted a potential nurturing role of AI, in that it can take care of a 

person. It also draws attention to the personal element, as previously described, 

which reinforces AI as a process rather than just a resource. As well as this extract 

demonstrating the overarching benefits of AI, it may also be suggestive of a 

perception that AI is integral to the care that people with LD receive. The service 

looks after people and AI is just part of the package.  

‘It looks after people’ (C1, P: 897) 
& 

‘Dignity…Information presented in a dignified way…if you do a broad 
brush…then you’re not taking the perspective of the individual, there is a 
risk that the individuals’ dignity could be compromised.’(C7, S2: 295-99) 
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In Case 7, the SLT manager (S2) described AI as supporting a person’s dignity. 

This provided evidence that AI has a role in supporting a person’s self-esteem and 

as a means of being respectful to the individual. In November 2006, the 

Department of Health launched its ‘Dignity in Care Campaign’ (Lawther & Dooley, 

2009) which aimed to end tolerance of care services that do not respect the dignity 

of those using them. Since the campaign’s launch, a wide range of stakeholders 

have taken action to promote dignity and respect for people using care services. 

Supporting the individual communication needs of those in care forms part of this 

campaign, therefore indirectly supports the use of AI. If more stakeholders were 

able to recognise the supporting documentation that underpins AI, it may result in 

better outcomes.  

With the stance that AI is something that looks after and is respectful of people 

with LD, there was the sense that these more poignant benefits were passive in 

nature i.e. something that has been done for people with LDs, therefore arguably 

not directly empowering them. Rappaport (1987) explains that the lack of a precise 

definition of empowerment is easily resolved by acknowledging the paradoxical 

nature of social problems. Discourse relating to empowerment often generates 

positive constructs. Professionals are increasingly aware of the concept of 

empowerment, but it is the processes of helping someone achieve empowerment 

that is less understood. Recently there has been a growing interest and concern 

about the continued exclusion of people with LDs from participating within society 

and their struggle for citizenship. By removing the barriers that cause disability in 

our society and making changes from these experiences, are people with LDs 

empowered through AI practice? Rappaport (1987) would argue that professionals 

cannot give people with LDs the ‘gift’ of empowerment, but that they should 

empower themselves.  

There was some data to suggest that there are more active outcomes that resulted 

in the empowerment of people with LDs: 
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The first extract was again from an adult with LD (C). She reflected that AI gives 

people more confidence. It is accepted that knowledge is power; therefore 

enabling people with LDs to understand information that is important to them, will 

in turn give them the confidence to use the information to inform their daily lives.   

The empowerment also seemed to be indirect as described by one of the health 

professionals (P1) in Case 2. A discourse took place about the quality of the 

resources and how this in turn reflects on the perceived image of the client group. 

So by having AI resources of a higher quality or glossier in nature, you are in turn 

making the underlying ideology of AI more powerful and giving the impression of a 

more valuable resource, because more time and effort has gone into the 

production of the resource. The suggestion that high quality or glossy AI resources 

raise confidence levels was also evident in NHS manager’s interview (Case 6). 

 

In summary, the data suggests that there were a number of benefits to AI; both 

those that would be naturally anticipated in terms of improved comprehension and 

those more poignant ones which are less expected such as dignity and 

empowerment. Highlighting these benefits is important when considering the 

outcome of AI, as it focuses services on what they should look to measure, rather 

than the use of non-validated comprehension tests as suggested by the literature 

in the field.  

 

‘It gives people more confidence’ (C1, C: 910) 
& 

‘P1: sometimes it is about making sure quality of the information you 
give out, is good quality... because that raises the profile…of that 

service…if you produce it in a very kind of umm arts and crafts way it can 
have a negative effect as well can’t it? 

P4: I agree with that… 
P1: because we’ve gone past it now…haven’t we I think…Our Blue Peter 

moment’ (C2: 714-24) 
& 

‘we’ve suffered a bit in the past through the home made leaflets and the 
homemade posters …it’s the perception that people then have when 

they come and see something like that themselves and the confidence 
that that breeds’ (C6: 241-45) 
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3.10.5.2 ‘Consequences of AI’ category 

Through the stakeholders’ firsthand experience, there was a sense that some 

individuals were actively engaged with AI. Whilst this may be the optimum 

outcome, for others the outcome of AI may be an increased awareness rather than 

active engagement. 

The awareness of AI was referenced across three different cases below: 

 

 

 

 

 

 

 

In each of the extracts the data suggested that the stakeholders were conscious 

that there was more to be aware of, and more to do when it came to the 

production and implementation of AI. If awareness leads to action, then awareness 

was a positive outcome of the stakeholder’s firsthand experience. However, if the 

awareness does not lead to change over the coming years, then awareness alone 

is far from adequate.  

Arguably, the worst possible outcome is a lack of action: 

 

 

 

 

 

 

 

 

Both of these extracts came from mainstream frontline staff. In the first extract the 

NHS frontline member of staff (C3) made reference to the accessibility options 

being put on the back cover of the standard resource. Whilst she reported an 

awareness of the alternative options, she stated that it was down to the discretion 

of the professional to order them in, rather than having them readily available; 

therefore for the majority of the time they failed to act.  

‘Certainly thinks there are lots of things to be more aware of’ (C3: 514) 
& 

‘We're in an increasing awareness situation but very aware that our 
service isn't perfect and there is a way to go’ (C5: 425-27). 

& 
‘Greater awareness of the need to look at different media for 

communicating messages’ (C6: 116-7) 
 

‘There’s definitely copies…but anything else…that would be out of 
discretion…and we’d have to just order it in…we certainly don’t have them 

in case’ (C3: 97-103) 
& 

‘We always have an issue about managing shared space. I think that 
in terms of quite intellectual people who might use the building and 
want certain things from it and people who want to come in and not 
find the place daunting and want a more simplified service’ (C5: 411-

13) 
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The local authority frontline member of staff (C5) raised her awareness of 

managing shared space and used this position to justify a lack of action. Arguably 

most mainstream services are delivered within a shared space and therefore this 

could be an issue for many stakeholders. However, as described within the 

ideology classification, the general public who access the mainstream service may 

have a range of hidden AI needs. The culture of segregated places for individuals 

or groups with special needs is outdated and something that modern services 

have aimed to move away from, as described in Valuing People (DoH, 2001). One 

would expect that open and accessible services are advantageous for all, 

regardless of individual needs, which again would promote the equality agenda. 

Maybe if there was a greater emphasis on the bottom-up approach the 

management of shared spaces would be more inclusive.  

 

So far, the data presented provides positive outcomes of AI, as reported by the 

stakeholders. However, there were some firsthand experiences which highlighted 

the potentially damaging consequences of AI: 

 

 

 

 

 

The health manager (P4) described an example of an “outrageously poor” AI 

resource. It is hard to imagine that the resource described above would look after 

someone or support anyone to grow in confidence, as the previous data would 

suggest. So whilst there can be benefits to AI, this appears to correlate to the 

quality of the production and implementation of the AI resource. 

 

For some stakeholders there appeared to be a stigma attached to the use of AI: 

 

 

 

 

In this extract, the local authority frontline member of staff (Case 5) describes how 

she would “hate” to ask someone if they wanted an accessible version of the 

‘I’ve seen some out there that are outrageously poor…whole pages of text 
translated into a whole series of small symbols that are almost 

unrecognisable, in boxes about it that are supposedly going to help 
somebody from not understanding that page of text to understanding…it 

was awful.’ (C2, P4: 273-83) 
 

‘if we had a two tier system there are so many questions about when and 
how it would be used…it does cause some difficulty…I would hate to say to 

anybody do you want this one or do you want this one’ (C5: 182-3) 
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information. She implied that it was offensive to ask a member of the public if they 

wanted an accessible version, as it may highlight that they have some kind of 

problem. This belief is weakened when you consider the symbolic information 

evident throughout society. Generally, the use of symbols e.g. a symbol on a toilet 

door or a road sign, does not cause offense. Downs (2011) explained that stigma 

is complex and multidimensional and therefore best studied holistically. Stigma 

has three interrelated components: behavioural, cognitive and affect. Therefore 

whilst it is not possible to fully explain the stigma related to AI, it is important to 

recognise that stakeholders’ actions or behaviours are likely to be related to their 

thoughts and beliefs. 

If shame and disgrace is a potential consequence of AI, then the wider 

development of AI across society needs to tackle this barrier. In the extract above, 

there is some irony in the stakeholder’s belief. She failed to recognise that if one 

were to pose the opposite question of ‘would you like this long and complicated 

information’, many members of the public would opt for the accessible version. It is 

important to recognise the stakeholder’s firsthand experience and how this may be 

related to limited exposure or use of AI within her service.  

There appeared to be a typology in that mainstream service advocated for the 

wider public needs, or those potential without additional needs; whereas specialist 

services were narrowly focused on the needs of one group. Within the SLTs focus 

group, the manager (S2) had a much more inclusive attitude to the implementation 

of AI: 

 

 

 

 

 

She used the analogy of ‘ramps into buildings’ for the physically disabled as a way 

of describing how AI could become the norm, as a kind of communication ramp. If 

this was the situation then it would go some way to reduce the stigma attached to 

the use of AI in wider society.  

 

Understanding both the positive and possible damaging consequences of AI, 

services are potentially enabled to take AI practice forward by drawing on the 

It’s a bit like always having a ramp to get into a building, so everyone can 
access the building. So maybe thinking about all of the information has to 
be in a way everyone…so every building would have a ramp and you just 

walk up it anyway. (C7, S2: 796-812) 
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positive outcomes; learning from, addressing and safeguarding against the stigma. 

The attitude and belief of individuals is likely to influence the Triangle of 

Accessibility and in turn potentially impact on the effectiveness of AI 

implementation.  

 

3.10.5.3 ‘Branded technique versus social movement’ category 

Within this final category arguments are presented that describe AI in terms of a 

‘new’ practice that has been labelled by the government as best practice, through 

to services that have developed AI into a branded technique that they are 

measured against. In contrast, the outcome of AI could be wider reaching and 

contribute to a sense of a social movement. Within the social movement scenario, 

the benefits of AI to services and their users again appears to be indirect. 

It has been reported that social movements can lead to transformational change. 

Social movements involve collective action by individuals who have voluntarily 

come together around a common cause; they often involve radical action and 

protest which may lead to conflict with accepted norms and ‘ways of doing’ things. 

Although their beginnings are spontaneous; movements do require some form of 

organisation if they are to have an impact (Bate et al, 2005). AI could be 

considered a social movement in its own right in that it challenges the traditional 

form of information within society. Alternatively, AI could be viewed as part of a 

larger social movement for the inclusion of people with LD within society.   

In exploring the notion of AI as a social movement, it is important to relate this 

back to the earlier findings within the target audience category. If AI is a branded 

technique used just by LD services, then it would be logical that the target 

audience would only be people with LD. However, this was not evident in the data. 

Within the ideology classification that Figure 20 clearly illustrates, LD is just one of 

the six main categories of needs potentially requiring AI.  

One could argue that there are benefits for AI being seen as a branded technique. 

Anecdotally, within modern LD services, AI has become a common characteristic. 

For some, AI resources are recognised as a product of LD services and in turn 

have become the norm or what is expected. With this in mind, the benefit of AI as 

a branded technique is that it is now an expectation of those working within LD 



 

167 

 

services. Nevertheless for some, the need to maintain the brand of their AI 

resources had further complexities: 

 

 

 

 

 

 

 

In this extract the local authority manager (Case 4) highlighted the tension 

between corporate rules and AI guidance. She gave an account of the restricted 

practice within the local authority. She reported that the production of AI cannot go 

too far as the local authority brand would be lost. However, if a resource is to be 

truly accessible, all relevant adaptations should be made regardless of the need 

for it to maintain the corporate identity. Of course there are some practicalities to a 

resource having some branding in terms of knowing who or where to go for more 

information or more copies.  

As previously described, AI was bigger than the LD population. It is this wider 

reaching target audience that promotes the sense of a social movement rather 

than an LD service specific branded technique: 

 

 

 

 

 

 

The health manager in the LD professionals focus group (P4) made reference to 

AI being used within older people services, even though the terminology may 

differ. If other services are acting in similar way to meet the information needs of 

their service users, then this provides contradictory evidence for AI as a technique 

that is just used by LD services. In some respects, AI is advocated for across care 

groups in terms of the MCA and the need for ‘reasonable adjustments’. However, 

AI seems less embedded in mainstream services interviewed within this scoping 

exercise.  

‘C4: we’ve got the corporate identity standards…everybody has to adhere 
to those rules 

Re: And do you think there is any flexibility with that?... 
C4: Umm…you can to a certain extent but you can’t go too far away 

otherwise people aren’t going to recognise us and our information. So 
even though you can do easy read I think there is still a way to make it 

corporate and still easy read’ (C4: 116-131) 
 

‘I guess it’s used in services so it might be in older people services…so I 
think they would also refer to assisted communication, augmentative 

communication, so aided, supported facilitated, adapted 
communication. So whether it’s exactly the same terminology but I 

think there would be something within services’ (C2, P4: 46-53) 
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As described by Bate et al, a social movement needs action by individuals who 

have come together around a common cause. With this in mind, a common theme 

in the data is that AI was a shared role and something that everyone was involved 

in: 

 

 

 

 

 

 

 

 

Within these extracts, the health professional (P7) captured the quintessential idea 

of AI as a social movement in stating that it is something that the “wider 

community have been doing without realising it”. It is true when you look at 

different places within today’s society. There is growing evidence of visualised 

information that relies less on the traditional forms such as text and spoken 

language, as described in Chapter One. Sensory overload is characteristic of 

communal spaces in modern society e.g. busy train stations. Therefore, it is not 

surprising that we all, to some degree, require information that is easier and 

quicker to process. It could be argued that whilst this more accessible or easy 

information is evident across society, the motivation for its design is not likely to 

stem from a clinical need. However, it does in turn contribute to the normalisation 

of AI. 

It seems only appropriate that the information in the public domain is simplified to 

meet the diverse needs of today’s society or as the NHS manager (C6) described 

the “mass audience”. Further data to support the notion of a social movement and 

the need to meet the information demands of a vast and diverse society was 

evident in other cases: 

 

 

 

 

 

‘I think the wider community have been doing accessible information 
without even realising they’re doing it. Because they symbolise lots of 

signs, anyone notices the toilet and that and they know female and 
male’ (C2, P7: 79-89) 

& 
‘In many ways there isn’t a particular audience although clearly being 

an NHS organisation with limited resources it is the mass audience 
that you tend to cater for most of the time’ (C6:18-20) 
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It is interesting that the term “sign up” was used across two different cases (the LD 

professionals and SLTs focus group). The use of this phrase gave the sense that 

there was something that individuals can physically sign, whether it is a policy or 

contract; yet nothing of this nature currently exists.  

Although the beginnings of social movements are spontaneous, for them to have 

an impact they require some form of organisation. In reference to AI, potentially 

the movement has got to the point where it needs formalising and there is the 

need for something tangible that can be physically ‘signed up to’. The need for 

something or someone (the faceless expert) to organise the people and give them 

an outline of what they need to do was evident.  

The data suggests that the stakeholders believed that when everyone is signed 

up, it would embed AI in the culture. It is interesting that in their discussions, the 

stakeholders used discourse that was evident in social movement literature 

without any direction questioning on this topic. It was also made clear in the data 

that this movement is bigger than both LD and SLT services. 

 

To summarise, there appeared to be some benefits to LD services having AI as a 

branded technique in terms of it seemingly being the norm and therefore what is 

expected. However, there was some cautionary data to suggest that services 

could take the branding element too far and in turn risk the likelihood that their 

practice becomes tokenistic.  

‘Guidelines giving you an outline…cause if you’re going to use it across 
say the whole of Portsmouth…everyone to sign up to it’. (C2, P4: 407) 

& 
‘it works so well in the city…there is a sign up by everybody, there is 

a culture that it’s got to be a part of what you do…everybody is 
signed up and it is embedded’ (C7, S2: 547-50) 

& 
‘The Disability Discrimination Act…could be vehicles for you to be 

able to drive some of it. Because you need a bit of a leaver for it to 
be embedded into a culture’ (C7, S2: 561-9) 

& 
‘CI: if there was a strategic approach, it’s just about learning disability 

and speech therapy services signing up to it? Or is it wider? 
S2: It’s got to be much wider 
S3: I think wider’ (C7: 570-6) 
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It was clear that there appeared to be a social movement in relation to AI. Without 

consistency in AI practice, the social movement towards AI for all is weakened. 

Individuals that come together for the common cause of AI may have differing 

ideologies and firsthand experience (as discussed within the first two 

classifications) which may influence the success of the movement.  

 

Outcome conclusion 

Within this classification some hidden and unexpected outcomes are presented. It 

is clear that AI is something that is of benefit to people with LDs but that it is also 

something that can in turn be part of a larger social movement. These wider 

outcomes have not previously been mentioned in primary research, national 

guidelines or legislation.  

The primary consequence of AI is improved understanding or the support of 

receptive communication needs. However, analysis of the data uncovered some 

secondary consequences in terms of dignity and empowerment.  

There was also a perception that there was a stigma attached to AI which in turn 

could contribute to a barrier in its wider implementation.  

Whilst it would be ideal for everyone to be actively involved in AI, for some, 

increased awareness is all that can be hoped for. Longer term this would not be 

adequate to embed AI firmly within society.  

The data also uncovered the urgent need for an economic analysis of AI before it 

disappears from current practice due to the financial climate. Findings from this 

classification are helpful in the development of future service delivery in terms of 

decision making and the roll out of AI, both within LD services and the influence it 

has on the wider society.  

 

 

3.11 LIMITATIONS OF THE SCOPING EXERCISE STUDY 

It is recognised that there are a number of limitations of the scoping exercise 

study. Within this section the following limitations will be described:  

 Difficulties in recruiting commercial businesses.  

 Under representation of social services management/senior practitioners 

within the LD professional focus group. 

 Positionality of the researcher and the impact on inferential generalisation. 
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As previously mentioned there were difficulties in recruiting commercial 

businesses for this scoping exercise. All major businesses that were felt to be 

appropriate were approached using a range of methods. Initially all of the high 

street banks were targeted. Nowadays it is impossible to get through to local 

branches via the telephone; therefore the researcher physically went into each 

bank and spoke to a customer services representative. In some of the smaller 

banks she was able to speak directly to the branch manager. Without being 

coercive, she gave a very brief overview of the study and left the participant 

information sheets for the attention of the branch manager. Unfortunately there 

was not one response from this initial recruitment method.  

A similar approach was used with the major high street retailers such as the 

leading supermarkets, Marks and Spencer, Debenhams and Boots. These 

retailers were selected as they offer additional services such as insurance and 

store cards, rather than simply products on shelves. Therefore, arguably, they had 

a greater need for AI. Again, unfortunately, there was no response from any of the 

major retailers using the direct face-to-face recruitment method.  

Local leisure facilities in Portsmouth City were also approached. Direct telephone 

contact was made with the managers and then the information sheets were e-

mailed for their reference. Based on the telephone discussions, the researcher 

was hopeful that she would recruit someone from the commercial leisure industry, 

but again there was no response following receipt of the full information.  

It is believed that there may have been apprehension in participating in the study 

as none of commercial businesses that were approached were actively using AI. 

There was also the sense that local staff of the national commercial businesses 

did not have the autonomy to participate without approval at a higher level for fear 

of reputational harm (even though participation would have been anonymous). 

With this in mind, it is not believed that other approaches to data collection, such a 

questionnaire, would have been any more successful.  

 

The second limitation to consider was the under representation of social services 

management/senior practitioners within the LD professionals focus group. Initially 

it was felt the representation of health and social services participants was 

reasonably balanced, although there was one more participant from the health 

service i.e. a four to three ratio. The inclusion criteria did not specify the grading of 
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the professionals or the skill mix within the focus group. Within the health 

participants, the grades varied from healthcare support workers through to a 

service manager, yet the social services participants were care managers and 

lower grade social workers. It is recognised that this may have affected the group 

dynamic and the discourse that took place. The health manager was a strong 

advocate for AI which highlighted the importance of AI within their service model, 

as well as providing data at a strategic level.  

As there was no one from the social service management/senior practitioner level, 

it is possible that the range of skills, knowledge and attitude was under 

represented, therefore impacting on the representational generalisation of the 

social services data. However, one could expect the firsthand AI experience of the 

social services stakeholders to be an accurate reflection of their services’ 

experience of producing and implementing AI; regardless of their grade.  

 

Finally, the issue of positionality is considered. Positionality refers to the 

researcher’s relationship to the study and participants. This relationship can in turn 

affect the way that the data is collected and analysed (Mays & Pope, 2000). 

Acknowledging personal experiences and intellectual bias can reduce the likely 

impact of such preconceptions. It can also enable the researcher to be ‘open’ to 

the data and to suspend assumptions regarding preconceived ideas. 

The author of this research programme has a background in SLT and has been 

practicing within the Portsmouth City area throughout the course of this research 

programme. It could therefore be argued that she was an ‘insider’. Her clinical 

practice had the potential to influence the data collected from some of the 

participants who were her immediate colleagues. However, strategies such as the 

use of a different facilitator for the LD professionals and SLTs focus groups 

hopefully reduced the potential bias.  

It could also be argued that there was bias in the interpretation of the data as the 

researcher has a broader understanding of the issues raised within the 

discussions. Whilst a number of measures were taken to ensure reflexivity in the 

data collection and trustworthiness issues in the analysis, it is important to note 

that a sole researcher carried out the majority of the analysis, as is often the case 

with PhD research. However, it is hoped that the detail reported in this chapter 
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goes some way to overcome this limitation by making the research process 

transparent and auditable.  

In terms of the inferential generalisation, it could be argued that AI practice within 

the Portsmouth City area has been influenced by the researcher’s clinical practice; 

potentially reducing the extrapolation of the findings to similar conditions across 

the UK. Whilst it is acknowledged that the typologies may vary in different 

geographical areas, the findings and identified phenomenon set the premise to 

which other stakeholders can reflect on their AI practice, therefore potentially 

providing a framework to benchmark AI practice.  

 

Overall, it would seem that the limitations described above are outweighed by the 

richness of the data and analysis (as described below).  

 

3.12 VALUE OF THE FINDINGS AND IMPLICATIONS FOR 

FUTURE RESEARCH AND PRACTICE 

When exploring the value of this study, it is important to consider the following 

questions; 

a) Were the objectives of the study achieved and to what extent? 

b) Does the study have validity in terms of design and conduct, display of 

analytic routes and interpretation? 

c) Do the findings confirm or refute previous research in the field? 

Each of these questions will be answered to illuminate the value of the study. 

 

Firstly, the objectives of the study will be considered. The question ‘what is the 

current experience of producing and implementing AI across a range of 

stakeholders?’ was approached through the following sequence of objectives: 

1) To recruit a range of stakeholders to explore their firsthand experience of 

producing and implementing AI for adults with LDs. 

2) To conduct a series of discussions with participants in order to illuminate 

the range of skills, knowledge and attitudes relating to AI. 

3) To explore how the research, national policy and legislation influences AI 

practice, in terms of both the production and the implementation.  
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As previously described within the limitations section, there were difficulties 

recruiting commercial businesses and there was an under representation of social 

services management/senior practitioners within the LD professionals focus group. 

However, eighteen participants were successfully recruited across four main 

sampling groups which included adults with LDs; health and social services LD 

professionals; managers and frontline staff from mainstream NHS and local 

authority services; and SLTs. Collecting data from this range of stakeholders 

yielded a wealth of data which provided differing and contrasting firsthand 

experiences of AI. The use of a Framework approach to manage the data proved 

to be beneficial in exploring the data across all of the cases, adding to the strength 

of the thematic analysis. 

The discussions that took place within the focus groups and interviews provided 

evidence on the stakeholders’ range of skills, knowledge and attitudes relating to 

AI. These were explored through the three classifications of AI ideology, practice 

and outcomes. The key findings evident within the data were described in full 

within each section and have been summarised below for ease of reference: 

 There is potentially a diverse target audience for AI that is wider reaching 

than the LD population. 

 Generally, AI is viewed as a process of supporting receptive communication 

needs and not just a resource; yet there was minimal data about what 

occurs during the implementation phase. 

 The internal and external expectations of public services potentially 

influences practice in terms of responsibility and ownership to produce and 

implement AI. 

 There is an apparent need for a specialist AI role in terms of leadership and 

strategy, as well as core AI skill development across services to embed AI 

within practice. 

 There are considerable differences in AI practice suggesting inconsistency 

in the operationalisation of national policy and guidance. 

 Whilst there is a degree of engagement with service users across specialist 

and mainstream services, there was limited evidence to suggest that there 

is cross-service engagement on AI. 

 The LD health professionals and the SLTs had a distinct readiness for 

action when it came to both the production and implementation of AI, which 
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appeared to be influenced by their internal expectations, appreciation of AI 

as a dynamic process and the specific needs of individuals. 

 There was frequent evidence of less experienced stakeholders using 

displacement arguments to explain their lack of active practice in the field of 

AI, potentially explained by an apparent lack of knowledge and 

understanding of AI. 

 The primary consequences of AI appeared to be improved understanding or 

receptive communication support, although there were some secondary 

holistic consequences in terms of dignity and empowerment.  

 For some there was a noticeable stigma attached to AI which in turn could 

contribute to a barrier in its wider implementation. 

 Not enough is known about the economics of AI and therefore there is a 

pressing need for an economic impact assessment. 

Arguably, the richness of the findings from this study would not have been evident 

without the use of qualitative research methods (across a range of sampling 

groups) which have uncovered valuable findings where little was previously 

known, using an iterative approach.  

The final objective of the study was to explore how the literature (both the primary 

research evidence and national policy and legislation) influences AI practice. 

Whilst there was some direct reference made to some of the legislation and 

national guidance (DDA and the NICE guidance), there was not a strong sense 

that for the stakeholders, AI practice is influenced by the documentation; therefore 

potentially highlighting the lack of operationalisation. Across all cases, no 

reference was made to any of the AI guidelines such as ‘Information for All’ and 

‘Am I Making Myself Clear?’, again reinforcing the lack of operationalisation.  

Overall, given the potential limitations with representational generalisation, it is felt 

that the findings met the objectives of the study in a comprehensive fashion. 

 

The validity of findings in their broadest concept relate to how ‘well grounded’ the 

findings are. This study’s audit trail provides the mechanism for achieving validity 

in the approaches adopted to collect and analyse the data, which has shown to be 

systematic and transparent, therefore adding to the trustworthiness of the findings. 

The methods reported earlier in this chapter are auditable and aimed to collect and 

deal with all the data ‘fairly’ and as a result the findings are sufficiently neutral 
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(Mays & Pope, 2000). However, it is recognised that interpretation of qualitative 

data is potentially variable dependent on the analyst (Wolcott, 1994). 

 

Unfortunately there is little previous research in this area. Nevertheless, the 

previous research discussed in general terms explores possible confirmations or 

refusals.  

Firstly, the issue of outcomes is explored. In terms of the ‘outcome of AI’, none of 

the stakeholders made reference to a pre and post comprehension score following 

the implementation of AI; yet this is the method used to measure the effectiveness 

within some of the primary research literature. This highlights a difference between 

research and practice. The findings within this study present more holistic 

outcomes of AI in terms of dignity and empowerment. Insight into these outcomes 

should not be underestimated but are likely to have been missed without the use 

of qualitative methodology. 

In the study Jones et al (2006), the importance of who implements AI was 

highlighted. Whilst this issue was not raised within the data, the personal element 

was very apparent. This was succinctly put by one of the adults with LD: “people 

need people”. The issue of implementation is one of particular interest, yet it has 

received very little attention within primary research to date. 

Some of the other studies in this area focused on specific AI issues, for example 

do symbols really help (Poncelas & Murphy, 2007). Whilst the current scoping 

exercise can neither confirm nor refute this question, until such time when there is 

greater understanding about the implementation of AI, the question of whether 

symbols help could be an unprofitable and unbeneficial question to ask. There is 

potentially more validity in asking what significance symbols have in the process of 

implementing AI.  

Given the richness of the data produced from this scoping exercise, there is a 

range of implications for future research in the field of AI. Whilst there are some 

issues in extrapolating the findings of this scoping exercise, as previously 

described, some of the findings from the stakeholders’ firsthand experience 

enhance the notions relating to AI such as AI as a social movement; AI as a 

process rather than a resource; and the importance of the personal element which 

supports the concept of the Triangle of Accessibility. Given these novel findings, 

there is potential for theoretical generalisation that may shape and enhance AI 
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practice in the future. Ritchie & Lewis (2003) describe how contributing to 

theoretical understanding requires robust research methods and particularly 

quality in data interpretation. It is hoped this is achieved through the descriptive 

and explanatory analyses provided within this chapter. 

 

In addition to the implications for future research, it is important to recognise how 

the findings from this scoping exercise could influence AI practice within public 

services. Given the anecdotal nature of the perceived implications for clinical 

practice, the following section is a diary entry written in the first person from the 

perspective of the researcher. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Diary Entry  

‘Conducting this scoping exercise has had a direct impact on my clinical 

practice and how I hope to develop AI support within the local area. To do 

this I have used the findings from the study to evidence a proposed 

business case that was submitted and agreed by the Directors of the local 

NHS Trust for a Trust-wide AI project.  

I believe, in order to develop AI provision across the Trust, we first need 

to identify the local population who require AI in terms of the wider 

target audience; plus the scale of adaptation within groups of individuals 

who have shared needs.  

Based on this population information, services then need to prioritise the 

AI needs in terms of the use of generic AI resources versus those that 

require individualisation and personal implementation. 

In order for the broad use of AI to be achieved, I also recognise that staff 

education is needed in order reduce the confusion and the likelihood of 

displacement arguments. As part of this education, it is recognised that 

the development of core competencies which can be linked to governance 

measures such as KSF’s and Essential Standards would be beneficial.  

The recognition of the holistic impact of AI should support services to see 

the value added through engagement in the production and 

implementation of AI.’  
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To conclude this chapter, the main finding that is of particular interest is the notion 

of ‘people needing people’ and the desire to further understand what occurs during 

the implementation phase of AI. It is felt that by developing knowledge and 

understanding about this phase of the AI process, there will be a greater clarity 

about AI as a whole. There has been little apparent impact of previous specific 

resource-focused research. Therefore a more holistic approach focusing on the 

process of AI, in particular the implementation phase, is likely to have tangible 

findings that can be applied to all settings in which AI is implemented.   

 

The issue of what occurs during the implementation of AI was investigated within 

the second qualitative study of this research programme. The study aimed to 

investigate what dynamic behaviours are involved in the implementation of AI at a 

specialist clinical level.  
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Chapter Four: 

An observational study to investigate the 

dynamic behaviours involved during the 

implementation of AI, at a clinical level, 

for adults with LDs. 
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4.1 INTRODUCTION TO THE OBSERVATIONAL STUDY 

This chapter describes the second investigation undertaken as part of this 

programme. The study was conducted between January 2011 and March 2011. 

This study seeks to understand the implementation of AI within a particular social 

setting and asked the question: 

 

‘What occurs during the implementation of AI, at a clinical level, for adults 

with LDs?’ 

 

This research question was approached by observing community LD nurses 

implementing a new piece of health related AI to one of their existing clients. 

Therefore, within this study, the AI is health related and the ‘clinical level’ refers to 

the community based specialist LD health service. 

This non-participatory observational study builds on the findings from both the 

literature review and the scoping exercise. Whilst the primary research was mostly 

resource focused, in practice, the stakeholders presented the notion of AI as a 

supportive process and not just a resource. However, neither the findings from the 

literature review nor data from the scoping exercise provided significant 

information with regards to the implementation phase of the AI process. 

Through the exploration of the vocal and non-vocal behaviours, activities and 

social relations, it was anticipated that the findings would influence future AI 

practice. The anticipated influences are in terms of knowledge development and 

understanding of the multifaceted nature of the implementation of AI. The findings 

could also form the basis for future effectiveness research, evidenced based 

teaching, appraisal and competencies in relation to AI practice.  

 

Within this chapter the methodology, analysis and findings of the non-participatory 

observational study will be described in full. As in the first primary research 

investigation of this research programme, special attention is paid to the measures 

taken to meaningfully involve people with LDs in the study and the reflexivity 

needed when conducting the observations.  
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4.2 AIMS OF THE OBSERVATIONAL STUDY 

This study aimed to explore and investigate some of the pertinent issues 

highlighted from both the literature review and some aspects of the scoping 

exercise, as summarised below: 

 Whilst the primary research was mostly resource focused and did not report 

on the implementation of such resources, in practice the stakeholders 

presented the notion of AI as a supportive process and not just a resource. 

However, there was minimal reported data from the scoping exercise 

relating to what occurs during the implementation phase of AI.  

 Based on a range of stakeholders’ firsthand experience, there were 

considerable differences in their AI practice. This suggested inconsistency 

in the operationalisation of the national policy and guidance in the field. 

 The LD health professionals (and also the SLTs) had a distinct readiness 

for action for both the production and implementation of AI. This appeared 

to be influenced in part by their internal expectations, their knowledge and 

understanding of individual needs; and their appreciation of AI as a dynamic 

process. 

 The primary consequences of AI appeared to be improved understanding or 

receptive communication support, although some secondary consequences 

in terms of dignity and empowerment were evident in the data generated in 

the scoping exercise. These outcomes had not previously been reported or 

investigated within research in the field.  

 

The question ‘What occurs during the implementation of AI, at a clinical level, for 

adults with LDs?’ was approached through the following sequence of objectives: 

1) To firstly recruit community LD nurses within Portsmouth City area and then 

one of their existing LD clients, to take part in a non-participatory 

observation. 

2) To carry out one observation of each nurse implementing a new piece of 

health related AI to one of their LD clients. 

3) To analyse how the session was played out through observation of the 

subtle vocal and non-vocal behaviours that naturally occurred during the 

implementation of the AI. 
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4) To explore the findings in relation to the Triangle of Accessibility.  

 

In order to achieve the above objectives, an exploratory and naturalist approach of 

qualitative observations was utilised.  

 

4.3 PHILOSOPHICAL INFLUENCE AND DESIGN OF THE 

OBSERVATIONAL STUDY 

Within Chapter 3, the context of qualitative research design was presented in 

terms of the interpretative tradition and the bewilderment surrounding the 

interchangeable terminology. Within Section 3.3, Table 3 presents an overview of 

three main philosophies commonly referred to in qualitative research literature: 

phenomenology, ethnography and grounded theory. Whilst the scoping exercise 

was influenced in part by phenomenology, the observational study had a different 

philosophical influence. 

Ethnography is an approach to research that is concerned with describing a 

culture or group and its members’ experiences, beliefs, attitudes and behaviours; 

as well as their location in the culture (Holloway, 2005). An ethnographer seeks to 

explain overt aspects of culture shared and on the surface; such as language, 

behaviour, places, actions and relationships. It also seeks to explore the hidden 

and covert elements such as humour, silence and irony (Spradley, 1980). The key 

methods of data collection within this philosophical approach are participant 

observation and interviewing, along with other methods such as the use of 

documents and diaries.  The observations are of the ‘real world’ and of the culture 

and social world of participants, which is influenced by the naturalism perspective. 

Naturalism advocates a study of the world in its natural state as opposed to 

‘artificial’ state of a controlled experimental setting within its own objectivity, 

standardisation and neutrality (Sharkey & Larsen, 2005). 

This part of the research programme was partly influenced by the philosophy of 

ethnography. Whilst this study did not follow an ethnographic approach in its fullest 

meaning, it was influenced by certain dimensions of the approach such as the 

naturalism perspective and the interest in language and behaviour within a specific 

social setting. However, the study did not draw on extensive fieldwork such as 
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data from diaries, field notes and documents as would be expected within an 

ethnographic study. There are however some parallels when considering the 

positionality of the researcher within her clinical practice. As this study was 

conducted within a culture in which the researcher worked clinically in her role as 

Principal SLT, it could be argued that from a clinical perceptive she was an insider 

with rich knowledge of the culture.  

 

The method used to collect the data within this study was non-participatory 

observations. Observations allow the qualitative researcher to systematically watch 

people and events to find out about behaviours and interactions in natural settings. 

Qualitative observational studies are very different from the category of 

observational studies (non-experimental research designs) used in epidemiology. 

Nor are they like the clinical observations of a patient (Mays & Pope, 2005). 

Therefore observations take place in natural settings not experimental ones; hence 

this type of work is often described as ‘naturalistic research’. Observational 

methods used in social science involve the systematic, detailed observation of 

behaviour and talk: watching and recording what people do and say; in this case 

how AI was implemented.  

For the purpose of this investigation, non-participatory observations were carried 

out. Although the observation was non-participatory, the community LD nurses 

were fully informed of the aims of the investigation and were required to identify a 

clinical session with a client that met the inclusion criteria. 

An important advantage of non-participatory observation is that the method can 

help to overcome the discrepancy between what people say and what they actually 

do. Therefore unlike the scoping exercise, which involved stakeholders talking 

about their firsthand experience, this study allowed the analysis of what actually 

happened during the implementation of AI within a specific social context (a 

clinical session between a community LD nurse and one of their LD clients). As 

stated by Mays & Pope (2005), observational methods are particularly well suited 

to the study of the working of organisations and how the people within them 

perform their functions. It may also uncover behaviours or routines of which the 

participants themselves may be unaware of i.e. the instinctive actions they take 

when implementing AI.  
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4.4 SAMPLING FRAMEWORK FOR THE 

OBSERVATIONAL STUDY  

This study used a purposive sampling to deliberately select (or to select with a 

‘purpose’) a particular group of participants and settings that were criterion based 

(Mason, 2002). The sample was chosen because they had particular features or 

characteristics which enabled detailed exploration and understanding of the 

central theme, the implementation of AI. As this study aimed to give a detailed 

picture of the implementation of health-related AI, at a clinical level, it can further 

be described as a homogeneous purposive sample (Ritchie & Lewis, 2003). 

It has been recognised that there may be problems gaining access to a setting, 

and then in striking up sufficient rapport and empathy with the group to enable 

observations to be conducted. To overcome this potential problem, participants 

were recruited from the community LD health service in which the researcher 

worked clinically. Therefore the specified context of this study was the clinical 

sessions of the community LD nurses within the Portsmouth City area. 

Participants were selected based on meeting the inclusion criteria described 

below. 

 

Table 7: Inclusion criteria of the sampling for the observations 

Inclusion Criteria 

 

 

Community LD Nurses 

 Employed by the Portsmouth City Teaching Primary 
Care Trust (PCT)* community LD health service as a 
community nurse, whose role includes health 
facilitation. 

 Have worked in the above mentioned team for more 
than 12 month period. 

 Experience of producing and implementing AI for 
adults with LDs. 

 Direct client work with LD clients who require AI 

 

Adults with LDs 

 Age 18+ 

 Open to the Portsmouth City Community Learning 
Disability Team 

 Require AI within their clinical sessions 

 

(*During the course of this research programme there were some organisational changes 

at Trust level and therefore Portsmouth City Teaching PCT no longer exists and has been 

succeeded by Solent NHS Trust) 
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The sample outlined in Table 7 was not aimed at generating a representative 

sample, but at producing sufficient data to provide a thick description of current 

practice; and to indicate common links shared between the sessions observed and 

others like it. 

Other qualitative sampling methods were considered and disregarded. Given the 

position of the researcher (within her clinical practice) as a member of the 

Portsmouth City community LD health service, it could be argued that convenience 

sampling has been employed due to her ease of access. However, the decision to 

select participants from this sampling group was directly related to findings from 

the scoping exercise. As described in Chapter 3, it was the LD health 

professionals that had a distinct readiness for action when it came to both the 

production and implementation of AI. Overall, based on their reported firsthand 

experience, they appeared to be the most experienced group and therefore there 

was potentially more to learn from their practice through the use of observation. 

SLTs were the other stakeholders who had a distinct readiness for AI action 

however they were disregarded from the sampling framework on ethical reasons 

due to the researcher’s clinical work and background. 

 

4.5 RECRUITMENT OF PARTICIPANTS FOR THE 

OBSERVATIONAL STUDY 

The professionals at the centre of the observation were recruited from the 

Portsmouth City community LD health service. At the time of recruitment, the team 

consisted of Community Nurses, an Occupational Therapist, a Psychiatrist and 

Health Care Support Workers.  

As the observations were overt, the recruitment of adults with LDs needed careful 

consideration. In the previous study in this programme of research, the researcher 

took practicable steps to obtain full consent from the LD participants. However, in 

this study, given the nature of their involvement, it was felt that the involvement of 

people with LDs could be achieved without full consent. Therefore, through the 

use of a ‘consultee’ process, the justification for this decision was as follows: 

 AI is particularly relevant for people with LDs who have significant 

communication difficulties. Without the potential involvement of individuals 
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who lack the ability to fully understand what is involved in participating in 

research, a proportion of the target population would have been excluded. 

 As the observations were carried out in natural settings as part of their 

clinical intervention, the person with LD was not required to do anything in 

addition. 

 Findings from the observation are anonymous and the content of the 

session was not of a sensitive nature.  

 The community LD nurses acted as gatekeepers to protect their vulnerable 

clients, by identifying a session where the information was not of a sensitive 

nature and being involved in the research consultee process where 

appropriate.  

Given the vulnerable nature of a proportion of the sample (i.e. the adults with LDs), 

a carefully planned and systematic approach to recruitment was used, as 

illustrated in Figure 21. 
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Figure 21: Recruitment of participants for the observational study flow chart 

7. An assessable summary of what will happen at the session was left with the 

client (see, what will happen on the day, Appendix 4.6) to support the retention 

of the information. 

8. On the day of the session, just prior to the session, the researcher went over 

what would happen & checked that they were still happy for the recording to take 

place. 

Nurse perceived their client 

to have capacity to consent 

Yes, able to give consent 

(‘Accessible Consent Form’, Appendix 4.5) No, not able to give consent 

Nurse perceived their client 

as not able to fully consent 

5. If the client was interested in 

participating, they were supported to 

complete the ‘I’d like to help’ form 

(Appendix 4.3) and return to the 

researcher. 

5. If the client showed some interest 

but found it difficult to understand 

and retain all the relevant 

information, the nurse fed back to the 

researcher on their behalf 

6. When the researcher received the 

‘I’d like to help’ form she made 

contact with the person or their carer 

& arranged a 1:1 meeting at a 

convenient time and place. At the 

meeting, the researcher assessed if 

the client met the inclusion criterion 

& if they understood what research 

means, what an observation is etc.  

6. Discussion took place between the 

researcher, nurse & the client’s next 

of kin re: efficacy of them taking part. 

If it was agreed that the client was 

able to understand that the session 

would be recorded & they would be 

able to express an opinion about the 

recording, the ‘Consultee 

Declaration’ form was completed 

(Appendix 4.4) 

Recruitment of Participants for the Observational Study 

1. Researcher delivered a briefing session to the Portsmouth City Community 

LD Nurses inviting them to take part in the study (see Participant 

Information Sheet & Consent Form, Appendix 4.1) 

2. Researcher selected a purposive sample from the nurses who volunteered  

3. Researcher supported the nurses to select a client on their caseload who 

would be appropriate to invite to take part in the observation, based on the 

inclusion criterion.  

4. The nurse initially approached a client on their caseload who met the 

inclusion criterion based on their clinical judgement & prior knowledge of the 

person. They showed them the AI about the study (see Accessible 

Participant Information Sheet, Appendix 4.2) 
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4.6 ETHICAL CONSIDERATIONS FOR THE 

OBSERVATIONAL STUDY 

Within this section, the ethical considerations are presented. Prior to data 

collection, full ethical approval was obtained from the Southampton & South West 

Hampshire Research Ethics Committee (A) and the local Research and 

Development department. A copy of the committee’s letter of approval can be 

found in Appendix 4.7 

Within the following two subsections, ethical issues relating to consent and risks, 

burdens and benefits are presented. 

 

4.6.1 Ethical considerations in relation to consent to participate in the 

observational study 

As previously mentioned, there were two phases to the recruitment process. 

Phase one of recruitment was the community LD nurses and phase two was the 

recruitment of the adults with LDs. Participation in the study was voluntary and the 

participants had the opportunity to withdraw at any time during the course of the 

study. Each of the nurses recruited were fully briefed on the nature of the research 

and therefore informed consent was obtained in the form of a signature on the 

consent form. 

The second phase of the recruitment was the LD clients who were receiving 

clinical input from the LD nurses recruited. Given the need for AI within the clinical 

session, it was anticipated that the LD clients may have lacked capacity to fully 

consent to participate in the study.  Rather than exclude these individuals from the 

study (as previously justified), the researcher worked closely with the nurse in 

order to identify the need for a ‘consultee for research’ to be utilised. Where 

possible, practicable steps were taken to support the decision making process 

through the use of accessible resources. Further details can be found within the 

reflexivity section. 

 

 

 



 

 

189 

 

4.6.2 Ethical considerations in relation to risk, burdens & benefits to the 

participants 

Participation in the research project was voluntary and participants had the 

opportunity to withdraw at any time during the course of the study. Each 

professional participant was fully briefed on the nature of the research and 

therefore informed consent was obtained in the form of a signature.  

For the adults with LDs, accessible resources were used to support their 

understanding of what it meant to participate in the study. For those participants 

who were unable to fully consent with the use of all practicable steps, a ‘consultee’ 

and declaration was made in conjunction with key individuals such as their next of 

kin/main carer and the nurse recruited. 

Each participant was anonymous in all the written material produced from this 

study. The professionals participating in the research set the date and time of their 

clinical appointment as normal and the researcher video recorded the session as 

subtly as possible.  

Each professional participant was debriefed at the end of the review. The LD 

participants debriefing was adapted according to their level of understanding and 

ability to consent (see Appendix 4.8). Within the debriefing, participants were 

again given the opportunity to withdraw and for the recording not to be used within 

the study. Due to the unpredictable nature of clinical sessions, it was felt important 

that participants were given this option to reduce the burden of participating in the 

study. 

Overall, given the setting of the observations and the control the nurses had in 

terms of the session, the risks associated in participating in the study were low. 

The original digital recordings of the observations were labelled confidential and 

were kept in an archive until such time as they can be destroyed. The signed 

consent forms were also labelled confidential and kept separate from the final 

written version of the research. 

 

4.7 REFLEXIVITY WITHIN THE OBSERVATIONAL STUDY 

As previously described, the term reflexivity refers to the relationship between 

researcher and participants. Reflexivity also relates to how the researcher 

responds to events during the study and whether they considered the implications 
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of any changes in the research design. Within this section, reflexivity issues relate 

to the involvement of adults with LDs and the complexities of recruiting and 

collecting data from within a clinically familiar setting. For clarity purposes, part of 

this section (text in italics) has been written in the first person as it relates to the 

direct actions that were taken to ensure reflexivity.  

 

‘The focus of my reflexivity in this study took a slightly different stance than the 

scoping exercise. Some may in fact describe my position as ‘inflexible’. I was 

adamant that this observational study should potentially include adults with LDs 

who may not have been able to fully consent to participating in the study. From the 

early design stages of this study, I knew this desire would present a challenge in 

obtaining ethical approval. I not only hoped to involve vulnerable participants, but 

vulnerable participants who were likely to have communication difficulties that 

would impact on their ability to fully consent to the study.  

I believed that my professional training and clinical expertise (as previously 

described) prepared me for this challenge, and a challenge it was. Throughout this 

research programme I had been conscious of the minimal inclusive research 

actively involving people with LDs in the field, especially those who have complex 

communication needs. This, coupled with the lack of evidence relating to the 

implementation of AI for this population, strengthened my desire to take the stance 

of being ‘inflexible’ on this element of my research design. I did not want to 

compromise the integrity of the study by taking the easier option within the ethical 

process. I believed that with the practicable steps employed and the sensitivity of 

the professional participants, the minimal risks would be outweighed by the 

potential benefits of the study.  

After extensive preparation and a heated debate with the ethics committee, 

approval was obtained. Interestingly, within the ethics committee interview, I was 

challenged about not fully explaining ‘how’ I was going to use the accessible 

recruitment resources. When I clarified that there are no guidelines about the 

implementation of AI and that this was the exact motivation for my study, the 

challenge was withdrawn. Whilst it is important to keep clinical and research 

activity separate, without being able to draw on my clinical skills in supporting 
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people with LDs and complex communication needs, I question whether approval 

would have been considered.  

I not only felt that obtaining approval for this was a personal achievement, but I 

also felt as though I had been able to advocate for the target population of AI -

people with LDs who have associated communication difficulties. I also hoped that 

the debate that took place within the ethics committee went some way to 

highlighting the need for AI within research i.e. in terms of raising the profile of AI 

in the decision making process and the complexities surrounding its practical use.  

As with the scoping exercise, accessible recruitment documentation was produced 

in a similar style, as illustrated below;  

 

  

Figure 22: Example of the accessible recruitment resources 

 

Due the naturalistic approach in this observational study, my direct role with the 

LD participants was minimal. Accessible research resources were only needed in 

relation to the recruitment and debriefing, rather than within the data collection 

itself.  

The decision was made for me to physically sit in on the observations to manage 

the video recordings rather than simply setting up the camera and leaving the 
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room. The reason for this was two-fold. Firstly, there were practicality reasons in 

terms of ensuring that the relevant scene was captured within the camera frame 

and that the zoom function could be used when appropriate. Secondly, it was felt 

that I could be vigilant for any negative reactions to the video recordings taking 

place. Whilst both participants were aware that they could stop the recording at 

any point, I felt that they may have felt obliged to continue. Therefore, through my 

presence, we were able to judge the situation jointly and only continue with the 

recording as appropriate. As with many clinical sessions, there are often multiple 

aims or objectives; therefore my observation only took place for the 

implementation of the AI. After this element, the recording was stopped and I left 

the room so that the session could be completed in privacy. My presence was only 

overtly acknowledged during one observation, as explained during the analysis. 

Whilst it could be argued that my presence interfered with the natural activity 

within the session, the impact of my presence is described within the analysis to 

ensure transparency.  

 

Within the ethics committee interview, I was also challenged about carrying out the 

study within a service that I work clinically. This raises a number of issues in terms 

of bias, philosophical influence and the potential benefits. Bias is defined as a 

distortion in the data collection, analysis or interpretation that prevents neutrality, 

although it is a term that is not often used within qualitative research (Holloway, 

2005). So arguably, whilst the ethics committee may have been concerned about 

bias in the data collection, I could argue a suspension of my beliefs and 

preconceptions (i.e. bracketing) within the analysis and interpretation of the 

observational data.  

I felt that my clinical role offered me a naturally occurring ‘insider’ perspective as is 

described within ethnographic research. Whilst this was not an ethnographic 

study, I felt as though my position was advantageous in terms of pre-study 

discussion with regards to feasibility, ability to identify appropriate social scenarios 

to observe and the established rapport with the professional participants i.e. they 

felt comfortable with my presence as it was not too dissimilar to my activity as the 

SLT within their service. Therefore, rather than there being bias to my research 

design, I hope that it highlights the benefits of research activity alongside clinical 
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work. It is not known whether an external observer would have had a negative 

impact on the study in terms of the willingness of the professionals to participate 

and the presence of a complete stranger within the session’. 

 

Overall, the main reflexivity issues occurred during the planning stage of this study 

in connection to the relationship between the researcher and the participants. The 

recruitment and data collection went as planned and therefore there were no 

events to respond to during the practical stages of the study. 

 

4.8 OBSERVATIONAL STUDY DATA COLLECTION 

Qualitative observations take place in natural settings not experimental ones. For 

the purpose of this investigation, the natural setting was a clinical session. 

Naturally occurring data is needed when the research behaviour involves elements 

that are subconscious or instinctive; are complex or delicate in its manifestation; or 

where there are concerns about the likely veracity of participants’ representations 

of what has occurred. 

Due to the flexible and person-centred nature of the community LD nurses’ work, 

clinical sessions can take place in a range of settings. Not all settings would have 

been appropriate, however the following examples were felt to be suitable: a room 

in the Kestrel Centre where the team is based, a residential building or a day time 

facility such as a day centre or respite building. The choice of setting was 

predetermined by the nurses recruited for the study.  

As non-participatory observation involves watching and recording what people say 

and do, it was vital that the observations were systematically recorded and 

analysed, using high quality audio video recordings. Recordings were made using 

a digital camcorder and tripod. The systematic recording of data in qualitative 

observation distinguishes it from other types of observation. Even with video and 

sound recording it is impossible to ‘get everything’ (Mays & Pope, 2005), but as far 

as possible the researcher aimed to record exactly what happened, from the best 

possible position, without being too obtrusive.  
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4.9 DATA ANALYSIS OF THE OBSERVATIONS 

As this study was interested in exploring, unravelling and explaining the complexity 

of the interaction (i.e. the visual and vocal aspects) between the nurse, their client 

and the accessible resource; it was necessary to identify an analytical approach 

that will lend itself to this task.  

The analysis of video data, to investigate phenomena in the natural setting adds a 

different dynamic. The raw data not only captured what was said but also what 

happened in terms of the non-vocal behaviours of both parties. As previously 

described, the data was naturally occurring and this was of particular value when 

behaviours and interactions need to be understood in ‘real world’ contexts.  

Within this section, approaches of qualitative analysis of the observational data are 

presented. Justification for the use of conversation analysis is explained. The 

findings from the data analysis were not simply an act of recording the outcomes 

of analysis, but also present the construction and representation of the form and 

nature of the phenomena explored. It is hoped that the comprehensive report of 

the analytical process adds to the credibility of the study. 

 

4.9. Analysis options for the observational data 

As in any method of analysis, the aim is to sift and decode the data to make sense 

of the situation, events and interactions observed. Often this analytical process 

starts during the data collection phase; a quite different model of the research 

process to that found in quantitative research where data collection is completed 

before any analysis begins. The validity of observational accounts relies on the 

truthful and systematic representation of the research.  

Denzin & Lincolin (2000) explain that observational data should include 

descriptions of contextual aspects of the social interaction. Much of what is 

observed will inevitably consist of conversations; however in this study the non-

vocal behaviours were of equal importance. As the digital audio and visual 

recordings were transcribed, they then in turn became written text. 

There were a number of analytical approaches that could be used to analyse data 

produced from observations: 
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1. Content analysis - the identification of themes within the data. The way 

the themes are identified and the number of instances that fall into each 

category. The analysis is linked to ‘outside variables’ such as the gender 

and role of the contributor. 

2. Discourse analysis - is concerned with the way knowledge is produced 

within a particular discourse through the use of distinctive language or 

through the adoption of implicit theories in order to make sense of social 

action. 

3. Narrative analysis - identifies the basic story being told, focusing on the 

way an account or narrative is constructed, the intention of the teller and 

the nature of the audience as well as the meaning of the story or ‘plot’. 

4. Conversation analysis - focuses on the structure of conversation and 

classifies interaction in terms of key linguistic systems such as turn 

taking and adjacent pairs.  

(Denzin & Lincolin, 2000) 

All of these approaches were considered. This study was not interested in how 

outsider variables may contribute to themes within the observational data, 

therefore content analysis was rejected. Whilst discourse analysis would be an 

interesting approach to examine the vocal behaviours or ‘discourse’, in using this 

approach the non-vocal behaviours would have been lost. Finally, narrative 

analysis was rejected as it was felt that the story being told would have to some 

degree been predetermined by the structure of the AI being implemented. Again it 

was felt that this would distract from the non-vocal behaviours and their relevance 

to the implementation of AI.   

Overall, given the nature of the objectives of this study, conversation analysis (CA) 

was considered to be the most appropriate approach with which to analyse the 

data generated from the observations. It is important to recognise that CA is a 

discipline in itself and some would argue a paradigm.  

 

4.9.1.1 Background to CA 

Nowadays, CA is recognised as a well established approach to the study of talk in 

interaction (Antaki, Finlay, & Walton, 2007). This method of analysis inspects 

recorded data to see how the participants in a scene display their own 
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understanding of what they are doing and saying, as evidenced in the detailed 

organisation of their talk. Importantly, it is an approach that has already been used 

to study the communicative strategies of people with LDs (Wootton, 1989; Antaki, 

1999; Jingree, Finlay, & Antaki, 2006; Antaki, Walton, & Finlay, 2007; Pilnick, 

Clegg, Murphy, & Almack, 2010). CA has also been utilised within SLT, particularly 

in the field of child language and aphasia. For example, CA was used to analyse 

single episodes of interaction in the supported conversation of people with aphasia 

(Kagan, 1998) and to examine the repair sequences in aphasic talk (Lindsay & 

Wilkinson, 1999). 

 

CA was a development within ethnomethodolgy (a branch of sociology that is 

concerned with social actions and interactions), which emerged in the 1960’s. It 

rests upon the principle that an utterance can be regarded as an action or activity, 

produced and recognised in and through a social organisation (Austin, 1962); this 

rests within the speech act theory of (Searle, 1969). An utterance and the action it 

performs can only be understood with regards to the context in which they occur.  

In the early 1980’s, very few studies were concerned with the visual aspects of 

behaviour (Heath, 1986). This was in part influenced by the lack of equipment in 

capturing these interactions. The absence of sociological research using video 

technology derived in part from the lack of an analytic framework. As a result of 

the technological developments during this period, research had begun to 

investigate the visual elements as well as vocal elements of human interaction. 

As with utterances and talk, human movement performs social action and activity. 

A movement may be used to accomplish particular tasks in face-to-face 

interaction. Utterances and movements gain their character and interactional 

significance through their position in a developing stretch of talk. The action-by-

action character of social interaction can be used as a resource in analysing 

movement as well as speech. The progressive step-by-step nature of interaction 

provides a methodological resource in analysing the character of actions and 

activities.  

Heath (1986) detailed analysis accompanied by illustrations. The drawings were 

used as an accessible way of understanding particular aspects of the data. His 

research draws from the methodological resources and a substantial body of 
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findings generated in CA, to examine the social organisation of certain actions and 

activities in the medical consultation. In more recent years, others have used a 

similar approach of combining transcript extracts alongside illustrations (Finlay, 

Antaki & Walton, 2007). 

It was recognised that the use of images and/or drawings within this study would 

have been beneficial in terms of making the findings more accessible. However, it 

was not possible due to ethical and financial constraints. Namely, anonymity would 

have been compromised and it was not possible to fund illustrations. However, it 

was possible to capture the non-vocal aspects of the interactions within the 

detailed transcriptions.  

 

4.9.1.2 The stages of conversation analysis 

A hierarchy of analytical process was adapted from Paul ten Have (2007) to 

facilitate the CA process. The hierarchy involved a number of different analytical 

tasks which enabled the researcher to make sense of the data. This hierarchy was 

specifically applied to CA and the interpretation of talk in interaction. For ease of 

reference, each stage of the CA is described in Figure 23. 
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Figure 23: The process of using conversation analysis within the study 

(adapted from Paul Ten Have, 2007)  

 

 

 

1 
• Basic transcription of the video recordings 

2 

• Joint review of the video recordings to identify initial points of interest with a 
qualitative academic in the field of LD and SLT 

3 

• Development of detailed transcriptions to ensure all actions and activities are 
represented orthographically (Jefferson, 1990). See Appendix 4.9 

4 

• INTERPRETATION: Review of video recording alongside detailed transcriptions 
to identify episodes to be analysed  

5 
• ANALYSIS: Common sense interpretation of each episode 

6 

• ANALYSIS: Elaborate on the analysis and compare episodes to other instances 
within and across cases 

7 

• ANALYSIS: Explicate the interpretation, previously produced on common 
sense grounds 

8 

• Write up the findings and present the sequence of the episode using extracts 
from the detailed transciptions. 
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4.10 FINDINGS OF THE OBSERVATIONAL STUDY 

Within this section the findings from the observational study are presented in 

relation to the participants recruited and the results of the CA. It is hoped that 

rigour is achieved through the transparency of the analytical process used to 

produce the reported results.  

4.10.1 Description of the participants recruited for the observations and the 

accessible resources that were implemented 

Whilst approval was given to involve adults with LDs who may not have been able 

to consent for themselves, all of the participants recruited for the study did have 

capacity to consent. The details of each observation are presented below. The 

nurse, the client and the accessible resource are described in order to explain the 

elements of the ‘Triangle of Accessibility’.  

Observation One: 

The first observation took place in the client’s home. To maintain anonymity, the 

client shall be referred to as Lisa and the community nurse will be referred to as 

Sally.  

Lisa lived in a residential home with three other ladies. On the day of the 

recording, there was another resident and member of support staff in an adjoining 

room. Sally decided to carry out the session in the communal kitchen area where 

they normally had their sessions.  

The aim of the session was to review Lisa’s new accessible health action plan and 

to obtain consent for dementia screening. The session was recorded in full and 

lasted 6 minutes 20 seconds.  

Sally was an experienced LD nurse. Most of her experience had been within 

residential settings and she had been working as a Band 5 community LD nurse 

for a number of years. 

Lisa was a lady in her 40’s who had a diagnosis of Down syndrome and moderate 

learning disability. She was a verbal communicator, however her speech was 

dysarthric and limited to short utterances.  

Within the session, Sally used four paper based resources, two of which were 

easy read. The first easy read document (transcribed as 2nd doc) was a 

personalised easy read health action plan which can be shown in Figure 24. 
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Figure 24: Personalised easy read health action plan implemented in 

observation one 

 

The second easy read document (transcribed as 4th doc) was a standard easy 

read letter about the dementia clinic shown in Figure 25. 
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Figure 25: Easy read letter about the dementia clinic 

Observation Two: 

The second observation took place at the Kestrel Centre, where the Community 

LD service was based. To maintain anonymity the client shall be referred to as 

Kelly and the community nurse will be referred to as Jenny.  
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Jenny normally saw Kelly at the Kestrel Centre as Kelly could travel independently 

to appointments. Jenny decided to carry out the session in the larger meeting 

room to allow space for the recording.   

The aim of the session was to inform Kelly about breast screening. Only the first 

part of the session was recorded which lasted 17 minutes 58 seconds. After this 

period the recording was stopped; the researcher left the room and Jenny and 

Kelly went on to discuss other issues not appropriate to the study. 

Jenny was a very experienced community LD nurse who had worked within the 

local community team for many years. Jenny was also one of the senior 

practitioners in the team. 

Kelly was a lady in her late 40’s who had a diagnosis of mild learning disabilities, 

mental health problems and complex physical health needs. Kelly was a verbal 

communicator who had clear speech and was able to converse in full sentences.  

Within the session Jenny used two paper based resources which were in easy 

read format using photographic information. The first easy read document was a 

standard folder of easy read pages about having a mammogram; some pages are 

shown in Figure 26. 

 

Figure 26: AI about breast screening implemented in observation two 
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The second was another standard easy read folder about the mobile screening 

unit. Some pages are shown in Figure 27. 

 

Figure 27: AI about the mobile breast screening unit implemented in 

observation two 

Observation Three: 

The third observation also took place at the Kestrel Centre. To maintain 

anonymity, the client shall be referred to as Tim and the community nurse will be 

referred to as Donna.  

Donna worked with Tim at home and at the Kestrel Centre. As Tim’s home 

environment can be busy, Donna felt it would be more appropriate for Tim to visit 

the Kestrel Centre for the session observed. Tim could not travel independently 

and therefore he was supported to the session by his carer. Tim chose for his 

carer not to sit in on the session. The session was carried out in the smaller 

interview room. 

The aim of the session was to go over Tim’s easy read closure report. The session 

was recorded in full and was short in nature, only 3 minutes 34 seconds. After this 

period, the recording was stopped; the researcher left the room and Donna closed 

the session. 
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Donna was an experienced Band 5 community LD nurse who had worked within 

the local community team for a number of years.  

Tim was a young man in his 20’s who had a diagnosis of Down syndrome and a 

moderate learning disability. Tim was a verbal communicator, however his speech 

was dysarthric and limited to short phrases. 

Within the session Donna just used the one paper based easy read resource that 

had been personalised for Tim. The anonymous closure report can be found in 

Figure 28.     

 

Figure 28: Easy read closure report implemented in observation three 
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Observation Four: 

The final observation also took place at the Kestrel Centre. To maintain anonymity, 

the client shall be referred to as Ryan and the community nurse will be referred to 

as Bill. 

Ryan was able to travel independently to appointments and Bill normally saw him 

at the Kestrel Centre. Bill also decided to carry out the session in the larger 

meeting room to allow space for the recording.   

The aim of the session was to inform Ryan about a supportive approach called 

WRAP which stood for Wellness Recovery Action Plan. Only the first part of the 

session was recorded which lasted 10 minutes 58 seconds. After this period, the 

recording was stopped; the researcher left the room and Bill and Ryan went on to 

discuss other issues not appropriate to the study. 

Bill was a very experienced community LD nurse who had worked within the local 

community team for many years. Bill, like Jenny, was also one of the senior 

practitioners in the team. 

Ryan was a gentleman in his late 40’s who had a diagnosis of mild learning 

disabilities and significant mental health problems. Ryan was a verbal 

communicator who had clear speech and was able to converse in full sentences. 

He appeared to have delayed language processing skills.  

Within the session, Bill used a standard easy read symbol based leaflet about 

WRAP. The leaflet can be found in Figure 29. 
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Figure 29: Easy read WRAP leaflet implemented in observation four 
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4.10.2 Development of the detailed transcriptions of the video recordings 

The first stage of analysis was the development of the basic transcriptions i.e. 

what was said. These basic transcriptions were then developed to orthographically 

translate all actions and activities, both vocal and non-vocal, which were relevant 

to the study. See Appendix 4.9 for an example of a detailed transcription. 

In the study by Finlay et al (2007), which investigated ungratified gestures of 

people with LDs within a residents meeting, both what happened verbally and non-

verbally was transcribed. They recognised that no transcription system can 

capture everything in the visual scene. Whilst their transcriptions looked complex, 

they were nevertheless significant simplifications of the scene as it happened. 

Interestingly, they chose not to notate fine details of gaze, posture and body 

movement. Instead they emphasised the particular aspect of the visual scene that 

interested them (i.e. ungratified gestures). This illustrates the degree of flexibility 

the conversation analysts use in the development of their detailed transcriptions. 

For the purpose of the current study, a similar approach was adopted to Finlay et 

al (2007). As the primary focus was on the implementation of an accessible 

resource, the aspects that were relevant to emphasise were how the nurse and 

their client interacted with the accessible resource.  

The transcription system for talk was originally devised by Gail Jefferson (Atkinson 

& Heritage, 1984). A longstanding problem for both students and teachers of 

human movement has been the absence of a general and widely accepted 

transcription system. Heath (1986) explained that it was extremely unlikely that a 

single, widely accepted system for transcribing visual behaviour would emerge. He 

also did not attempt to transcribe all the data in a detailed way given the amount of 

data and the depth of the analysis, as it would have been impossible.  

Following the development of the basic transcriptions, a joint review of the video 

recordings and the transcriptions took place between the researcher and another 

qualitative academic in the field of LD and SLT. During the review of the 

recordings, elements of the non-vocal behaviours were discussed in terms of 

significance so that they could be accurately notated in the detailed transcription. 

Both parties watched the video recordings and made notes on the points of 

interest. These notes were then compared and contrasted. Reassuringly, both 
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parties made similar observations. It was important for all of these non-vocal 

points of interest to be captured orthographically in the detailed transcription.  

The transcription conventions used in the detailed transcriptions were based on 

the standard CA conventions (Jefferson, 1990). The general attempt was to 

transcribe what was heard and observed without recourse to grammatical 

conventions e.g. full stops. However, as Williams, Ponting, Ford, & Rudge (2011) 

described, there was occasional need where it was sensible to use conventions 

such as capitals for names in order for the transcriptions to be more readable. The 

following table describes the transcription conventions adopted in this study. 

 

Table 8: The transcription conventions used within the detailed transcription 

based on Jefferson (1990) 

Line numbers These relate to the original transcript from which each extract is 

taken 

Underlined word Something that is emphasised or stressed, compared with the 

surrounding speech 

CAPITAL LETTERS Something that is louder than surrounding speech 

↓ Downward intonation pattern 

↑ Upward intonation pattern 

○no○ Speech that is softer than the surrounding speech 

>yes< Speech that is noticeably faster than the surrounding speech 

Ye::::s Elongation of vowel sound 

[[ I said yes 

[[ I said no 

Utterances starting simultaneously 

I said [yes 

         [I said 

Beginning of overlapping utterances 

I said [yes] 

         [I said] 

End of overlap 

 

 

C: I said no= 

S:=I said yes 

 

C: I said no= 

S:=[[I said yes 

B:=[[me too 

 

C: I said [no]= 

S:           [oh] 

B:=so did I 

Latching (e.g. no interval between end of a prior and the start 

of next part of talk) 

a) Latching with change of speaker 

 

 

b) Latching by more than one speaker 

 

 

 

c) Latching at the end of overlapped speech 
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I said (.) yes Untimed micro-interval 

I said (pause) yes 

 

Untimed interval of longer length 

I said ((cough)) yes Double brackets are used around anything that is a description 

of non-vocal behaviour i.e. what people are doing, who/what 

they are looking at, gestures etc.  

 

The four detailed transcriptions were then used to interpret and analyse the 

observational data, as described below. For an example of the detailed 

transcription, see Appendix 4.9. 

 4.10.3 Interpretation and analysis of the observational data 

The importance of the detailed transcriptions is self evident; however constant 

review of the original recordings throughout the interpretation and analysis was 

essential.  

The first stage was to identify the episodes of interest, of which there were initially 

57 across the four observations. Each episode of talk was initially interpreted in 

common sense terms. The 57 episodes illustrating the vocal and non-vocal 

behaviours observed during the implementation of AI were grouped into various 

clusters, which were then organised into three main clusters: 

 Cluster One: Providing health information 

 Cluster Two: Topic development 

 Cluster Three: Consent  

During this process, a number of episodes were excluded on the grounds of not 

adding significant value.  Further details of the clusters are illustrated in Figure 30. 
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Figure 30: Step 7 of the analytical process - further interpretation of the 

initial clustering of the episodes observed.  

 

Decision Making  

Consent, knowledge 
development, adaptation 
& access, comprehension, 

ownership, questions & 
answers. 

 

 

Topic 
Development 

General knowledge, 
expansion, generalisation. 

Providing Health 
Information 

Setting the scene, 
knowledge development, 
comprehension, shared 

understanding, reference 
points, recall. 
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The final stage of the analysis was the integration of the data from each 

observation. The integration of the data explored how the data transferred from 

one data set to the other. This was achieved by looking at patterns of behaviour 

and reconceptualising the findings. This generated a conceptual theory about the 

factors that determined the implementation of AI for adults with LDs at a clinical 

level. The process of integration led to some changes in the initial clustering 

groups. Through the analysis, it was apparent that the AI that was implemented 

fell into one of two categories: 1) a new piece of accessible health information or 

2) new piece of AI about a previous health intervention. In comparing the episodes 

in relation to these categories, the cluster groups were elaborate and refined, as 

shown in Figure 31. 
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Knowledge about the decision 

CLUSTER 3: Consent 

Decision making 

Knowledge development 

General knowledge

 

 
Questions & Answers 

Expansion 

Generalisation 

CLUSTER 2: Topic Development 

Recall 

Setting the scene 

Comprehension of the information 

Questions & Answers 

CLUSTER 1: Providing 

accessible health information 

AI about a new intervention New AI about a previous intervention 

continued… 
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Figure 31: Refined clusters following further analysis & comparison of 

episodes across cases. 

 

Once the episodes were grouped into these clusters the sequences of talk were 

analysed further to explicate the interpretation within this findings section. In total, 

36 episodes from the four cases are used across the three clusters.  Whilst these 

episodes have been organised into one of the three clusters, it is important to note 

that the clusters are interlinked. 

 

4.10.4 Findings within Cluster One: Providing health information 

The provision of health-related information was a prerequisite of the inclusion 

criteria for the scenarios observed within this study. However, the manner in which 

this was approached, the nature of the accessible health information and the 

stages involved in providing health-related information cannot be assumed. Within 

this section extracts of vocal and non-vocal sequences of behaviour are used to 

illustrate the precise nature of what occurred during the implementation of health 

related AI; both AI about a new health intervention and new AI about a previous 

health intervention. 

4.10.4.1 Episodes relating to ‘setting the scene’ 

The first set of episodes that are explored are those that set the scene in providing 

the particular type of health information. To do this, two episodes, across two 

separate observations, are explored and contrasted. 

The following episode took place within the first moments of observation one: 

 

 

 

 

 

   Both types of AI 

  New AI about previous health intervention 

AI about a new health intervention 
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In this episode, Sally (the nurse) was opening the session and introducing what 

they were going to be focusing on. In this sequence, Sally had the role of 

information giver and Lisa was the receiver of the information, therefore it could be 

claimed that the power was imbalanced between the two individuals. The 

exploration of how power is exercised in verbal interactions is a common element 

of CA. Jingree, et al (2006) explored how care staff negotiated various roles with 

the LD residents they supported. They described various roles such as teacher, 

supporter and chair. For this study and in the context of providing health 

information, the nurse positioned herself in a teaching role; as the sequence 

progresses this was reinforced in Sally’s discourse.  

Sally opened the session by asking a couple of questions e.g. “Alright?” “Do you 

remember that big yellow book?” Interestingly, the normal question and answer 

turn-taking sequence was not evident i.e. Lisa failed to respond either of the 

questions and Sally continued to talk. When just considering the vocal behaviour it 

would be reasonable to interpret that Lisa may not have been fully engaged at this 

point. However, when you consider the non-vocal behaviour, a contrasting view 

was evident.  

From the start of the session Sally introduced the first document, which was a 

standard health action plan. By moving the document towards Lisa it instantly had 

the effect of engaging her, illustrated by her leaning inwards. This leaning inwards 

EPISODE 1 

Sally Hello Lisa, alright? (1.2) ((puts hair behind ear and moves 1
st
 doc towards 

 Lisa)) 

 I don’t know if you remember  

Both ((both lean in towards each other))  

Sally a few weeks ago we did your health action plan (.) 

 do you remember that big yellow book (0.4) ((gesture for big)) 

 and then we decided ((points to 1
st
 doc)) 

 what sort of checks you will need (.) ((moves glasses to top of head)) to talk about 

 (.) 

 So what we did (.)  ((introduces 2
nd

 doc)) 

 ᵒis write all that information down so you could look at itᵒ 

Lisa ((pulls chair closer to the table)) 

(Ob1; Line 2-11) 
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was mirrored by Sally who also moved closer to Lisa and the resource. At this 

point joint attention on the resource was evident.  

Sally went on to put the document into context by explaining that it related to 

health action planning. Whilst she asked the question “Do you remember that big 

yellow book?”, she further supported Lisa’s understanding by gesturing ‘big’; it 

appeared that this talk was aimed more at focusing Lisa’s attention and aiding her 

memory recall, rather than asking a question to assess Lisa’s level of 

comprehension. This can be determined by the lack of space Lisa was given to 

respond and the lack of non-vocal behaviours from Sally indicating that she 

wanted a response from Lisa. 

Interestingly, when Sally introduced the second document which was the 

personalised accessible health action plan (Figure 23), it had the effect of further 

engaging Lisa as she pulled her chair in closer to the table; reducing the distance 

between herself, Sally and the resource. When considering the concept of the 

Triangle of Accessibility, this could represent the size of the triangle physically 

reducing. It was unclear why Sally used the standard health action plan in the first 

instance. However, due to the lack of vocal response from Lisa, the sequence 

order justified the need for the accessible resource.  

The phenomenon of close proximity and apparent joint attention (illustrated by the 

action of the person with LDs and the nurse moving towards each other and the 

accessible resource) was observed in all of the observations (observation two: 

lines 60-62; observation three: lines 19-22; observation four: line 3). Therefore, 

when considering the Triangle of Accessibility, the physical distance between the 

three elements appeared to be of importance. Whilst close proximity was relatively 

easy to achieve within the scenarios observed, it is unknown if this would have 

been possible with other forms of AI such as AI on the internet or audiovisual 

information e.g. Dunn et al (2006) and Boyden et al (2009). 

Within episode 1, Sally used the standard and accessible resource alongside her 

speech to set the scene. The sequence of behaviours happened very quickly; 

approximately over a 20 second period. For someone with a LD and associated 

communication difficulties, this was a short space of time a) to focus in on the topic 

of the session, b) recall the work that has been previously carried out and c) 

introduce the resources; all of which were inferred within this scene setting 



 

 

217 

 

episode. The observer was given the sense that these processes were more for 

Sally’s benefit in terms of ‘thinking aloud’ rather than aimed at supporting Lisa. 

Within observation four, there was another example where the scene was set. It 

was apparent that Ryan, the person with LDs, was very much aware of the 

researcher’s presence during the observation and therefore he checked if it was 

okay to disclose additional information. In doing so Ryan in turn set the scene of 

the session and the reason for the implementation of the accessible health 

information. Through the exploration of the word selection and the preparatory talk 

that Bill used, one can see how his actions provided Ryan with the opportunity to 

initiate information and therefore negotiating more of an equal role in setting the 

scene: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

EPISODE 2 

Bill Ok (pause) but it’s about you helping yourself (pause) 

 With keeping yourself ↑well (.) 

Ryan [Umm] ((nods head)) 

Bill >[With] your illness<  

 Because sometimes (pause) 

 Do you fee:::l (pause) ↓low (pause) 

Ryan ↓Umm (pause) ((nods head and closes eyes)) 

 Like when I rang you ((looks up with eyes open and toward Bill)) 

Bill Ok(.) do you ↑remember why you rang me (pause) 

 >What was that<(.) what was happening (pause) 

Ryan ↑Can I share (long pause) 

 Forgotten the lady’s name (pause) 

Bill ((looks toward camera)) 

 Are you talking about Clare (pause) 

Ryan Yeah(.) can I ↑share it with Clare 

Bill I’m sure(.) as we’re talking if you wanted to 

 ((both turn and look at the camera)) 

Ryan Well you don’t know much about me (pause) 

 Do you Clare (pause) 

 Well I::: (pause) >in the past< (pause)  

 we’ve had places whe:::re I shouldn’t have been (pause) 

 And they haven’t been very nice(.) have they Bill ((turned to look back at Bill)) 

Bill ᵒWell you’ve talked to me about them(.) in your life storyᵒ (pause) 

 ᵒWhat do you remember sayingᵒ (pause) 

Ryan ((looks around)) 

 (pause) they wouldn’t listen (pause)  

 ((looks back at camera)) 

 But now they do 

 ((looks down))      (Ob4; Line 54-82) 
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Throughout this sequence Bill (the nurse) put the emphasis on Ryan, through the 

use of phases such as “you helping yourself”, “keeping yourself safe”, and “if you 

wanted to”. Bill’s word selection within this episode placed Ryan at the centre of 

his care, which is advocated by many and considered best practice within LD 

services. Not only was this style of talk important in terms of the concept of WRAP, 

but it also created an important opportunity for Ryan to actively participate in the 

conversation. As the sequence progressed, Ryan was in agreement with Bill 

through both his vocal and non-vocal behaviour e.g. “umm” vocalisation 

accompanied by the nodding of his head. 

Bill also created opportunity for Ryan to participate through his style of 

questioning. Early on in the sequence there was evidence that Bill and Ryan 

established joint understanding. Bill asked “because sometimes, do you feel low?” 

Ryan again affirmed this question by responding both vocally and non-vocally i.e. 

saying “umm” whilst nodding head and then progresses this by adding “like when I 

rang you”. Rather than simply agreeing with Ryan, Bill asked an open question to 

elicit more information from Ryan: “Ok, do you remember why you rang me?”. He 

then, due to a pause and lack of response from Ryan, paraphrases to “what was 

happening?” The use of this strategy by Bill was not only beneficial in terms of 

eliciting additional information, but it also created an opportunity to check that 

Ryan had understood what had been discussed and that he was on the same trail 

of thought.  

As the sequence progressed, Ryan established that it was okay to disclose 

information and went on to talk about difficult times in his life when he was in 

places he shouldn’t have been and people were not listening to him. Whilst Ryan 

does not go into great depth, it was apparent that he was talking about a period in 

his life when he was mentally unwell.  

Within this episode, whilst Ryan set the potentially sensitive scene (arguably in 

part caused by the presence of the researcher in the room), Bill naturally softened 

his interactional style. This was most evident when Bill softened his speech in 

response to Ryan’s question “they haven’t been very nice, have they Bill?” This 

action was significant as it illustrated empathy for Ryan’s experience. However, 

even in this sensitive sequence, Bill still used open questioning to allow Ryan 

space to expand rather than taking control of the story e.g. “What do you 
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remember saying?” which resulted in Ryan going on to explain that people now 

listen to him. This subtle activity not only promoted the philosophy that people 

should be at the centre of their care but it also created the culture where Ryan was 

empowered. 

It is important to note that within this sequence the accessible resource was not 

directly used. This would be expected as Ryan was central to this scene setting 

sequence through his spontaneous expressive discourse, rather than the 

accessible resources being required to support his receptive needs.  

 

To summarise, within these two examples of setting the scene for the accessible 

health information, one can see that careful word selection and allowing space and 

opportunity to response, can in turn empower the person with LDs to be involved 

in setting the scene for their own health information. Establishing an equal role at 

the start of a session may also be beneficial to the rest of the session; rather than 

there being an imbalance of power and the nurse solely assuming the teaching 

role.  

Setting the scene acts as an opportunity to establish joint attention and where 

appropriate to introduce resources. The issue of proximity between the individuals 

and the accessible resource is one that will be revisited and explored throughout 

the clustering groups.  

 

4.10.4.2 Episodes relating to ‘comprehension of the information’ 

This next section explores the use of shared experience in supporting 

comprehension of the health information. Shared experience within social 

scenarios relates to the identifying with and understanding of another’s situation, 

feelings and motives and forms part of an empathetic approach.  

Within observation one, one see’s a supportive sequence that established shared 

experience between the nurse and the person with LDs: 
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In this sequence Lisa’s diet was discussed which was one of the points on her 

health action plan. The issue of weight and diet has the potential of being sensitive 

and one sees Sally using soft speech, like Bill (episode 2). However, Sally went 

further in her actions to support Lisa by establishing a shared experience.  

In the preparatory sequence, Sally made general statements in reference to Lisa’s 

weight and diet such as “we’re going to have a little look…see if we can help with 

your diet…to eat a little healthier”. Sally used a compassionate approach 

illustrated by her sensitive selection of words and the soft delivery rather than 

making a blunt statement such as ‘you need to lose some weight’. Throughout this 

preparatory sequence, Sally used the accessible resource by pointing to the visual 

information that corresponded to what she said. The technique of reading aloud 

and pointing to the AI was used in the study by Poncelas & Murphy (2007) who 

investigated the effectiveness of a symbol based manifesto. However, in the 

Poncelas study no additional discourse was reported on. The use of the 

accessible resource coupled with Sally’s vocal behaviours was effective in 

engaging Lisa in the discussion, which was illustrated by Lisa’s response “I’m 

trying to diet and not eat chocolate”. This response illustrated that Lisa 

comprehended both the AI and what Sally said. The turn-taking sequence that 

followed tells us about the roles within this section of talk and the power balance; 

which in turn resulted in a shared experience.  

EPISODE 3 

Sally ᵒWe said about your weight didn’t we 

 Have a look at your weight (pause) 

 So::: (pause) ((turns over 2
nd

 doc)) we’re going to have a little look(.)  

 and see if we can help with your diet ((points to the relating picture on 2
nd

 doc)) 

 To eat a little healthier wasn’t itᵒ (pause) 

Lisa ↓ᵒI’m trying to diet ↑and not to eat chocolateᵒ ((smiles and looks at Sally)) 

Sally ((looks at Lisa and laughs)) We all like chocolate 

Lisa Every time I try to diet(.) I still eat chocolate 

Sally  ᵒThat’s okᵒ ((moves hand up and moves in a don’t worry gesture)) 

 >A little bit of chocolate is alright< 

 But we also have to eat some healthy food as well ((points to 2
nd

 doc)) 

 ᵒBut you ((points to Lisa)) have lost weightᵒ= ((looks at Lisa)) 

Lisa  =yes ((looks at Sally and nods)) 

Sally  ᵒYou’ve done really wellᵒ ((nods along with Lisa)) (pause) 

 (Ob1; Line 102-115) 
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Sally recognised that Lisa had been trying to eat healthier but also offered 

reassurance, in a light hearted manner, by mirroring Lisa’s smile with a laugh and 

by saying “we all like chocolate”. She went on to tell Lisa that this was “ok” and 

that “we also have to eat some healthy food as well”. Throughout this turn-taking 

sequence Sally and Lisa were looking at each other, mirroring each other’s 

gestures and tone. Without the presence of both these vocal and non-vocal 

behaviours, establishing shared experience and equalising the balance of power 

may not have been possible.  

Episode 4, from the second observation, also illustrates the phenomenon of 

shared experience within the process of giving health information. The sequence 

began by Jenny (the nurse) introducing the topic and checking Kelly’s 

understanding: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

EPISODE 4 

Jenny I want to talk to you about having a mammogram(.) 

 ↑Have you heard about that(.) 

Kelly ((shakes head)) 

Jenny No 

 ↑Have you heard about people going for breast screening Kelly(.) 

 ((taps table and nods head whilst looking at Kelly)) 

Kelly I yep(.)yeah(.) ((nods at Jenny)) 

Jenny Yeah 

 Because Linda would ↑go::: ((counts people out on fingers)) 

 And I’m thinking [Di] 

Kelly                            [Di] 

Jenny                                   anne over 50 so ↑she would go= 

Kelly =Uh she’s (.) 54 aint she ((looks up whilst remembering)) 

Jenny So when you and I ((moves hand between Kelly and self)) 

 We both reach ↓50 the same year= 

Kelly =Well it’ll be 4 years(.) after November  

Jenny Yeah(.) ((nods head)) 

 ↓A bit later for you 

 Then we’ll be invited to go for our ↓first mammogram  

 ((both nod heads)) 

Kelly Yeah 

Jenny ↑And I know it’s a bit early= 

Kelly =Well you know ↑I’d rather be early than late 

Jenny ((open hand gesture suggesting agreement)) 

 So you know what to expect(.) ok= 

Kelly =Yeah       (Ob2; Line 2-27) 
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The organisation of the above sequence was important not only in terms of 

establishing shared experience, but also in terms of setting the scene and testing 

Kelly’s comprehension. At the beginning of the sequence, Jenny established 

whether or not Kelly understood the term mammogram.  Kelly did not understand, 

therefore Jenny paraphrased to “breast screening” in order to support her 

understanding. Once a shared understanding of the topic had been established, 

through the progression of the sequence, Jenny went on to normalise the need for 

breast screening by talking about other people in Kelly’s life i.e. Linda and Di.  

Jenny drew on the fact that Kelly and herself were of a similar age and therefore 

talked about how they would both be called for a mammogram e.g. “we both reach 

50 the same year…we’ll be invited for our first mammogram”. The consequence of 

Jenny’s action in establishing this shared experience was that Kelly showed no 

vocal or non-vocal signs of anxiety or worry about going through this new piece of 

accessible health information, which had the potential to be worrying.  

The practice of naming a person in relation to proposing an activity was also 

evident in the research carried out by Antaki, Walton, et al (2007) who used CA to 

investigate how staff proposed daily activities to people with LDs. Whilst they 

recognised that there may be some positive implications of associating a proposed 

activity with a person, in terms of supporting understanding and emphasising the 

social aspect of the activity, they were concerned that there were some 

unwelcomed effects that could imply a limited identity.  

When dealing with sensitive and potentially worrying health needs, the purpose of 

establishing shared experience, possibly by naming others, seemed to be twofold. 

Firstly, it had the potential to normalise the information and secondly it may have 

provided reassurance. These outcomes are different to those identified by Antaki 

et al (2007) and this may be explained by the nature of the activity being proposed 

i.e. health intervention as opposed to daily social activity. However, whilst 

establishing a shared experience within the context of a health intervention 

appears advantageous, it raises the issue of confidentiality. Health professionals 

are governed by strict data protection policies that prohibit the sharing of 

confidential information without consent. Whilst Jenny does not share information 

about other service users, she does make reference to other people in Kelly’s life, 
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which puts their confidentiality into question. Therefore the issue of developing a 

shared experience could present an ethical dilemma.  

The outcome of normalisation and reassurance was further illustrated as evident in 

episode 5:  

 

 

 

 

 

 

 

 

Within this sequence, Jenny and Kelly were looking at the accessible leaflet which 

had an image of a woman looking worried. Again, the shared experience and 

normalisation was quickly established by the careful selection of words such as “all 

of us”, “we worry a bit”, rather than directly asking Kelly if she was worried. Jenny 

achieved this in a subtle manner but it was significant in shaping the context of the 

implementation of the accessible resource.   

 

In summary, it is interesting that both Jenny and Sally used shared experience 

within the context of the implementation of new health information. In doing so, 

they were able to normalise the information which in turn appeared to reduce 

anxiety and equalise the power balance. Interestingly, the use of shared 

experience was not evident in the observations involving the male clients. Gender 

maybe a contributing factor to this, however the appropriateness of the topic 

matter may also be a significant factor. Whilst within the context of these 

observations the use of naming others in the shared experience appeared 

beneficial, it is important to recognise the potential negative impact of limiting the 

person’s identity as highlighted by Antaki et al (2007); as well as the ethical 

dilemma in relation to confidentially.  

 

In addition to the use of shared experience, there were other examples to illustrate 

how comprehension sequences were used within the process of giving health 

EPISODE 5 

Jenny ((points to leaflet))↑And you can see here(.) this lady(.) a bit like(.)  

 all of us when we go for something for the first time 

Kelly ↑What is it going to be like= 

Jenny =↓we worry a bit about it= 

Kelly =yeah(.) 

 ((both smile and nod heads)) 

(Ob2; Line 109-114) 
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information. Comparisons are made across the cases in terms of the scaffolding 

provided by the nurses and what responses these elicited. Firstly episode 6, from 

observation three, is used to illustrate the weakest comprehension sequence 

evident across the observations:  

 

 

 

 

 

 

 

 

 

 

Donna started the sequence by asking an orientation question in terms of why the 

session was being carried out and got a minimal response from Tim. Tim’s vocal 

response needs to be considered alongside his non-vocal behaviour. From the 

description provided within the transcription of Tim being slouched and resting his 

chin on his hand, it can be deduced that Tim was disinterested in the session 

and/or he was not fully engaged in this sequence of talk. As this happened at the 

start of the session, it was unlikely that he was bored with what they are talking 

about. However, as the nurse was implementing an accessible closure report, 

Tim’s non-vocal behaviour maybe have been symptomatic of a range of factors 

such as what happened earlier that day; their clinical relationship; the work they 

had been focused on; or a change in his routine. Without establishing whether or 

not Tim understood the purpose or aim of the session, Donna’s session may not 

have been as effective, as the relevance of the AI was not defined.  

As the sequence progressed, Donna attempted to build on Tim’s responses but 

failed to give him adequate prompting or opportunity to express his 

comprehension of the session. Therefore based on the episode above it was 

unclear if Tim fully comprehended what the aim of their session was, or whether 

his responses were acquiescent in nature. The use of acquiescence bias was 

reported by Pilnick et al (2010) amongst others, who investigated transition review 

EPISODE 6 

Donna Tim do you know why we’re here today ((looks at Tim)) 

Tim Yep ((chin resting on left hand and right arm slouched over chair looking downwards)) 

Donna Why are we here today 

Tim To see Clare 

Donna Yeah to see Clare (pause) 

 And to talk about all the work that we’ve done together 

Tim Yep 

Donna Because we’ve been working together for ↑a while now(.) 

(Ob3; Line 2-9) 
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meetings. They found that some individuals had a tendency to respond in the 

affirmative or to agree with the interviewer, regardless of the content of the 

question. Since the 1980’s the notion of a dispositional acquiescence bias among 

people with LDs has become widely observed in the literature (Pilnick et al, 2010). 

Interestingly, the acquiescent sequence was not as evident in the other 

observations, just more so in observation three. Whilst the aim of this analysis is 

not to belittle Donnas’ style, it is important to recognise the impact her style had on 

the acquiescent sequence and what other vocal strategies could have been 

elicited to reduce this. To some degree, detailed analysis of our own movement-

by-movement behaviour would show embarrassing results, as reported by Jingree 

et al (2006). During the comprehension sequence, communication partners should 

therefore be mindful of acquiescence.   

There were more robust examples of comprehension sequences that were not 

solely based on acquiescent responses. In episode 7, one sees Bill and Ryan 

discuss what a WRAP is not, in order to further understand its purpose: 

 

 

 

 

 

 

 

 

 

 

 

 

 

At the start of this sequence Bill clearly emphasised what a WRAP is not both 

vocally and non-vocally i.e. by using the Makaton sign for ‘no’ to reinforce the 

negative statement “so no…not”. This was relevant because people with LDs and 

associated communication difficulties often do not hear or comprehend negatives 

within connected speech. Therefore if Bill had not emphasised that a WRAP is not 

EPISODE 7 

Bill Ok(.) these are just things (pause) ((points to the leaflet)) 

 To re:::mind people(.) what we’re not(.) supposed to be doing (pause) 

Ryan Umm ((nods head)) 

Bill So no ((signs no/negative)) (pause) 

 Not about telling ↓you ((points to Ryan)) (.) what to do (pause) 

 It’s about you telling [us] ((points between Ryan and self)) 

Ryan                                 [you] don’t go round sating Mr Harris (.) you CAN’T do this(.) 

 Or Peter(.) you CAN’T do that(.) you CAN’T eat this(.) and you CAN’T eat that (pause) 

 ((looks towards Bill)) 

Bill It’s not about us telling you what to do ((sign no)) (pause) 

 It’s about Ryan(.) telling ((signs talk)) us(.) what’s ok(.) for him (pause) 

(Ob4; Line 188-199) 
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about telling Ryan what to do, he may have understood the opposite; that a WRAP 

is something that tells me what to do. The use of negatives to reinforce the 

concept of a WRAP is an interesting one as AI guidance is to avoid the use of 

negatives where possible. When reviewing the accessible WRAP leaflet (Figure 

30), one can see that explaining ‘what a WRAP is not’ was actually a section in the 

leaflet and therefore could be argued as a design fault. Interestingly, there was no 

visual information to emphasis the negatives such as a red cross above the image, 

which again could be misleading for some people with LDs. This potential design 

fault highlights the fact that the implementation of the AI is, in part, reliant on the 

quality of the resource.   

Later in the sequence, one sees Ryan responding in an almost role-play fashion 

by seemingly acting out or reminiscing about a past experience of someone telling 

others what to do “you can’t do that and you can’t eat that”. At the end of this, 

Ryan looked towards Bill for reassurance and Bill responded by slowly reiterating 

the key points, pausing in between.  

In this sequence, whilst Ryan was not asked a direct question to test his 

comprehension of the topic, through the turn-taking and equal power balance, 

Ryan demonstrated comprehension through adding to the story telling and 

expanding the topic.  

A final point to highlight in this sequence is Bill’s use of the third person “Ryan” 

rather than “you”. Whilst Bill used ‘you’ at the beginning of the sequence, towards 

the end he changed and referred to Ryan in the third person. It is common for 

people with Autism to refer to themselves in the third person. At a presentation 

given by Wendy Lawson - a high functioning individual will Autism - she explained 

that people with Autism do this because everyone is referred to as ‘you’ or ‘I’ 

where as not everyone has the same name (Lawson, 2011). Therefore the use of 

the third person can be viewed as making the information more specific or 

concrete to the individual. It is a phenomenon that was apparent in some LD 

professional’s discourse.  

The final comprehension sequence (episode 8) is longer in nature and illustrates 

the complexities of judging comprehension with an individual who has both 

receptive and expressive language difficulties: 
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Within this sequence there were multiple and complex vocal and non-vocal 

behaviours at play, which highlight a number of issues in relation to 

comprehension. Within the preparatory talk, Sally used the accessible resource as 

an attempt to focus Lisa’s attention; to orientate her to the next topic on her health 

action plan; or to possibly aid her memory.  

As the sequence progressed, one sees Lisa respond to Sally’s statement “your 

skin…it can get a bit dry can’t it” with “that’s right”. Initially it is difficult to determine 

if Lisa truly understood about her dry skin or whether it was an example of a 

pseudo-acquiescent response i.e. a response that maybe a perfectly competent 

interactional response to the contingencies of a particular situation (Pilnick et al, 

EPISODE 8 

Sally What’s ᵒthis one hereᵒ look ((points to the 1
st
 doc)) 

 This o:::ne i:::s talking about your(.) your skin ((glances at Lisa)) 

 Because sometimes it can get a bit dry can’t it= 

Lisa =That’s right 

Sally So what were we going to do about that(.) ((looks at Lisa)) 

 Can you remember (pause) ((points to 2
nd

 doc and then looks back at  Lisa)) 

Lisa  Umm (unintelligible) ((points to 2
nd

 doc)) 

Sally Get some cre:::am(.) wasn’t it ((looks between 2
nd

 doc and Lisa)) 

Lisa Yeah cream 

Sally ᵒCreamᵒ 

 Where do you think we’re going to put your cream (pause) 

Lisa Umm…upstairs 

Sally Upstai:::rs ᵒyeah that’s rightᵒ 

Lisa                                             [No] ((Starts to look at Sally and then stops)) 

Sally                                             [What] about on you 

 Where abouts on you are we going to put it (pause) 

Lisa Oh (pause) umm (pause) (unintelligible) I don’t know where it go ((sits back in 

chair and moves hand away from 2
nd

 doc)) 

Sally ᵒOn your lips wasn’t it ᵒ((points towards lips and gestures putting cream  on)) 

 ᵒPut it on your lipsᵒ 

Lisa Yes it is ((smiles and looks at Sally)) 

Sally That’s right on your lips 

Both ((glances at each other)) 

Sally I think some was on your elbows as well ((rubs elbows)) 

Lisa Yeah ((puts hand on chin)) 

Sally  That’s right (pause) 

 (Ob1; Line 44-69) 
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2010). Unlike previous episodes from observation two, during this sequence, Sally 

allowed Lisa more time and opportunity to respond and participate in the 

discussion. This could partly be the result of them relaxing into the session and 

adjusting to having the camera recording them.  

For a second time in the sequence, Sally used the accessible resource to help 

Lisa respond e.g. when she said “what were we going to do about that, can you 

remember” whilst pointing to the picture on the accessible resource. At this point 

Lisa was unsure and just responded with an “umm”. Therefore, the AI alone was 

not adequate. One possible reason for this could again relate to a design fault in 

that the resource had not been fully tailored to Lisa’s needs. During the 

observation it was mentioned that Lisa had a visual impairment and therefore she 

may not have been able to see the visual information on her personalised health 

action plan.  

Once the concept of the cream had been introduced, Sally used simple 

questioning to see if Lisa could add any additional information e.g. “where do you 

think we’re going to put your cream”. Lisa took this question literally and made 

reference to where the cream would be stored rather than where it would go on 

her body. Sally repaired this sequence by agreeing with her about where it would 

be stored and then paraphrased the question to be more specific about where on 

Lisa’s body. The example of literal comprehension of information is again common 

in the LD population and therefore careful word selection is needed in order to 

avoid confusion.  

At this point, Lisa appeared aware of her mistake and demonstrated non-vocal 

behaviour that could be illustrative of embarrassment and/or disengaging e.g. 

sitting back in her chair and moving her hand away from the accessible resource, 

later followed by putting hand on chin. During a comprehension sequence it is 

possible that a person with LDs may fail; therefore it is important for the 

communication partner to recognise vocal and non-vocal signs of this and repair 

the sequence accordingly, offering encouragement in a sensitive fashion. Sally 

was able to re-engage Lisa by giving her a sense of achievement, using a softer 

tone and vocal encouragement.  
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Overall, when considering the comprehension of new health information, the data 

suggests that there are a number of factors to be mindful of. Firstly, simple 

questioning may elicit an acquiescent response or an incorrect response which will 

require a repair sequence. However, if information can be shared jointly, in a 

mutually power balanced turn-taking sequence, then the individual can 

demonstrate comprehension in a subtle fashion and any repair needed can also 

be achieved in a comparable way. Secondly, the success of comprehension 

sequence is to some degree predetermined by the quality and accuracy of the AI 

resource.  

 

4.10.4.3 Episodes relating to ‘questions and answers’ 

During the process of providing health related AI, question and answer sequences 

are a likely occurrence and they form the basis of the decision making process 

which is analysed later in this section. The MCA Code of Practice (2007) stipulates 

that the individual should have the opportunity to ask and have questions 

answered about the decision they have to make.  

Three episodes are used from three of the observations to explore how questions 

and answers were dealt with. Again, the individual style of communication 

interaction between the nurses and their clients is explored and related to other 

findings described in different sections.   

Episode 9 illustrates the weakest question and answer sequence, in part related to 

the skills needed to support Lisa’s communication difficulties: 
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Within this sequence, Sally and Lisa discussed the dementia clinic screening 

assessment. During the preparatory sequence, Sally used a test question to 

orientation Lisa to the topic i.e. “sometimes you get a bit forgetful, don’t you?” A 

test question is one to which the answer is already known by the questioner and it 

is a format common to didactic encounters such as those in the classroom 

(Edwards & Mercer, 1987). Sally also utilised confirmation-expecting tag questions 

(Antaki, Young, & Finlay, 2002) which demonstrates the route she would have 

liked Lisa’s response to take by ending her questions with “don’t you” and “didn’t 

we”. On closer inspection, it was apparent that Sally’s vocal behaviour was 

characteristic of someone pursuing their own trajectory rather than using open 

EPISODE 9 

Sally That’s right (pause)  

 And the other thing on the list (pause) ((points to the 2
nd

 doc)) 

 Was your memory ((looks at Lisa)) 

Lisa ((looks at Sally)) 

Sally Because sometimes ↓you get a bit forgetful (pause) don’t you 

Lisa Yes ((looks downwards and moves hand back to chin)) 

Sally Yeah 

 So::: (.) 

 We were going to try and find out why (pause) 

 ((moves finger over 2
nd

 doc and then moves to the next page of 2
nd

 doc)) 

 >So can you remember< (.) what we had to do (pause) ((looks at Lisa)) 

 What I had to do (pause) 

 When I first came (pause) 

Lisa Oh ((leans in to look closer at 2
nd

 doc)) 

Sally  ᵒWhat did we have to doᵒ (pause) 

 By answering lots of questions (pause) ((points to 2
nd

 doc)) 

 Can you remember those questions I used to ask you ((looks at Lisa)) 

Lisa They’ve gone  

Sally We had lo:::ads of them didn’t we ((looks to far right hand side to get 3
rd

  doc)) 

Lisa  Those yeah loads   

Sally These ones 

Lisa ((tilts head to the right and lifts shoulder as a shy gesture)) 

Sally >Lots and lots< of ᵒquestionsᵒ 

Lisa Oh yes ((briefly smiles)) 

 (Ob1; Line 122-145) 
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questioning (e.g. what do you think about your memory?) and careful word 

selection to empower Lisa in this question and answer sequence. 

From the start of this sequence, Lisa appeared embarrassed to talk about her 

memory and when Sally mentioned that she was forgetful, she looked downwards 

and moved her hand to her chin. These non-vocal behaviours were not overtly 

registered by Sally and could therefore be classed as ungratified gestures (Finlay, 

et al, 2007). In addition to the potential embarrassment, Lisa appeared to start to 

disengage, as communicated non-vocally. As the sequence progressed, Sally 

used the AI resource to re-engage Lisa, which appeared effective as Lisa leaned 

in closer to look at the resource. At the start of the sequence, Lisa turn-takes 

appropriately to Sally’s questioning; however the sequence started to breakdown 

when Sally asked Lisa to recall what she had to do when she first came. Given 

Lisa’s apparent memory difficulties, it was not surprising that she struggled to 

respond. Sally quickly repaired the sequence and used the original question sheet 

(document three) to aid Lisa’s memory. Lisa’s response appeared acquiescent in 

nature, as her vocal response was mirroring what Sally had said “those yeah 

loads…oh yes” and therefore could be viewed as coercive. 

When considering the turn taking that occurs during a question and answer 

sequence within the context of providing health information, acquiescence is 

something to be safeguarded against. For someone with LDs, their non-vocal 

behaviours are important to consider in making an overall judgement about 

capacity. 

One activity in relation to question and answer sequences that was evident in 

observation two, is expanding the question: 

 

 

 

 

 

 

 

 

EPISODE 10 

Jenny ↑Have you got any questions about that Kelly 

Kelly No  

Jenny Do you think that worries you (pause) ((opens front cover of folder)) 

Kelly ((shakes head)) 

Jenny ↑Or you want to go through again (pause) 

Kelly  ((continues to shake head)) 

 ↓No (pause) 

(Ob2; Line 222-228) 
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In episode 10, rather than simply accepting Kelly’s initial response that she had no 

questions, Jenny verified her response by asking a series of paraphrased 

questions e.g. “do you think that worries you” and “or you want to go through 

again” both of which Kelly shook her head too. Therefore in paraphrasing the 

question three ways and getting a consistent response, Jenny could be confident 

that Kelly’s response was reliable.  

The final example of question and answer sequence was taken from the final 

observation in which Bill and Ryan discussed what choices there were in the 

context of Ryan helping himself: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Bill’s approach to supporting Ryan’s response was interesting as he subtly led 

Ryan to the answer through the pre-sequence discourse e.g. “it’s about making 

choices, about how you can help yourself”. Within this sentence, Bill’s word 

selection positioned Ryan with the power in terms of using “you” and “yourself” 

and he also provided part of the answer by putting the choice or options into 

context. Ryan’s initial response was ambiguous e.g. “it all comes down to choice”. 

However rather than just accepting this answer, Bill again used a scaffolding 

approach to create a culture in which Ryan could expand on what choices he had. 

EPISODE 11 

Bill But also::: (pause) it’s about making choices (pause)  

 about how you can help yourself(pause) ((looks at Ryan)) 

Ryan Umm ((looking down at leaflet)) 

Bill So(.) >do you know what we mean<(.) by choices (pause) ((pointing at leaflet)) 

Ryan It all comes down to choice 

Bill ᵒYeah(.) okᵒ (pause) 

 So(.) what sort of choices(.) do you think you might have (pause) 

 ᵒAbout helping yourselfᵒ (pause) ((points again to leaflet)) 

Ryan ↑Money  

Bill Money(.) ok(.) whether you need money or not (pause) 

 That’s true ((thumbs up)) 

 What other sort of choices (pause) 

 ((long pause)) 

Ryan ↑Sharing 

Bill Sharing(.) yeah(.) about sharing information (pause) 

 Sharing your thoughts (pause) 

 There really good ones (pause)    (Ob4; Line 139-149) 
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His response also repaired the possible breakdown in the discourse if Ryan had 

not fully understood what was meant by choice.  Unlike episodes previously used 

that occurred later in the observation, at this early stage Ryan responded with just 

two single word “money” and “sharing”. From these single words, Bill made some 

assumptions in extending the sequence rather than asking additional questions 

such as ‘what do you mean by sharing?’ This question and answer sequence was 

important in the decision-making process as it provided evidence that Ryan would 

be able to make appropriate decisions about what goes in his WRAP. 

 

To summarise, question and answer sequences have a significant role in the 

implementation of AI at an individual level. A degree of flexibility and 

responsiveness is required by the questioner. The use of ‘test’ and ‘tag’ questions 

have the potential to disempower the individual by leading them to respond in a 

way that is desired i.e. to agree to the health intervention that is being discussed. 

Some of these issues will be revisited in the third cluster, consent.  

 

4.10.4.4 Episodes relating to ‘recall’ 

The final section of the providing health information cluster relates to the recall of 

information within the implementation process. Four episodes are used from 

observations one and three which related to the nurse implementing a new piece 

of AI about a previous health intervention. Recall episodes were not evident in 

observations two and four which were focused on AI about a new intervention.  

As the focus of observations one and three was on previous intervention, it was 

natural to presume there would be an element of recollection of past information; 

unlike observations two and four which were focused on health information that 

was novel to the client. The ability of the person with LDs to recall previous health 

information and how this action is responded to, are explored as the scene was 

played out and understanding was negotiated.  

Episode 12 was mostly focused on the recall of a blood pressure test: 
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Within this sequence Sally raised the issue of the blood pressure and used a 

scaffolding approach to support Lisa to recall the information. In the preparatory 

sequence, Sally used a similar technique of ‘thinking aloud’ which was evident 

when setting the scene at the start of the session. Simply stating “we decided to 

look at blood pressure” was enough to ease Lisa into the topic. This was 

characterised by her repeating “blood, yeah blood pressure”. However, as the 

sequence progressed, it was apparent that this was not echolalia, as Lisa recalled 

the blood pressure test both vocally and non-vocally e.g. “they do with my arm” 

whilst lifting arm and holding out. Whether or not Lisa was able to 

recall/understand/fully comprehend all the details of the blood pressure test is 

unknown. However, the episode illustrated that she could recall some elements 

and she was orientated to the sequence of talk. The episode confirms Finlay et al 

(2007) findings that non-vocal gestures make intelligible contributions to the 

conversation and importantly in this instance, Lisa’s gestures were gratified. 

Remaining vigilant to the type of gestures was of particular importance within this 

observation given the suggestion that some people with Down syndrome have 

particular problems in word articulation and are more likely to use gesture (Caselli 

et al, 1998). 

The second episode was also from the first observation. In episode 13, Sally and 

Lisa recall an optician appointment and details relating to Lisa’s cataract. Again, it 

was apparent that Lisa was orientated to part of the discussion. Sally took the lead 

EPISODE 12 

Sally So the general assessment (pause) ((points to 1
st
 doc)) 

 That was our yellow book we looked at(.) 

Lisa Oh 

Sally And then out of that (pause) 

Lisa Oh yeah 

Sally ((smiles)) we decided to look at (pause) blood pressure  

Lisa Blood (pause) yeah blood pressure 

Sally Blood pressure 

Lisa yeah 

Sally Can you remember what they do when they take your blood pressure (pause)  

 ((looks at Lisa)) 

Lisa  They do with my arm ((lifts left arm and holds)) 

Sally Yeah that’s right ((looks at 2
nd

 doc))    (Ob1; Line 15-25) 
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during the recall and provided most of the scaffolding to engage Lisa in the 

discussion: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Episode 13 presents a great deal of detail within the recall of previous healthcare. 

The complexity of the vocal and non-vocal sequence was significantly influenced 

by Lisa’s communication difficulties and Sally’s skills in supporting Lisa’s 

communication.  

From the start of the episode, Sally made use of the AI resource. Interestingly, 

rather than using medical terminology to describe cataracts, Sally used a more 

accessible phrase “sore eyes”. Whilst it was appropriate to use simple or 

straightforward words to describe this topic, Sally’s selection of the word “sore” is 

EPISODE 13 

Sally  The next bit (pause) ((points back to 1
st
 doc)) 

 Was you’ve got cataracts haven’t you= 

Both ((look at 1
st
 doc)) 

Sally =ᵒYou’ve got very sore eyesᵒ (pause) ((briefly points to eyes)) 

Lisa ((remains looking at 1
st
 doc)) 

Sally So we’re going to have a look(pause) 

 Take you to an optician= ((points to 2
nd

 doc)) 

Lisa =Yeah got(.) yeah got it in (unintelligible) ((points to eyes)) 

Sally Have a little look  ((turns away from Lisa and focuses back on 2
nd

 doc)) 

 See if they can do your cataracts (pause) 

 ᵒSo what we had to doᵒ ((points to symbol)) 

 Did they do this on you when you went to the optician’s ((looks at Lisa))  (pause) 

Lisa ((remains looking at 2
nd

 doc)) Yes 

Sally They do they look in your eyes ((points towards eyes)) 

 ↑Right at the back (pause) ((points in a backwards direction near eye)) 

 So (pause) ((looks back at 2
nd

 doc))  

 we’re going to go and see the doctor in the hospital ((looks at Lisa)) 

Lisa I see them once 

Sally You saw them once did you (pause) ((nods head)) 

 and what did they say (pause) ((looks at Lisa)) 

Lisa ᵒThey going to (unintelligible) ((points with both index fingers to each eye)) 

 my eyesᵒ 

Sally ((nods a few times)) Cataracts in both eyes(.) that’s right 

 But they’re not qu:::ite(.) ready yet= 

Lisa =No= ((looks away from Sally)) 

Sally  =They’re going to have another look ((points to 2
nd

 doc and then looks at 

 Lisa))        (Ob1; Line 70-93) 
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questionable. As cataracts are characterised by the central clouding of a person’s 

vision, it was unclear why Sally did not select the word ‘cloudy’ which would have 

been more accurate. The selection of inappropriate simple words during the 

implementation of AI is perhaps more common in the implementation of AI that 

has been produced by an individual, rather than a standard AI resource which may 

be of a higher quality. During the implementation of a standard AI resource, the 

text provides a script of carefully considered simple words, therefore to some 

degree avoiding the need to think on the spot. Use of inappropriate simplified 

words has the potential to cause communication breakdown e.g. in response to 

Sally’s statement about sore eyes, Lisa may have responded no. This would have 

then required a repair sequence and possible paraphrasing using the word cloudy. 

Again, episode 13 provides another example where the success of the 

implementation of the AI appeared in part to relate to the quality of the resource.    

Without the additional use of a standard AI resource about cataracts, Sally failed 

to give a clear description. This resulted in a disorganised sequence which 

attempted to encapsulate an assessment by an optician as well as the onward 

referral to the hospital to see a specialist.  

From the start of the sequence, Lisa attempted to recall some information about 

her eyes. In part, Lisa’s responses were unintelligible and ungrammatical 

highlighting her difficulties with word articulation. Instead of trying to verify Lisa’s 

utterances in a repair sequence, Sally quickly passed over the breakdown with a 

minimal response e.g. when Lisa said “Yeah got…yeah got it in….” whilst pointing 

to her eyes, Sally responded to this by saying “have a little look, see if they can do 

your cataract”. Whilst Sally stayed on the topic she did not give Lisa chance to 

expand either vocally or non-vocally e.g. by saying ‘what can you tell me about 

your eyes?’ or ‘can you remember who you went to see about your eyes?’ 

Therefore within this part of the sequence, Lisa’s gestures are only minimally 

gratified.  

Heritage (1984) used the term ‘intersubjectivity’ to refer to the way interactions 

display their understanding to each other and how they orient to the shared activity 

in which they are engaged. Within these repair sequences, whilst the AI resource 

was only periodically looked at, there did not appear to be enough visual 

information to adequately facilitate the recall of the health information. Within 
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episode 13, the level of intersubjectivity may have been improved by the use of 

additional AI resources. Therefore rather than just one small image to represent 

cataracts, a few larger images such as the opticians, the specialist at the hospital 

and even Lisa having her eye test would have potentially supported Lisa’s 

understanding further. Or, given Lisa’s evident visual impairment and her 

diagnosis of Down syndrome, three-dimensional information i.e. objects of 

reference and Makaton signing may have been beneficial.  

Within the fourth observation, the recall of information was predominantly one 

sided and therefore not particularly dynamic in nature. This resulted in the 

previously seen acquiescent sequence between Donna and Tim: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Within this turn-taking sequence we see Donna ask a series of confirmation-

expecting tag questions e.g. “your poo was number four wasn’t it” and “you were 

having some accidents weren’t you” which have the affect of shepherding Tim 

towards positive responses (Jingree et al, 2006), which he conformed to with a 

series of “yep” or “yeah” responses. On the one occasion when Tim offered an 

EPISODE 14 

Donna Do you remember when we talked about the poo(.) 

Tim Yep(.) 

Donna And do you remember (.) 

 All those ones(.) 

 and what type of poo yours was(.) ((points to doc)) 

Tim Yep(.) 

Donna Do you remember(.) ((looks at Tim)) 

Tim Yep (.) 

Donna  And we talked about your poo was number four 

 ↑Wasn’t it (.) 

Tim Yeah. Cathy still got that anyway ((smiles)) 

Donna ((smiles)) 

 And you wrote it down(.) 

Tim Cathy still got it ((looking at doc)) 

Donna Because at one time (.) 

 You were having some accidents weren’t you(.) 

Tim Yeah(.) >not any more< ((shakes head)) 

Donna But then it all ↓settled down(.) 

Tim Yeah (.)       (Ob3; Line 32-50) 



 

 

238 

 

extended response “Yeah, Cathy still got that anyway” Donna failed to 

acknowledge Tim’s response and seemingly continued with her previous 

sequence of talk about the stool chart. As a result, Tim’s voice and role within the 

discourse was undervalued. Based on the findings from early episodes, there may 

have been opportunity to build on what Tim said by acknowledging it and adding 

some additional information e.g. ‘what does Cathy do with it?’ Through Donna’s 

non-uptake of Tim’s response, she maintained the power within the interaction.  

Through Donna’s childlike word selection and overriding teacher role, a rather 

patronising culture was created in which Tim was disempowered to actively 

engage in the implementation of his accessible closure report. This was further 

illustrated in episode 15: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Within this preparatory sequence, Donna introduced the work on feelings and 

relationships. In doing so she described Tim as being “really shy” and that that 

was the reason why they only did “a little bit of work”. Given Tim’s age (early 20’s), 

it was not surprising that he was embarrassed to talk about feelings and 

EPISODE 15 

Donna We talked (pause) a little bit about(.) feelings= 

Tim =yep= 

Donna                 =and relationships 

 But we only did a little bit of work on that(.) 

 Because you felt you didn’t want to talk about it anymore (pause) 

Tim Yep 

Donna Do you remember(.) 

Tim  Yep 

Donna ↓You were really shy(.) 

 Being in here(.) you were shy (pause) ((looks briefly at doc))  

 We talked about your rules 

Tim Yep 

Donna To keep you safe about(.) 

 No swearing 

 No spitting 

Tim Yeah 

Donna Do you remember those (pause) 

Tim Yep 

(Ob3; Line57-74) 
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relationships with an older woman. As Donna failed to normalise his response, 

potentially by offering a shared experience (as previously described), the 

sequence of talk again created a patronising culture and led to a series of 

acquiescent responses. 

Arguably Donna and Tim’s triangle of accessibility could have been improved by a 

number of vocal and non-vocal behaviours as illustrated in the other examples. 

For example, sensitive word selection and increased open questioning may have 

elicited more detailed responses from Tim. Throughout the observation, one was 

given the sense that Donna’s level of responsiveness was limited, potentially as a 

result of being nervous about the observation. Again the true function of the AI 

within this observation was unclear. At the point of discharge, it is presumed that 

the client has understood and consented to the intervention. An accessible closure 

report may be an accessible document purely for the individual’s records or it may 

contain important information for the future in terms of things to remember and 

where and how to get additional advice if needed etc. Again, some of the 

limitations evident within this observation were in part related to the quality of the 

AI that was implemented.  

 

To summarise, recall within the implementation of a new piece of AI about a 

previous intervention can be problematic. Firstly, it appeared dependent on the 

clinical relationship and the overall success of the previous intervention. Secondly, 

it may allude to additional AI that may not be to hand. In preparing for a session 

that may involve this type of sequence of talk, health professionals may require a 

range of AI to hand during the recall of previous healthcare intervention to support 

and facilitate the discussion further.  

 

Cluster One: Providing Health Information Summary 

In cluster one, a range of episodes (from each of the four observations) have been 

used to illustrate the dynamic vocal and non-vocal behaviours that occurred during 

the stage of providing the accessible health information. Without the analysis of 

video data, the minutia of the interaction would have been lost.  

The findings represent some interesting individual styles but also some data that is 

transferable to other scenarios in which AI is implemented. These findings could 
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in-turn lead to developments within AI clinical practice. Some of the key findings 

are summarised below: 

 The use of AI appeared helpful in establishing joint attention. 

 Careful word selection and effective turn-taking during the implementation 

of AI can promote a person-centred approach; which in turn can equalise 

the power balance. 

 Providing examples that promote a shared experience appeared helpful in 

the normalisation of the health intervention; which in turn could reduce 

anxiety during the implementation of sensitive AI. Although confidentiality 

issues may impact on this.  

 The success of a comprehension sequence is to some degree 

predetermined by the quality and accuracy of the AI resource.  

 If information can be shared jointly in a mutually power balanced turn-taking 

sequence, the individual can demonstrate comprehension in a subtle 

fashion and any repair needed can also be achieved in a comparable way.  

 During question and answer sequences a certain degree of flexibility and 

responsiveness may be required by the questioner. The use of ‘test’ and 

‘tag’ questions have the potential to disempower the individual by leading 

them to respond in a way that is desired. 

 When recalling previous interventions, a range of AI may be required to 

facilitate the discussion and repair any breakdown that may occur. 

Throughout this section, episodes have been compared between two or three of 

the observations, but rarely across all four observations. Whilst there will always 

be differences in each of the three aspects of the Triangle of Accessibility, some 

comparisons were apparent in the nature of the AI that was being implemented i.e. 

AI about a new health intervention (observations two and four) versus new AI 

about a previous intervention (observations one and three). This typology will be 

explored further within the other clusters. 

 

4.10.5 Findings within Cluster Two: Topic development  

Following the implementation of the new health information, further topic 

development was apparent within observations two and four. Interestingly, topic 

development was not evident within observations one and three due to the 
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different nature of the AI (AI about a new health intervention versus new AI about 

a previous health intervention); although arguably there may have been occasions 

when the topic could have been developed to enhance the quality of the AI. The 

lack of topic development within these observations may also relate to the 

person’s level of LD and their associated communication difficulties i.e. they were 

less verbally able and therefore detailed topic development may not have been 

attempted.  

Within this section, extracts of vocal and non-vocal sequences of behaviour are 

used to illustrate the precise nature of the topic development during the 

implementation of AI about a new intervention (breast screening and WRAP). To 

do this, four groups of episodes relating to knowledge development, general 

knowledge, expanding the topic and generalisation are explored.  

 

4.10.5.1 Episodes relating to ‘knowledge development’ 

Within this section one sees how knowledge development forms part of the topic 

development with regards to a new health intervention. In any type of social 

scenario where information is being conveyed from one person to another, it is 

possible for a person’s knowledge to be improved or developed. Four episodes 

from observations two and four will be used to illustrate the different forms of 

knowledge development evident in the data.  

The first three episodes come from the second observation and are discussed in 

sequential order so that the knowledge development throughout the observation 

can be considered. In episode 16, Jenny explained the procedure of having a 

mammogram in order to develop Kelly’s knowledge: 
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Within this sequence, Jenny spontaneously used the accessible resource and 

gesture alongside her speech i.e. she gestured the closing action of the plates and 

described it as “swashing” action. This preparatory talk was important in explaining 

that the procedure can be “uncomfortable” or “painful”. The selection and use of 

these words alone may have been enough to scare someone from having a 

mammogram. However, the combination of the visual information within the 

accessible resource and Jenny’s gesture was enough to support Kelly’s 

understanding of what caused the pain/discomfort and that the discomfort/pain 

was minimal and short-lived. At this stage in the observation, the significance of 

this action was not immediately apparent. Later in the analysis it was evident how 

this contributed to the decision making process. Had Jenny not supported Kelly’s 

knowledge development about the discomfort of a mammogram, she may not 

have been fully prepared for the intervention. As a result she may have had a 

negative experience. Once a person has had a negative health experience it can 

make them less likely to have similar interventions in the future. Whilst some 

healthcare practitioners may have only proposed the intervention by minimally 

describing it in terms of the name and place (as described by Antaki et al, 2007), 

Jenny took additional steps, both vocally and non-vocally, to describe the 

additional characteristics, as predetermined by the ‘script’ of the standard AI 

resource.  

EPISODE 16 

Jenny ((both focus back on leaflet)) 

 ↓That’s basically what they do ((point to leaflet)) 

 They put your breast(.) ((gestures closing action)) 

 Between two plates(.) ((continues to gesture closing action)) 

 And it sort of swashes it(.) 

 It says here (pause) that it’s uncomfortable(.) 

Kelly Yeah I bet it is  

Jenny And sometimes(.) people say that it’s ↓painful  

Kelly ᵒUmmᵒ 

Jenny But(.) umm (pause) 

 It’s a pain that(pause) as soon as they lift those plates away  

 ((gesturing an opening movement)) 

 ↓It goes away again (pause)    (Ob2; Line 176-187) 
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In a continuation of knowledge development, Jenny and Kelly went on to explore 

what happens after the examination:  

 

 

 

 

 

 

 

 

 

 

Episode 17 illustrates a repair sequence which formed part of the knowledge 

development. Interestingly, Kelly expressed the belief that the results letter got 

sent to her GP “they send it to doctor” which was followed by Jenny’s next repair 

initiator (Antaki, 1999) “no, they send it to you, to your house, because it’s about 

you”. This short repair sequence was important because it highlighted the potential 

for communication breakdown at a later stage. Developing the knowledge that 

Kelly would receive the results puts the emphasis back onto her to take the next 

step. Without this knowledge, someone may not act on the letter in the belief that 

the GP would be in touch. It is questionable how often this element of knowledge 

development is overlooked and what the implications are for the individual and the 

wider economic impact for the NHS i.e. in terms of poor uptake and poor health 

outcomes. 

In the third example of knowledge development that is the last from the second 

observation, Jenny used the second accessible resource to explain the mobile 

screening unit: 

 

 

 

 

 

 

EPISODE 17 

Jenny And then what happens after that is 

 They send you a letter about ↓the results(.) 

Kelly Yeah (pause) 

 ↓Well they don’t send it to you(.) do they (pause) 

 They send it to doctor(.) 

Jenny No(.) they send it to you(.) 

 To your house(.)  

 Because it’s about you(.) 

Kelly Yeah ((rubs eyes))     (Ob2; Line 222-230) 
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Episode 18 clearly demonstrates the importance of the accessible resource within 

this knowledge development sequence. The concept of going to a unit, which 

looks like the “end of a lorry” and is parked at your local supermarket sounds a 

little bizarre, as was apparent by Kelly’s non-vocal behaviour i.e. pulling a 

questioning face. As Jenny used the photographic information within the folder one 

sees that Kelly recognised the unit. Having knowledge and understanding of the 

mobile unit was important for Kelly in terms of being able to make an informed 

decision, which is also discussed later. 

The final example of knowledge development sequence was taken from the fourth 

observation. Within episode 19, Bill explained some of the principals of a WRAP: 

 

 

 

 

 

EPISODE 18 

Jenny Now this is some photographs that we took(.) ((moves folder towards them)) 

Kelly Yeah(.) ((takes leaflet and puts to one side)) 

Jenny And this is also about ᵒbreast screeningᵒ(.)  

 But it’s about something called the mobile(.) unit(.)  

 ((points to label on front cover)) 

 ↑Which i:::s like a bi:::g (pause) 

 ↓It’s like the end of a lorry ((gestures something large)) 

Kelly ((pulls a questioning face)) 

Jenny And in Portsmouth(.) 

 They park it(.) in the ↑Asda car park (pause) 

 ↓At the bridge centre (pause) 

 ↑Have you ever seen it there(.) 

Kelly The lorry yeah(.) 

Jenny ↑Let me show it to you ((opens folder)) 

 ↑You might recognise it(.) look= ((points to photograph)) 

Kelly =Yeah yeah= 

Jenny =yeah 

 Well ᵒwhat they’re doing in thereᵒ ((pointing to photograph)) 

 ᵒIs breast screeningᵒ (pause)     (Ob2; Line 222-230) 
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Interestingly, this sequence also involved a subtle repair sequence embedded 

within it. Bill drew on Ryan’s previous experience by relating a WRAP to a life story 

which is a different piece of work that they had done together. Rather than simply 

giving Ryan the health information, he encouraged him to participate in the 

discussion through the use of the AI and a test question (one which the answer is 

already known by the questioner, Edwards & Mercer, 1987) i.e. “like your life story, 

it can be…” then he pointed to the AI. Ryan misinterpreted the information within 

the accessible leaflet and responded with “used” rather than ‘changed’. The repair 

sequence was brief but effective in maintaining the equal power balance. Bill 

simply acknowledged Ryan’s response by repeating it and adding to it, with the 

intended message “yeah, it can be used and it can be changed”. To which Ryan 

signals assent through a non-verbal gesture. There were no vocal or non-vocal 

behaviours to indicate that Ryan was aware of the repair sequence which was 

important in maintaining Ryan’s confidence to participate in the discourse and 

negotiate an equal power relationship. This then allowed Bill to move onto 

explaining the next principle of a WRAP, that it can be changed; which was one of 

the central principles. 

 

Within these four episodes of knowledge development, the importance of the 

accessible resource becomes apparent. Other strategies were used in addition to 

EPISODE 19 

Bill BUT ((looks at Ryan)) 

 ↑Like your life story (pause) it can be (long pause) 

 ((points to leaflet and then looks back at c4)) 

Ryan USED 

Bill Yeah(.) it can be used(.) and it can be changed (pause) 

Ryan ((nods head)) 

Bill So(.) ↓although today something helps you(.) ((gestures thumbs up)) 

 ↑Maybe(.) next week ((gestures clock turning/next)) (pause) 

 It might not (pause) ((shakes hand to gesture no)) 

Ryan Yeah= 

Bill =>you might want to change it< (pause) ((looks at c4)) 

Ryan ((nods head, and takes a sip of tea))    (Ob4; Line 248-258) 
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the accessible resource such as gesture and being receptive to the individuals’ 

facial expressions. Even when using accessible resources, misunderstanding can 

occur. This required a skilled approach in subtly repairing the sequence in order to 

ensure the right facts are understood, whilst maintaining confidence and an equal 

power balance.  

Health interventions are often multifaceted in nature and have many stages, from 

initially being informed about the need for them, through to waiting for the results. 

Knowledge development is important across all of these stages and is important in 

the decision-making process i.e. if someone does not understand or have 

adequate knowledge about the intervention, they are not enabled to make an 

informed decision (MCA, 2005: see Section 1.3). 

 

4.10.5.2 Episodes relating to ‘general knowledge’ 

Closely related to the issue of knowledge development is general knowledge. Four 

episodes are used to illustrate the function general knowledge seemed to have on 

topic development. 

 

 

 

 

 

 

 

 

 

 

 

 

 

Within this episode, Jenny and Kelly ran through what a receptionist often asks 

when a patient arrives at a clinic. The way in which Jenny drew on Kelly’s general 

knowledge is two-fold. Firstly, she used the AI resource and secondly she 

prompted her to recall her general knowledge developed through a past 

EPISODE 20 

Jenny  =And ↑she’ll check your details are correct ((turns to look at Kelly)) 

 So (pause) like ᵒwhen you went for you CT scanᵒ  

 ᵒThey asked(.) your nameᵒ (pause) 

 ((uses hands to count out points)) 

Kelly Address (pause) 

Jenny And (pause) 

Kelly Sometimes(.) ↑your telephone number aint it (pause) 

Jenny ((nods head and gestures counting next point)) 

 And (pause)  

 ᵒSometimes your date of birthᵒ(.) 

Kelly ↑Yeah(.) yeah(.) 

Jenny Just so they know(.) you’re the right person (pause) 

Kelly Yeah (pause)      (Ob2; Line 324-335) 
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experience of going for a CT scan. Whilst this is a brief episode within the topic 

development, it had an important role in preparing Kelly for the breast screen. 

Jenny modified the power balance to allow Kelly to take control of the discourse 

and they offered mutual affirmations to each other’s vocal and non-vocal 

behaviours.  

As previously mentioned, if these relatively mundane details are overlooked by 

health professionals, it may result in a patient with LDs falling at the first hurdle, as 

they may not be able to accurately recall their full address and date of birth on 

arrival. 

Kelly’s general knowledge is further illustrated in episode 21 when they discussed 

the plates that are used during the breast screening process: 

 

 

 

 

 

 

 

 

 

Interestingly, Jenny used the word “hygienic” which arguably was not Plain 

English. Kelly comprehended this word and applied her general knowledge and 

paraphrases “oh, it is clean”. Commonly, this sequence order would have been in 

reverse, in that the nurse would have paraphrased. The fact that the LD client 

paraphrased the nurse illustrates the equity of power. Given the cautionary 

findings reported by Bradshaw (2001) relating to communication breakdown due to 

the lack of understanding about individuals needs and the communication partner 

not always making the necessary adaptations, accessible word selection is 

important and needs to be pitched at the level appropriate to the individual.  

Within the fourth observation, eliciting general knowledge discourse from Ryan 

appeared a little harder, as Ryan initially only responded non-vocally: 

 

 

EPISODE 21 

Jenny It’s got a flat(.) plate(.) there look(.)  

Kelly Yeah 

Jenny And then this one ↓he:::re (pause) 

 ↑I think it’s clear plastic (pause) 

 Because what they do(.) is change that(.) ↓after each lady (pause) 

 So it’s nice and hygienic  

Kelly ↑Oh it is clean 

Jenny ↓Yeah (pause)       (Ob2; Line 404-412) 
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Within this sequence, Bill used a scaffolding approach to support Ryan to build the 

association between a WRAP and other plans that he had previously had. In the 

pre-sequence lines, Bill asked the question if Ryan knew what a WRAP was. 

When Ryan shook his head, the scaffolding discourse began. Bill used the AI 

resource to support the discussion about the fact that a WRAP was “a plan made 

by you”. Ryan responded by nodding his head on two occasions, affirming Bills 

vocal behaviour. When Bill asked if he has had a plan like this in the past, Ryan 

responded quietly with “I don’t know” indicating some uncertainty; then Bill 

introduced the topic of the advocacy group. Without a good working knowledge of 

Ryan, Bill may not have been able to support his general knowledge in this way. 

As Bill took a leading role in the discussion within episode 22, the power was 

unbalanced; although this action was justified within the context of the topic 

development. This episode highlights an important phenomenon regarding the 

clinical relationship within the dynamics of the Triangle of Accessibility. If the 

communication partner does not have the prior knowledge and first-hand 

experience of the individual with LDs, their ability to assume the role of the 

supporter within general knowledge discourse maybe limited, or prone to 

EPISODE 22 

Bill ↑Do you know what WRAP might be about(.) do you think 

Ryan ((shakes head)) 

Bill ᵒNo(.) okᵒ (pause) 

 ↑WELL (pause) lets open it (pause) 

 ((opens leaflet))  

 (pause) is a ↓plan (pause) made by you (pause)  

Ryan ((nods head)) 

Bill ↓So you understand(.) what that means (pause) 

Ryan ((nods again)) 

Bill Have you ever had a plan (pause) ↑made by you before (pause) 

Ryan ᵒI don’t knowᵒ ((quiet voice))  

Bill ↑What about (pause) ((looks up)) 

 In your advocacy group (pause) 

Ryan Umm ((nods head)) 

Bill Made decisions for yourself (pause) 

 So that’s what this is about (pause) yeah=   (Ob4; Line 139-149) 
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communication breakdown; therefore impacting on the success of the 

implementation and weakening the Triangle of Accessibility.  

Within episode 23, the equity of power was restored as was evident in the 

discussion about what Ryan would do in a crisis: 

 

 

 

 

 

 

 

 

 

 

 

 

Again scaffolding was evident, although on this occasion, Ryan’s responses were 

more frequently vocal rather than non-vocal. Although Bill was pursuing his own 

trajectory in relation to crisis management, he did so in an enabling manner by 

mirroring Ryan’s responses e.g. “so you write it down” and “I listen”, which in turn 

shepherded him towards appropriate responses and provided him with validation 

and the confidence to give more information. 

 

Within the topic of general knowledge, the data suggests that a good working 

knowledge of the individual is important both in terms of the accessible word 

selection and the ability to elicit general knowledge through a scaffolding 

approach. Whilst this may not be practicable for all health professionals 

implementing AI, it provides an issue to be mindful of. Additional measures could 

be taken prior to implementation - such as taking a brief case history from a 

significant other. For example, in the scenario of implementing accessible cancer 

information, the communication partner may ask if the individual with LDs knows 

EPISODE 23 

Bill What can you do befo:::re (pause) 

 During(.) and after a crisis (pause) 

 ((looks towards Ryan))  

Ryan ↓Write it all down(.) and go over it (pause) 

Bill ↑Ahh (pause) 

 So you write it ↓down ((signs to write))  

Ryan ((nods head)) 

Bill And would you ↑talk ((signs talk)) to anyone (pause) 

Ryan Umm (pause) 

Bill Who would you talk to= 

Ryan you 

Bill Me(.) and what do I do for a living these days (pause) ((smiles)) 

Ryan LISTEN 

Bill I listen for a living (pause) ((smiles)) 

 ↑That’s a good shout (pause) ((thumbs up))   (Ob4; Line 161-175) 
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anyone who has suffered from cancer in the past to put the discussion into 

context. 

Following on from the individual’s general knowledge, the evidence relating to 

expanding the topic is explored.  

 

4.10.5.3 Episodes relating to ‘expanding the topic’  

Since the focus of observation two was breast screening, evidence to support the 

research carried out by Jones et al (2006) who investigated the implementation of 

accessible cancer information was apparent. Their findings suggested that the 

person who is implementing AI of a sensitive nature needs to be carefully 

considered. The sequence within episode 24 illustrates that the topic of cancer 

was expanded in order to develop Kelly’s overall understanding of breast 

screening: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Within this sequence, Jenny dealt with Kelly’s questions about cancer as she 

expanded the topic of screening. The pre-sequence lines set the scene for a 

EPISODE 24 

Jenny So she’s not sure if it’s a goo:::d idea(.) ((puts thumbs up)) 

 Or a bad idea ((thumbs down)) 

Kelly  ↑Going for something(.) it’s a bad idea ain’t it(.) 

Jenny Going (pause)  

Kelly Can(.)cer= 

Jenny =Having cancer is bad isn’t it= 

Kelly =yeah(.) yeah 

Jenny ↑So I guess(.) if you can go to something(.) that’s going to tell you(.) ea:::rly (pause) 

 ((both nod heads)) 

 That you have cancer(.)↓and you could be treated(.) that’s a good thing 

Kelly ᵒYeah but(.) ↓even if they can get rid of it(.) it can still grow back on you Jennyᵒ 

Jenny Sometimes it can(.) 

 But if you look (pause) 

 I mean (.) it’s quite complicated(.) 

 But more people now are cured(.)  

 And go on to be healthy ↑for the rest of their lives  

 Than actually ↓die of breast cancer= 

Kelly =[so] 

Jenny   [but] that’s if they catch it nice a quickly=   (Ob2; Line 115-134) 
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discussion about the potential negative consequences of going for breast 

screening. Jenny used the AI resource to raise the subject of the pros and cons of 

breast screening, by pointing to the person in the AI resource and saying “she’s 

not sure if it’s a good idea or a bad idea”, establishing joint attention on the topic 

and normalising the fact that it was ok to be unsure. As the sequence progressed, 

it was apparent that Kelly over-generalised the negative cogitations of having 

cancer as opposed to the screening “having cancer, that’s bad isn’t it”. In the 

following talk, Jenny used her skills as a nurse to clarify the aim of screening and 

offered some factual information with regards to the positive outcome of screening 

i.e. early detection and treatment.  

The use of expansion or ‘elaborating’ has been described by Antaki et al (2006) as 

the final objective in the decision-making cycle. They discovered that short-

circuiting the decision making cycle results in little room to contribute to the 

discussion, which was not the case in the above episode. The importance of 

having a nurse or health professional implementing AI about breast screening was 

alluded to in Jones et al (2006) findings. Throughout the episode, Jenny managed 

to deal with Kelly’s questions in a confident manner which in turn appeared to 

reassure her, illustrated by mutual non-vocal affirmations early in the sequence. A 

lay person may not have had the knowledge or confidence to answer Kelly’s 

questions. This may have left her feeling unsettled about the screening process 

and potentially putting her off from going.  

Within the fourth observation, the opportunity for expanding the topic arose 

because Bill gave Ryan the opportunity to ask questions about the WRAP: 

 

 

 

 

 

 

 

 

 

 



 

 

252 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Within episode 25, there was a very relaxed turn-taking sequence in which Bill 

answered Ryan’s questions through the use of test questions, allowing him further 

opportunity to expand the topic. The relaxed feel to the talk was in part achieved 

through the use of humour by both parties and the slow pace that was established 

by breaking down the topic into smaller, manageable concepts. Ryan’s main 

question related to whether WRAP was offered to ‘old people’. In the pre-

sequence lines, Bill clarified Ryan’s question before expanding the topic. The 

verification of the question was important in the following action. Had Bill 

EPISODE 25 

Bill So ↓is there anything you’d like to ask me(.) about what we’ve talked about(.) 

 About wellness recovery plan (pause) 

Ryan ↑Does this(.) does this cover old people as well (.)((looks at Bill)) 

Bill It(.) can(.) help(.) anyone else (pause) 

 ((both look at one another)) 

 Do you mean WRAP’s for old people (pause) 

 ((points to leaflet and then looks at Ryan)) 

Ryan ((nods)) 

Bill Yeah (pause) 

 People do these ↓plans(.) for any illnesses (pause)  

 Because it lets us(.) think ((signs think)) 

 About the ↑illness (pause) and what(.) keeps us(.) ↓well(.) ok (pause) 

Ryan ((nods briefly, breaths out loudly and takes a sip of tea)) 

Bill SO(pause) 

 If you’re old(.) and it’s(.) very cold (pause) 

Ryan I’m getting there 

Bill  Yeah(.) What do >you think an old person in a very cold situation< should do= 

Ryan =put a jumper on and socks on 

Bill Keep wa::rm(.) ((thumbs up)) that’s ↓a good one (pause) 

 So they might have in their plan(.) 

 In cold weather(.) I feel cold(.) so I’m going to wear more clothes (pause)  

 ((both nod head)) 

 So >it can help lots of people in lots of different ways< (pause) 

 ↑Is there anything else you’d like to ask (pause) 

Ryan ((breaths in loudly and looks up)) 

 No (pause) 

Bill No (pause      (Ob4; Line 316-342) 
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misinterpreted Ryan’s question, it may have led to confusion and the need for a 

repair sequence.  

Bill expanded the topic of a WRAP by explaining that WRAPs are for anyone with 

an illness. Interestingly, he did not use the term mental illness, which is where 

WRAPs originate, and the example he provided is very concrete in terms of being 

cold and therefore needing more clothes. For individuals with LDs and associated 

communication difficulties, the comprehension of abstract ideas is often difficult. 

Therefore the use of concrete examples was an important aspect to this 

sequence. 

Again, as previously seen in this observation, an equal power balanced was 

established by Bill giving Ryan the opportunity to contribute to the discussion e.g. 

“what do you think an old person in a very cold situation should do?” to which 

Ryan responded “put a jumper on and socks on”. Bill then praised this response 

and at the end of the sequence it was evident that Ryan had no further questions.  

In this episode in which the topic expansion was shared between the person with 

LDs and the nurse, it is important to recognise the communication skills that Ryan 

had. It is evident that he was an intelligible verbal communicator and therefore he 

was able to clearly respond to Bill’s questions and prompts. If he was unable to 

communication as skilfully, it would be interesting to know if Bill would still be able 

to establish an equal power balance. 

 

Within these two episodes, it was apparent that the knowledge and experience 

that the nurses had was important for expanding the topic, as was evident in the 

general knowledge section. It was also apparent that when the person with LDs 

had adequate expressive communication skills, involving them in the topic 

expansion can be beneficial in terms of maintaining the equal power balance.  

 

4.10.5.4 Episodes relating to ‘generalisation’ 

An important skill in applying one’s general knowledge is the ability to transfer this 

knowledge to other situations. Two examples from observations two and four are 

used to explore how the discussion relating to a new intervention was generalised 

to other situations. 
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Firstly episodes 26 and 27 are used to illustrate how Kelly generalised her 

knowledge of cancer and x-rays to the context of breast screening. 

An important part of breast screening is to investigate if there is any family history. 

In the following episode, Jenny and Kelly talked about family history: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Within the preparatory talk, it was evident that Kelly did not understand the 

purpose of breast screening, therefore it was important for the nurse to clarify. It 

was only when Jenny said “it’s to try and pick up breast cancer” that Kelly 

spontaneously started to talk about her family history. Kelly was able to clearly talk 

about both her mother’s and father’s health. Given Kelly’s communication skills 

she required little prompting from Jenny, who just acknowledged Kelly’s 

statements throughout the sequence. Sharing family history has the potential to 

evoke an emotional response. Whilst this was not apparent in Kelly’s vocal or non-

vocal behaviour, had this scenario arisen, Jenny could have related it back to the 

purpose of breast screening in terms of prevention. 

There were other times within the observation when Kelly required more support to 

generalise her knowledge: 

 

EPISODE 26 

Jenny ↓Alright(.) 

 Do you know ↑why they screen you ((looks back at Kelly)) 

Kelly No 

Jenny ᵒbreast screeningᵒ 

Kelly ↓No Jenny 

Jenny ᵒnoᵒ(.) 

 It’s to try and pick up ↓breast cancer 

Kelly ↑I::: know (.) it do::: go through (.) down my mum side ((looks at Jenny)) 

Jenny ↑Does it (.) right  

 ↑That’s interesting= ((nods head)) 

Kelly =But our dad’s side  

 I think it mostly like strokes ↑aint it  

Jenny Ok right(.) ((nods head)) 

 So there are health conditions in each side of your family(.) that you know of(.) 

 ((moves both hands to gesture both sides of family)) 

Kelly Yeah 

Jenny That’s good ok(.) ((taps leaflet))      (Ob2; Line 37-53) 
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Again, at the start of this sequence, Kelly appeared unable to remember previous 

x-rays, however as the sequence progressed she was able to recall a past 

experience through the use of a scaffolding approach. Jenny elicited Kelly’s 

response by providing additional information about an x-ray e.g. “you know when 

they go behind the screen and they press the button, and they say keep still” 

rather than the use of tag or test questions. Therefore, it can be assumed that 

Jenny did not know whether or not Kelly had previously had an x-ray. Kelly goes 

on to generalise this description to when she had an x-ray at the dentist. In this 

scenario, it is Kelly’s prior experience that enabled her to generalise the 

experience of a previous x-ray to the context of having a mammogram.  

Interestingly, within both episodes from observation two, the AI resource was not 

directly used to support the generalisation. However, Jenny used gesture 

alongside her vocal response to support what Kelly said. Therefore, Jenny drew 

on an additional form of AI during the implementation, other than the easy read 

resources.  

Within the fourth observation, episodes relating to generalisation were more 

dynamic in nature in terms of both the vocal and non-vocal behaviour, as 

described below: 

 

EPISODE 27 

Jenny ↑Have you ever an x-ray 

Kelly I’d like to say ye:::ah (pause) 

 But I can’t remember when 

Jenny ↑Ok (pause) 

 ↓You know when they go behind the screen(.)  

 And they press the button(.) ((gestures pressing a button)) 

 And they stay(.) keep still(.) 

Kelly Yeah(.) 

Jenny It’s quick like that(.) 

Kelly Yeah= 

Jenny =Yeah 

Kelly They even done that ↑with my teeth(.) like that(.) 

Jenny Yeah (pause) 

 ↑That’s right(.) if they x-ray your teeth(.) ((moves hand towards mouth)) 

 The same way(.) 

(Ob2; Line 196-210) 
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Within this sequence Bill used the AI resource, proximity and gesture to elicit 

Ryan’s ability to generalise and to demonstrate his level of responsiveness. At the 

start of the sequence, Bill used the AI resource to lead Ryan into the topic and 

establish joint attention. As the sequence progressed, Bill created a culture in 

which Ryan was enabled to take the lead in initiating new people that kept him well 

e.g. doctor, himself and GP. Bill vocally and non-vocally affirmed each suggestion 

that Ryan offered, illustrated in his word selection e.g. “that’s a very good one” and 

“yep” as well as nodding his head. 

From the start of the sequence, Bill demonstrated his responsiveness to Ryan by 

sitting upright, smiling, nodding his head, moving closer to Ryan and using thumbs 

up. All of these non-vocal behaviours gave a strong sense that Bill was engaged in 

what Ryan had to say. This appeared significant in giving Ryan the confidence to 

continue; ultimately resulting in Ryan’s confidence to generalise aspects of the 

WRAP to other health-related scenarios.  

EPISODE 28 

Bill But also(.) what else ((points at the next point on the leaflet)) 

 It identifies (pause) who else(.) helps (pause) 

 To keep(.) ↑keep you well (pause) 

Ryan Doctor 

Bill So ((sits more upright)) (.) you’ve got the DOCTOR (pause) 

 >Who else<(.) helps to keep Ryan well (pause) 

Ryan Myself 

Bill Yourself ((smiles and nods head)) (.) that’s a very good one(.) 

 Yeah(.) indeed (pause) ((puts both thumbs up)) 

Ryan My gp 

Bill gp(.) now what is it that the GP does for you (pause) 

 ((moves in a little closer))  

Ryan Sit in the(.) he gives he(.) he gives his ↑review (pause) 

Bill Yep ((nods head)) (pause) 

 And what does he look after(.) for you (pause) 

Ryan ↑Medication= 

Bill =Medication (pause) 

 Does he look after ↓anything else(.) for you (pause) 

Ryan My health  

Bill Your health(.) yeah (pause)     (Ob4; Line 117-136) 
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As the observation continued, Bill and Ryan went on to discuss what helped Ryan 

to keep well: 

 

 

 

 

 

 

 

 

 

 

 

Interestingly, within this episode there was a change in Bill’s non-vocal behaviour. 

Almost the opposite non-vocal behaviour resulted in the same activity of drawing 

out Ryan’s general knowledge about what kept him well.  

At the start of this sequence Bill posed the question “what sorts of things keep you 

well” but this time, his vocal behaviour was accompanied with rather a detached 

non-vocal behaviour of sitting back in his chair and linking his hands; however he 

remained looking at Ryan throughout. On the surface, it would appear that Bill was 

almost disengaging or showing signs of being less responsive to Ryan. However 

when you consider this action in light of the evidence in episode 28, this non-vocal 

behaviour had the same effect. At this stage in the observation Bill was confident 

that Ryan can adequately answer his questions with minimal prompting; as 

illustrated in the turn-taking sequence and rapport in the previous episodes. 

Therefore within the context of the next question and answer sequence ‘what 

helps him to keep well’, the action of sitting back created a culture in which Ryan 

was given more space to respond both within the physical environment and by 

taking a lead in the discourse. As the sequence progressed, Bill continued to 

EPISODE 29 

Bill So (pause) ((sits up))  

 >What sorts of things< ↑keep you well (pause) ((sits back in chair and links hands & 

 looks at Ryan)) 

Ryan Money= ((looks at Bill)) 

Bill =MONEY(.) keeps you well ((smiles)) (.) having enough money (pause) 

 What other things keep you well (pause) 

Ryan beer= 

Bill =BEER ((laughs)) does (pause) ((smiles)) 

 How much beer (pause) 

Ryan ((laughs and looks at camera)) 

Bill ((gestures large volume)) lots(.) 

 Or(.) little ((gestures little volume))= 

Ryan =I’m only allowed little(.) you know that (pause) 

Bill Ok(.) so having a little ((gestures little volume)) (.) is ok(.) good ((thumbs up))= 

Ryan =I keep asking you ((looks towards Bill)) 

Bill  Yes you do(.) you talk ((signs talk)) to me (pause) 

(Ob4; Line 201-215) 
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demonstrate his responsiveness through the use of gesture, a light-hearted tone 

and a scaffolding approach as previously described in other episodes. 

 

To summarise, data relating to generalisation of information almost appeared 

spontaneous in nature and in part led by the person with LDs. A responsive 

approach and the use of gesture appeared beneficial in drawing out more 

information from the person with LDs. Generalisation discourse appeared later in 

the observation when the rapport had been established and the discourse was 

flowing.  

 

Cluster Two: Topic Development Summary 

A range of episodes from observations two and four, have been used to illustrate 

the dynamic vocal and non-vocal behaviours that occurred during the stages of 

topic development, which was relevant to the implementation of AI about a new 

intervention.  

The findings represent interesting examples of intersubjectivity in the way in which 

the participants’ interactions displayed understanding of one another and how they 

orientated themselves to the shared activity. Some of the key findings within the 

topic development cluster are summarised below: 

 The nature of the AI and the skills of the person implementing the AI need 

to be considered in order to ensure that the topic can be expanded 

effectively. 

 Before topic expansion occurred, it was important for the communication 

partner to clarify the question or issue to avoid unnecessary confusion and 

communication breakdown. 

 When expanding the topic, concrete examples appeared helpful. 

 Shared topic expansion supported an equal power balance, although this 

appeared dependent on the communication skills of the person with LDs. 

 In preparing someone for a health intervention, the everyday aspects 

should not be overlooked, such as the details that the receptionist may 

need and where the results get sent.  

 Scaffolding may be needed to elicit an individual’s general knowledge. In 

order for the scaffolding approach to be effective, a good working 
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knowledge of the individual was needed in terms of accessible word 

selection and recall of past experience. 

 During the generalisation of the information, the AI resource appeared to be 

of less importance. 

 The intersubjectivity or responsiveness of the communication partner was 

dynamic in nature and needs to be analysed within the context of the whole 

observation rather than individual episodes of interest to avoid 

misinterpretation of the data.   

Each of these key findings within the topic development cluster go some way to 

uncovering a greater understanding of the Triangle of Accessibility. At times during 

the implementation of AI, there appeared to be the need to defer from the AI 

resource and focus more on the interaction between the person with LDs and their 

communication partner.   

 

4.10.6 Findings within Cluster Three: Consent 

The final cluster of episodes to be analysed within this findings section relates to 

consent; the decision to give permission for something to happen or an agreement 

to do something. Since the publication of the MCA in 2005 (as described in 

Section 1.3.3), an individual’s capacity to consent for themselves has been given 

greater importance. As previously described, the Act introduced the concept of 

practicable steps e.g. presenting information in a way that is easier to understand. 

Therefore it was predictable that within the implementation of AI within a clinical 

setting, discourse relating to consent would be evident.  

Within this cluster, the topic of consent is further broken down into two 

interconnected groups of episodes which include knowledge about the decision 

and the decision making itself. Each of these relate to the guidance found within 

the MCA Code of Practice (2007). 

It is noticeable that the findings within this cluster are shorter than previous 

sections. A potential reason for this is that by the time consent discourse occurred, 

a lot of the preparatory information had already been introduced, as discussed in 

previous clusters e.g. comprehension of the information and knowledge 

development.  
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The only observation where consent discourse did not occur was observation four. 

As this observation involved the implementation of an accessible closure report, 

there were no new health interventions for the person with LDs to consent to. 

Therefore, this cluster uses episodes from observations one, two and three.  

 

4.10.6.1 Episodes relating to ‘knowledge about the decision’ 

Episodes relating to knowledge have previously been described in terms of 

knowledge development and general knowledge (within the topic development 

cluster). Whilst these previously described episodes form the foundations for 

consent, within this cluster the episodes specifically related to knowledge about 

the decision are discussed, rather than indirect knowledge about wider health 

intervention issues. 

There were some subtle differences in the development of knowledge in 

preparation for decision making. Within episode 30 Jenny raised the issue that 

Kelly could have someone with her for support when she goes for her 

mammogram. The presence of a supporter is not necessarily a key fact about 

breast screening but rather a potentially important adaptation that someone with 

LDs may require in order to consent to the intervention: 

 

 

 

 

 

 

 

 

 

 

 

 

 

As the sequence played out, Kelly rejected the notion of needing someone with 

her. In the pre-sequence lines Jenny presented both scenarios: “you can take 

EPISODE 30 

Jenny There’s always a nurse there (pause) 

 ((points to leaflet)) you can take somebody with you(.)  

Kelly Mmm ((smiles)) 

Jenny So might want to do that (pause) 

 Or(.) you might want to go by yourself=  

Kelly =That’s better aint it 

Jenny ↓Yeah (pause) ↑well I can’t imagine you really need somebody to go ↑with you 

 (pause) 

Kelly ((shakes head looking at Jenny)) 

Jenny ↑Would you (pause) 

Kelly  ↓No ((continues to shake head)) 

 They thought I go to need Linda(.) but I didn’t(.)= 

Jenny =no (pause)      (Ob2; Line 162-179) 
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someone with you…or you might want to go by yourself”. Kelly’s response 

supported the last option to which Jenny responded cautiously. Although Jenny 

said “yeah” she did so with a downward intonation pattern and paused after. This 

gave an impression of uncertainty. Following this, Jenny pursued the trajectory 

that Kelly did not need someone with her and in turn put Kelly into a non-reversible 

role (Jingree et al, 2006). Kelly initially responded non-vocally by shaking her head 

and then Jenny sought further affirmation by asking a confirmation-expecting tag 

question (Antaki et al, 2002) “I can’t really imagine you really need someone to go 

with you…would you?”. Although through most of this sequence Jenny assumed 

the position of power, at the end Kelly alluded to a previous experience in which 

she did not require support; therefore justifying Jenny’s trajectory.  

Within the next episode, Jenny and Kelly discussed another important piece of 

information about the decision in relation to having the right to say no: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

As stipulated within the MCA (2005), an individual has the right to withdraw 

consent at anytime. This was potentially the reason why Jenny raised this point 

within the implementation of the AI. As previously seen in other episodes, Jenny 

provided a concrete example of when Kelly may want to withdraw consent e.g. 

EPISODE 31 

Jenny You can say to the radiographer(.) ↓I want you to stop (pause) 

Kelly Yeah (pause) 

Jenny Alight(.) So (pause) if (.) after you’ve got ↓undressed 

 You go back in (.) 

 And you think(.) I re:::ally ↓don’t want to do this (pause) 

Kelly No ((shakes)) 

Jenny ᵒYou can sayᵒ(.) ↓I’ve changed my mind then (pause)  

Kelly Nah  

Jenny Or(.) you can change your mind(.) ↑when you turn up with your letter (pause) 

 Or(.) you could change your mind (pause) after they’ve done(.) one(.) breast(.) 

 And you think (pause) ↓I don’t want them to do that to the other one (pause) 

Kelly Like when the doctor wanted me to have that operation on my head(.) won’t it(.) 

 And I said no (pause) 

Jenny No ((nodding head)) 

 ↑So at any time(.) you can think about it (pause) 

 And ↓change your mind (pause)  

Kelly Yeah ((nodding head))     (Ob2; Line 379-296) 
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when she turns up or later on when she has got undressed. As the sequence 

progressed, Kelly actively turn-took both vocally and non-vocally. Again, Kelly 

displayed affiliation, confirming her understanding of withdrawing consent by 

alluding to a previous experience “like when the doctor wanted me to have that 

operation on my head…and I said no” Through the negotiated identities 

throughout this episode, it was apparent that Kelly was empowered to exercise her 

choice, which is significant when you consider the conflicting role of Jenny as her 

community nurse, as discussed below. 

The question of daily choices available to or imposed on people with LDs result in 

much debate within clinical and professional literature (Antaki et al 2006) and is 

one that attracts government-level intervention. Promoting choice and being 

person-centred is no easy matter. Staff are required to negotiate identities that 

often have contradictory goals. For example, within observation two, Jenny had a 

role to advocate for health screening to ensure better health outcomes for her 

client. However, on the same hand she had to ensure that her client fully 

understood the intervention and support her right to say no if she wished, therefore 

arguably contradictory goals. Within the following episode, Jenny and Kelly 

discussed the fact that the nurse facilitating the mammogram would be a female: 

 

 

 

 

 

 

 

 

 

 

 

Within the pre-sequence lines, Jenny set the scene by talking about where on her 

body the nurse may need to touch i.e. touching her breast to get it into position. 

Interestingly, Jenny gave Kelly time to process this information illustrated by her 

turning to look at her and slowly introducing the fact that the nurse would be 

EPISODE 32 

Jenny Or(.) on your ↑arm (pause) 

 Or(.) even on your ↓breast(.) 

 ↓To get it in the right position 

Kelly Yeah 

Jenny  ((turns to look at Kelly)) 

 But(.) as fa:::r as ↓I know (pause) 

 A:::ll of the radiographers that do breast screening(.) are a:::lways ladies (pause) 

Kelly I hope it aint a MAN ((smiles and moves backwards away from Jenny)) 

Jenny I’ve never heard of a man(.) doing breast screening(.) 

Kelly ((shakes head)) 

Jenny ↓And I think there would be lots of ladies(.) ↓who would find that very difficult 

 ((nods head))      (Ob2; Line 427-438) 
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female. Kelly appeared shocked at the thought that it could be a man as she 

moved away from Jenny and said “I hope it ain’t a man” emphasising the word 

man. As previously evident, Jenny responded in an empathetic manner by 

normalising Kelly’s reaction and commenting that “there would be lots of ladies 

who would find that very difficult”. This key piece of information about breast 

screening may have had a significant impact on Kelly’s decision making and 

consent, but one that was not explicit in the AI resource. 

Similarly, Bill and Ryan discussed central information about WRAPs that was 

potentially important in the decision making process. Within episode 33, the point 

was made that WRAPs do not have to take a long time and they can be short, 

which appeared to be of significance to Ryan, potentially why Bill raised the point: 

 

 

 

 

 

 

 

Within this sequence, Bill made specific reference to the AI resource, which 

specified that WRAPs do not have to take a long time. The fact that this point was 

considered within the design of the standard AI resource, it would appear that it is 

a central characteristic. Again Bill used both the AI resource and a gesture to 

highlight the point to Ryan. 

 

To summarise, it was apparent that key facts relating to knowledge about the 

decision were referenced and illustrated within the standard AI resource, again 

providing a script to guide the nurse. On one occasion, Jenny added additional 

information that was not specified within the AI resource e.g. that the radiographer 

would be female. Observing the implementation of the accessible resources 

relating to breast screening highlighted the need to amend the original document 

and add details with regards to the gender of the radiographer. This finding in part 

EPISODE 33 

Bill Doesn’t have to take(.) too long (pause) 

 That’s why we’ve got a clock ((points towards the symbol)) 7.30 

Ryan ((nods)) 

Bill Doesn’t have to be hours(.) as I said (pause) 

 ((gestures hand going around the clock)) 

 it could be quite short (pause) 

 ((looks at Ryan)) 

Ryan ((nods))       (Ob4; Line 234-240) 
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relates to data within the scoping exercise that conceptualised AI as being cyclical 

and something that needs to be reviewed and updated.  

The dilemmas the nurses face in relation to contradictory goals could be apparent 

in the implementation of the majority of health AI relating to a new intervention. 

Mindfulness of the power relationships and how to negotiate the contradictory 

goals and dilemmas appeared essential during the implementation of AI.  

 

4.10.6.2 Episodes relating to ‘decision making’ 

Within this final section, two episodes are used to explore the actions used to 

support two separate decisions relating to an onward referral and the start of a 

new intervention. Within these decisions, the degree of abstractness varies. The 

analysis explores how each nurse dealt with the decision making through their 

vocal and non-vocal behaviour. 

Antaki et al (2006) identified three main objectives within the decision-making 

process. The first objective is to find the problem that needs a solution, in this case 

an unmet health need. They then discussed the ‘directive’ steps taken to draw out 

previous experiences with yes/no questions, as described in cluster one. The next 

step was to explicitly ask them to articulate the problem with open questions and 

then finally elaborate on the issues. Arguably these steps were apparent in varying 

degrees throughout the various grouped episodes from question and answers 

about the health information through to expansion and generalisation. However, 

this section explores the sequence in which the decision was made or vocalised.  

Following on from the previous section in which Sally and Lisa recalled the 

dementia screening questionnaire, episode 34 relates to the decision-making 

process involved in Sally obtaining consent from Lisa for the onward referral to the 

dementia clinic: 
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This episode highlights how proposing an activity to a person with LDs can imply 

limited identity (Antaki et al, 2007). Through exploring the sequence of vocal and 

non-vocal behaviours that Sally used, it was apparent that she minimally described 

the activity and focused more on the social aspect of the activity. This was 

explored in terms of the reliability of the decision that Lisa made with regards to 

the onward referral.  

EPISODE 34 

Sally And then (pause) becau:::se of doing that (pause) we asked you all these 

 questions ((looking away from Lisa)) 

 The next thing we have to do (pause) 

Lisa ((rubs face)) 

Sally Is we have to do some more 

 Some more questions Lisa  

Lisa Yeah 

Sally Loads and loads and loads of questions (pause) 

 So::: wha:::t we need to do now is ((points to 4
th

 doc)) 

 Ask Dr H* ((points to photo on 4
th

 doc)) 

Lisa ((moves in closely to look at photo)) 

Sally That’s a picture of him there (pause) 

 He looks rather lovely doesn’t he (pause) 

Lisa  oh(.) 

Sally To come and talk to you(.) 

 And ask you ((turns page over)) more questions 

Lisa ↑Oh right(.) 

Sally  And that’s a lady called J*T*(pause) ((points to photo on 4
th

 doc)) 

 She’s our Occupational Therapist 

Lisa ↑Oh right ((moves back slightly)) 

Sally And she’s going to ask you to do ↓some things  

 And that’s a lady called C*R* (pause) ((looks at Lisa)) 

Lisa ↑Oh yeah (pause) 

 Oh I see ((looks at 4
th

 doc)) 

Sally It’s another C* isn’t it(.) 

 And she might ask you to do some work 

Lisa Yes  

Sally Ok (pause) So::: (.) we’d like to do some more tests with you 

 So do you think ↑you wouldn’t mind doing that for us  

Both ((Sally cross arms and Lisa copies)) 

Lisa Yeah  

Sally You’d be ↑happy to do that (pause) ok((turns page over)) 

Lisa Yeah I do that                 (Ob1; Line 158-190) 
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The concept of being referred to a multidisciplinary group to investigate dementia, 

a cognitive condition, is in itself quiet abstract. Throughout the sequence, Sally did 

not use the professional terminology or simplified language to describe the nature 

of the future intervention. Instead she used vague language such as “they will ask 

you questions” and “they will get you to do things”. This lack of detail not only 

limited Lisa’s ability to make an informed decision, but may also have caused 

confusion at a later date.  

There was frequent use of the AI resource throughout the sequence. Sally 

potentially focused on the social element because this was what was visually 

represented on the easy read letter about the dementia clinic i.e. the visual 

information in the resource focuses on the ‘who’ element rather than other intrinsic 

qualities such as the purpose and nature of the questions. Sally further 

emphasised the social element by positively referring to the people she would 

meet e.g. “ask Dr H*, that’s a picture of him there, he looks rather lovely doesn’t 

he”. In the study carried out by Antaki et al (2007) they identified that staff often 

introduced an activity to residents with LDs not by mentioning its actual qualities 

but by associating it with a given individual. In addition, Sally’s word selection was 

more favourable to the social element rather than the activity e.g. “more 

questions…do some things…do some more test” therefore one was given the 

sense that Lisa was being cajoled into agreeing to the on-ward referral based on 

the social benefits.  

At the end of the sequence, Sally shepherded Lisa towards an acquiescent 

response. Rather than selecting words such as ‘you’ and ‘for yourself’, she asked 

Lisa “so do you think you would mind doing that for us”. Given Lisa’s earlier 

tendency to be acquiescent, the emphasis on Lisa consenting to the referral “for 

us” was arguably coercive in nature. It was also reminiscent of Antaki et al’s 

concerns regarding the unwelcomed effect of letting people down and negating the 

ability to choose on other grounds. Whilst this was probably not the conscious 

intention of the nurse, the power of the subtle word selection and the potential to 

dominate the decision-making process cannot be underestimated. 

The final episode presents a less cohesive discourse in which decision making 

was discussed. Interestingly, within this observation Bill did not ask Ryan the direct 

question about whether or not he wanted to have a WRAP: 
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Instead, Bill created the culture in which Ryan was given the space to consent 

without directly being asked. This was achieved by Bill saying that he was going to 

leave the AI resource with him and moving it towards him, again shifting the power 

balance to Ryan, in turn giving him ownership of the accessible resource; to which 

Ryan responded with an emphasised spontaneous response “can we start one”. 

Not only did Ryan say this phrase with great emphasis but his non-vocal 

behaviours also demonstrated consent and willingness to have a WRAP i.e. by 

sitting up and looking towards Bill. This was beautifully followed by Ryan’s request 

to start one that day. 

 

To summarise, in coming to the end of a discourse in which a decision has to be 

made, the nature in which it was approached appeared to alter the trustworthiness 

of the final decision articulated by the person with LDs. There was cautionary data 

to suggest that emphasising the social element of an activity can be detrimental to 

the decision-making process. The appropriateness of emphasising the social 

element in relation to a health intervention is questionable and potentially 

symptomatic of the previously described conflicting goals of the community nurse. 

EPISODE 35 

Bill So Ryan(.) I’m going to leave that leaflet with you (pause) 

 ((moves leaflet towards Ryan)) 

 To have a look through 

Ryan YEAH ((nods head)) 

Bill And for you to think= 

Ryan =↑CAN WE START ONE ((sits up and looks towards Bill)  

Bill We can do ((nods and looks at Ryan)) (pause) 

 When would you like to start one (pause) 

Ryan ((looks up and around to camera, pauses, turns back to Bill)) 

 Well(.) how busy are you today  

Bill (pause) ((looks up)) 

 I’m(.) a li:::ttle bit busy today(.) but what I can do(.) 

 Is to check in my diary ((turns to look towards bag)) 

 So I can open my di::ary up (pause) ((signs reading)) 

 And loo:::k(.) for a date(.) for you and I(.) 

 To talk(.) about the WRAP ((signs you, I and talk)) 

(Ob4; Line 292-307) 
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This behaviour differs from the practice of personalising the question by making a 

specific reference to someone from the user’s own life (Antaki, 2002), as 

described in the discourse between Jenny and Kelly, as it functioned as a 

technique to normalise the need for the intervention.  

 

Cluster Three: Consent Summary  

 Within this section, a number of episodes from three of the observations were 

used to illustrate the dynamic vocal and non-vocal behaviours that occurred during 

consent; from knowledge about the decision through to the decision making itself. 

As previously mentioned, this section is shorter as data within the earlier clusters 

set the foundation for consent. Without the analysis of video data, the minutia of 

the interaction would not have been apparent; in particular the emphasis on the 

social element of the interventions rather than the intrinsic characteristics. 

The consent discourse generally occurred towards the end of the observation, 

therefore by this time the nurses would have already had the sense of the person’s 

wishes/views/attitude towards the health intervention which was implied through 

their response to the information given. If negative responses were apparent, 

would they have shepherded them in a certain direction based on an assumption? 

As noted within the other clusters, the nature of the discourse relating to consent 

was in part influenced by the quality of the standard AI implemented and on what 

factors it emphasised.  

Whilst it was not the intention to minimise the role of the measures taken by the 

community LD nurses to support consent, it was likely that they spend 

considerably more time supporting their clients than mainstream services would on 

a comparable decision. As reported in the scoping exercise, it would not be 

uncommon for mainstream services to give out the easy read leaflet and then ask 

the question “Are you happy to have the intervention?” 
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4.11 LIMITATIONS OF THE OBSERVATIONAL STUDY 

As with the previous qualitative study there were a number of limitations to the 

observational study. As before, within this section, the following limitations are 

described: 

 Failure to recruit anyone who lacked capacity  

 Presence of the researcher during the observation 

 Technical and ethical restraints within the data analysis  

 Positionality of the researcher  

The main limitation of the observational study was the failure to recruit anyone 

who lacked capacity. All of the LD participants were verbal communicators with 

adequate understanding of their involvement within the study. It had been hoped 

that by obtaining ethical approval to include individuals who lacked capacity, 

insight into the implementation of AI for those who arguably most need it, would be 

achieved.  

This limitation in part related to the nurses recruited for the observational study 

and their clinical caseload at the time. None of the nurses, within the LD service 

who were involved with more complex clients, volunteered for the study. The exact 

reason for this is unknown, however it could relate to a number of factors. Firstly, 

due to the idiosyncratic nature of the communication exchange between a person 

with complex communication needs and their communication partners, the nurses 

may not have felt confident to volunteer for the study. Secondly, there may have 

been a gatekeeping element in that the nurses did not wish to expose their client 

to the research process. Finally, it may have related to the sensitivity of the clinical 

intervention that their clients were receiving at the time of the recruitment.  

Rather than the recruitment limitation being a characteristic of the nurses 

recruited, the failure to recruit an individual with LD and associated complex 

communication needs may have been representational of the clinical caseload at 

the time of the study. Therefore, whilst these more complex clients were known to 

the researcher, they potentially represent a smaller cohort of the team’s caseload; 

for that reason those recruited were arguably more representational. 

All of the accessible resources used within the observations were in an easy read 

format. It is unknown what proportion of the LD service AI is in an easy read 

format versus other accessible formats; however it appears to be the most popular 
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format. This was also apparent when reviewing the AI resources that are freely 

downloadable from their website www.accessibleinfo.co.uk.  

Had the data been collected from communicatively less able clients and other 

forms of accessible resources used, this may have had an implication on the study 

methodology. The vocal and non-vocal behaviours may have been less concrete 

and therefore potentially open to interpretation. In this instance it may be 

necessary to interview the LD nurse after the observation. The interview could 

then probe how the nurse perceived and responded to the client during the 

process of implementing the resource.  

 

The second limitation was the presence of the researcher during the observations. 

It was acknowledged that the process of being observed may have made the 

participants nervous, potentially affecting their performance. On one occasion, 

during the fourth observation, the presence of the researcher affected the natural 

development of the sequence; see episode 2. Whilst the impact was clearly noted 

in the analysis for the purpose of transparency, it is important to recognise that this 

individual may not have disclosed additional information, which in turn served the 

purpose of setting the scene for the session. However, as the presence of the 

researcher in the room was motivated by the need to operate the digital 

camcorder, the absence of the researcher may have resulted in poor quality data 

collection in terms of missing information from the visual scene. Apart from the one 

occasion mentioned above, the presence of the researcher during the 

observations did not seem to overtly affect the flow of the session, although some 

participants may have felt mildly nervous during the recording.  

 

Once the data had been collected, both ethical and technical restrictions limited 

the analysis. In order to maintain anonymity the use of photographic images within 

the findings section was not feasible. The use of images would have been 

particularly beneficial in describing some of the non-vocal behaviours; for example 

the variations in proximity and how the Triangle of Accessibility was visualised. 

However, it is hoped that the descriptions found within the double brackets, within 

the detailed transcriptions, were sufficient in notating the non-vocal behaviours for 

the purpose of analysis.  

http://www.accessibleinfo.co.uk/
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The main technical limitation related to the inability to notate the exact length of 

the pauses observed. Paul ten Have (1999) reported that the length and 

placement of the pause can be significant in determining the meaning of an 

utterance. In lieu of the technology to measure the exact time, a judgement was 

made with regards to the presence of an untimed micro-interval and an untimed 

interval of a longer length. When the pause was noticeably longer, it was further 

described as a ‘long pause’. Overall, given the special attention made to the non-

vocal behaviours and the system used to describe the pauses, it was not felt that 

the omission of the exact length of pauses significantly affected the analysis. This 

is reinforced by Finlay et al (2007) who reported that it is common practice to 

notate the elements from the visual scene which are relevant to the research.  

 

Finally, the issue of positionality was a potential factor. As previously described, 

positionality refers to the researcher’s relationship to the study and the 

participants. In recognising the potential for intellectual bias, the researcher was 

open to the data and could suspend pre-conceived ideas. Whilst the researcher 

may have had some ideas about what occurs during the implementation of AI, 

given the detailed nature of CA, it was not possible assume or have fully pre-

conceived ideas of how the different scenes would have played out. It was 

however important to recognise the researcher’s clinical relationship to the 

participants. As referenced throughout this thesis, in addition to undertaking this 

programme of research, the researcher has worked clinically as a SLT within the 

LD service. Whilst previous strategies were used to distance the researcher of the 

participants, in this study it was felt that having a stranger observe the session 

would have been more unsettling than the researcher. Arguably the researcher 

could be considered an insider as she was able to draw on working knowledge of 

the culture, in terms of knowledge about the nurses that participated and some of 

the resources being implemented. Whilst this study is not an ethnographic one, the 

use of an insider’s view was recognised as being advantageous in this type of data 

collection.  

Overall, it was felt that these limitations were outweighed by the richness of the 

data and analysis which considerably add to the understanding of what occurs 

during the implementation of AI within a clinical setting.  
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4.12 VALUE OF THE FINDINGS AND IMPLICATIONS FOR 

FUTURE RESEARCH 

When exploring the value of this study, it was important to consider the following 

questions: 

a) Were the objectives of the study achieved and to what extent?  

b) Does the study have validity in terms of design and conduct, display of 

analytic routes and interpretation? 

c) Do the findings confirm or refute previous research in the field? 

Each of the questions are considered in order to explore the value of the findings 

and the implications for future research in the field.  

 

Firstly, the objectives of the non-participatory observational study were 

considered. The question ‘What occurs during the implementation of AI, at a 

clinical level, for adults with LDs?’ was approached through the following 

sequence of objectives: 

1) To firstly recruit community LD nurses within Portsmouth City area, and 

then one of their existing LD clients, to take part in a non-participatory 

observation. 

2) To carry out one observation of each nurse implementing a new piece of 

health related AI to one of their LD clients. 

3) To analyse how the session was played out through observation of the 

subtle vocal and non-vocal behaviours that naturally occurred during the 

implementation of the AI. 

4) To explore the findings in relation to the ‘Triangle of Accessibility’.  

 

Although community LD nurses and one of their existing clients were recruited for 

the study, as previously described, all of the LD participants were all able to 

consent for themselves. Whilst the researcher would have been interested in 

exploring the implementation of AI with LD clients who had more complex 

communication needs, there was still significant value in exploring the 

implementation of AI at any level.  

The four sessions were successfully observed and digitally recorded. None of the 

participants, both the professionals and their LD clients, experienced negative 
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effects from participating in the study. All of the vocal and non-vocal behaviours 

were captured within the visual field and therefore all of the data that occurred 

during the implementation of the AI was available to be used within the analysis.  

The third and fourth objectives were to inspect how the sessions were played out 

and to explore how the vocal and non-vocal behaviours related to the Triangle of 

Accessibility. Overall, CA proved to be a useful analytical tool in illuminating the 

vocal and non-vocal behaviours as they occurred. The analysis did not aim to 

single out the interactional style of community LD nurses; the intent rather was to 

use them to illustrate the vocal and non-vocal behaviours that can occur. The 

findings provided insight into the working of day-to-day implementation of 

accessible health-related information for adults with LDs in community settings. It 

is not known how often these practices happen, it can be said however that when 

it did happen in these cases, it had the affect of highlighting common practices that 

occurred in the implementation of AI about a new intervention and new AI about a 

previous intervention. It is also important to note that across the analysis and 

within the clustering groups, patterns of vocal and non-vocal behaviours were 

apparent. The patterns of clusters were not isolated instances but occurred in at 

least two observations. 

Closer inspection of the implementation of AI revealed the affects of numerous 

intricacies in the vocal and non-vocal exchange. The key findings evident within 

the data were described in full within each section. The most pertinent findings 

have been summarised below for ease of reference: 

 The use of an accessible resource appeared to promote joint attention 

through closer proximity, more meaningful engagement and a physically 

smaller Triangle of Accessibility.  

 The accessible resource appeared to provide a script or template for the 

session. Therefore the success or nature of discussion during the 

implementation of the AI was in part predetermined by the quality and 

accuracy of the accessible resource being used.  

 The LD nurses’ (or communication partner) communicative style in part 

influenced the primary and secondary reported outcomes of AI in terms of 

increased understanding, dignity and empowerment e.g. flexibility and 

responsiveness during question and answer sequences; the softening of 
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their voice at sensitive points demonstrated empathy; the use of a shared 

experience which appeared to normalise the health intervention and in turn 

reduced potential for anxiety; careful word selection which equalised the 

power balance etc. 

 When AI about a new health intervention was implemented, there were 

some practical considerations in relation to the topic development. The data 

highlighted that the communication partner should be conscious of what 

skills and knowledge they have to expand the topic effectively; what 

additional accessible resources may be required; that a scaffolding 

approach may be needed to elicit general knowledge; and that a good 

working knowledge of their clients’ previous experiences can be 

advantageous.  

 It is important for health professionals to recognise that there may be 

contradictory goals (i.e. advocating for the intervention being discussed and 

promoting the right to choose) when implementing AI relating to a decision. 

Mindfulness of the power relationships and how to negotiate the 

contradictory goals appeared essential.  

The richness of the findings from this non-participatory observational study would 

not have been evident without the use of CA. It would have been impossible for 

the participants to report on, at a similar level of detail, their behaviours that 

occurred during the implementation of the AI.  

As described in the previous study, validity of the findings relate to how ‘well 

grounded’ they are. The audit trail provides the mechanism for achieving validity in 

the approaches adopted to collect and analyse the data, which has shown to be 

systematic and transparent; therefore adding to the trustworthiness of the findings. 

Transparency in CA is particularly forthcoming as considerable sections from the 

detailed transcription are used within the discussion. Therefore the reader is 

connected to the raw data in its transcribed state.  

One would hesitate to generalise the findings of what occurred in the observations 

made for this study to other social scenarios where AI is implemented. The 

observed behaviour would have been influenced by all three elements of the 

Triangle of Accessibility – the person with LDs, their communication partner and 

the accessible resource that was implemented. However, recognition of the vocal 
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and non-vocal behaviours that played out within the implementation of AI can only 

further develop understanding about the processes involved in AI; both what is 

reported and observed. 

 

To date, there have been no studies in the field of AI and LD that have used CA to 

explore what occurs during the implementation of AI. As this study was novel, the 

findings cannot be used to confirm or refute previous studies within the field. 

Therefore previous research in the field will be discussed in general terms and 

explored in the context of wider LD research that used CA.  

There is a lack of empirical evidence as to what actually happens during the 

implementation of AI, if it happens at all. To date, only one qualitative study by 

Jones et al (2006) reported on issues relating to the implementation of AI. Whilst 

their findings highlighted the need to consider who implements the AI, they did not 

explore the implementation phase in depth.  

Unfortunately most of the research in the field focuses specifically on one 

particular accessible resource, therefore the findings are difficult to generalise. 

This current study highlights that there was a wealth of information as to what 

occurred during the implementation phase. The researcher would argue that this is 

a more beneficial area to investigate given the potential benefits to the clinical 

application of the findings.  

Throughout the findings section, reference is made other studies in the field of LD 

that have also used CA. The interactional style observed within this study has 

been able to confirm similar findings in other social scenarios e.g. the negotiation 

of roles (Jingree et al, 2006); acquiescence bias (Pilnick et al, 2010); confirmation-

expecting tag questions (Antaki et al, 2002) etc. The practice of naming a person 

in relation to proposing an activity (Antaki et al, 2007) was also evident in the data 

generated from this study. Whilst Antaki et al described the negative 

consequences of this in terms of implying a limited identity, within the context of 

implementing health AI it was used positively in developing a shared experience 

which normalised the intervention. Whilst the findings with this study go some way 

to refute Antaki et al findings, they also in part confirm their findings. In episode 34, 

Sally focused on the social element of being referred to the dementia clinic rather 

than the actual qualities. In doing so she shepherded Lisa’s decision and inferred 
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the unwelcomed effect of letting people down, negating the ability to choose on 

other grounds.  

Given the richness of the data produced from this non-participatory observational 

study, there are a number of implications for future research in the field of AI. 

Firstly, the need to study the implementation of AI clearly warrants further 

investigation. It would be interesting to explore a number of variations in the 

implementation of AI, some of which are presented below: 

 The implementation of non-health related AI. 

 The implementation of multimodal AI. 

 The implementation of AI within different care groups i.e. not just adults 

with LDs. 

 Using the same communication partner and observing them implementing 

the same AI with a range of clients to investigate if the patterns of vocal 

and non-vocal behaviours vary.  

All of the above suggestions relate to the Triangle of Accessibility and arguably 

this provides a central understanding of the nature of AI. The findings from this 

study highlight that the accessible resource is just one part of the picture 

 

There will always be individual differences in communication style. The intent of 

improving the implementation of AI would never be to establish a rote style. 

However, developing the understanding of the impact of certain communicative 

behaviours is invaluable within a clinical context and even further afield. There are 

a number of ways in which the findings from this study could be disseminated and 

implemented, for example at a local level for the nurses involved in the study and 

more widely in the design of training programmes to promote the development of 

AI practice. 
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This chapter provides a discussion of the programme of research, spanning over 

six years. During this period there have been many changes in the political, 

economic and clinical arenas, all of which have had an influence on the future of 

AI for people with LDs. 

 

At the start of the programme of research, it was apparent that AI was unpinned by 

national policy and legislation (Section 1.3) from specific LD documentation such 

as Valuing People (2001) and other UK policy documents, through to broader 

documentation such as the MCA (2005). Given the infancy of AI and confusion of 

the definition of AI (Section 1.2), this research adopted a novel approach. Rather 

than continually struggling with identifying and investigating ‘the perfect resource’, 

a departure was made from specific accessible resource-focused research. 

Instead, AI was conceptualised as a dynamic and multifaceted process. This 

reconceptualisation allowed tangible investigation aimed at adding new knowledge 

and understanding to the field.  

The research was particularly focused on the implementation phase of the AI 

process. This was in part influenced by clinical background but also due to the 

absence of primary research on the implementation phase, with the notable 

exception of Jones et al (2006).  

Early within the programme of research, the notion of the Triangle of Accessibility 

was proposed (Figures 4 to 6). This notion highlighted three important elements of 

AI which included the person with LDs, their communication partner and the 

accessible resource. The Triangle of Accessibility emerged as a useful concept in 

highlighting the dynamic and multifaceted nature of AI as evident in both 

qualitative studies.  

 

Discussion of the three stages of the programme of research: 

The motivation for undertaking the present programme of research was to 

ultimately improve AI practice for people with LDs. The overall programme of 

research had a number of features that distinguished it from previous studies of AI 

for people with LDs, as described in the following overview of each stage. For 

each stage the distinguishing aims, methodology, key findings, strengths and 

limitations are discussed. 
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The main aim of Stage 1 was to conduct a comprehensive review; analyse the 

literature, and provide a summary of the best evidence available in order to identify 

what further research was needed. The objectives of the literature review were: 

 To collate and critique all broad research literature relating to AI for people 

with LDs to include both published and grey literature. 

 To map and appraise the relevant primary research relating to AI and LD, in 

order to explore both the effectiveness of AI for this population and the 

psycho-social elements.  

 To answer what the relevance of symbolic development has on the 

production and implementation. 

These objectives were achieved through a detailed search of electronic databases 

and hand-searches of the grey literature. The review revealed that there was a 

dearth of high quality primary research that had investigated AI within the field of 

LDs. Subsequently there was insufficient evidence to determine the effectiveness 

of AI for this population and the psycho-social elements. The descriptive 

syntheses revealed that symbolic development was not recognised within the 

relevant primary research.  

Of the seven relevant studies, two quantitative studies (Dunn et al, 2006 & 

Poncelas & Murphy, 2007) measured the effectiveness of specific accessible 

resources through non-validated pre and post comprehension scores. Whilst the 

Dunn et al study proved that knowledge of psychology services significantly 

increased following the presentation of the accessible video, the Poncelas & 

Murphy study found that both the text based and symbol-based manifesto 

produced relatively low level of understanding. Therefore, although there was one 

small scale study that demonstrated the effectiveness of a specific accessible 

resource, there was insufficient data on the effectiveness of AI for people with LDs 

across-the-board. 

The three mixed method studies (Rodgers & Namaganda, 2005; Dunn et al, 2006 

& Boyden et al, 2009) were generally poorly reported in terms of methodology. 

Each of the studies described a qualitative process of developing and/or 

appraising of a specific accessible resource or guidelines, as well as a quantitative 

element in its review. The studies drew on a range of approaches; unfortunately in 

doing so the details of the stages were not described in depth resulting in poorly 
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reported data. The focus of each study was more on ‘reviewing’ rather than testing 

effectiveness or exploring psycho-social elements in depth. The processes used to 

review either specific resources or guidelines involved some form of questionnaire 

or interview. Whilst the data was of a lower grade, these methods are easily 

utilised in everyday AI practice. 

Rather than trying to answer effectiveness questions, the two qualitative studies 

attempted to answer broader questions relating to the human dimensions and 

experiences relating to AI. One study explored the use of AI with a wider 

population (Owens, 2006) and the other study explored issues relating to the 

implementation of a specific resource (Jones et al, 2006). The Owens study raised 

questions about the use of AI for the wider population who have communication 

difficulties; and the Jones et al study raised the question about who should 

implement AI. Both of these psycho-social issues are important to the future of AI 

practice, although both areas warrant further investigation. 

The literature review findings highlighted the largely resource-focused research in 

the field and failed to report on AI as a process which involves the implementation 

of such resources. Overall the strengths of the literature review were in the 

comprehensive search strategy and the detailed critique of the relevant primary 

research studies. However, limitations were recognised in relation to the 

complexities reviewing qualitative research, in particular the potential for missing 

literature due to the variability in defining AI, the infancy of the term AI and the 

descriptive and often creative nature of the titles used.  

 

The importance of AI within modern LD services and the wider society cannot be 

underestimated. The effective use of AI enables people with LDs to be empowered 

to make informed choices, influence their day-to-day life, work towards meaningful 

employment etc. It could therefore be argued that AI is a tool for empowerment. 

Unfortunately, the primary research undertaken provided limited evidence to 

reinforce the importance and impact of AI in today’s society. There was not a 

strong evidence base to demonstrate the effectiveness of AI for people with LDs 

and effectiveness questions are unlikely to be answered until more is known about 

the psycho-social aspects of AI. These findings influenced the design of the 

following two stages of the research.  
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Stage 2 addressed a number of issues that had not been the subject of previous 

published research. Little was known about AI practice across stakeholders and 

how national policy and legislation influenced practice within the UK. This study 

revealed that there were many issues relating to AI practice that had not 

previously been evidenced. Using a qualitative research design the question ‘What 

is the current experience of producing and implementing AI across a range of 

stakeholders?’ was approached.  

Eighteen participants were recruited from four distinct sampling groups: adults with 

LDs; staff from a specialist learning disability service; mainstream NHS and local 

authority staff; and SLTs. Each participant took part in either a semi-structured 

focus group or interview. 

A Framework approach to thematic analysis was used to analyse the data 

collected from the scoping exercise which led to three main classifications: the 

ideology of AI, AI practice, and the outcomes of AI. Firsthand experience varied 

across the stakeholders, highlighting differences in the operationalisation of 

national policies and legislation. The notion of accessible information being 

relevant to more than just people with LDs was introduced. The data also 

supported AI as a process, although the stakeholders recognised that their 

practice of implementing AI was less advanced. Further discussions of the key 

findings are presented below. 

 

Whilst this programme of research has been focused on AI within the field of LD, 

there is potentially a diverse target audience that is wider reaching than the LD 

population. In part supporting Owens (2006) stance, who, rather than purely 

focusing on AI for people with LDs, explored the AI needs of people with complex 

communication needs. One stakeholder suggested that AI was “to allow access to 

the information that we hold for as many people of various ages, abilities and 

cultures as possible” (C5:7-13) highlighting the inclusive nature of AI and 

supporting the wider equality agenda.  

Generally, AI was viewed as a process of supporting receptive communication 

needs and not just a resource; yet there was minimal data about what occurs 

during the implementation phase. One stakeholder succinctly described the issue 

in the following terms “if you just given them accessible information without the 
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person, the explanation and the discussion around it that can be meaningless” 

(C2, P1: 373-375).  When asked about their practice of implementing AI, the 

stakeholders reported that they do not put much thought into how the AI is 

implemented and that there was more they could do.  

The internal and external expectations of public services potentially influenced 

their practice in terms of responsibility and ownership to produce and implement 

AI. However, some recognised that adaptations relating to communication 

disabilities are not always so visible “because of the Disabilities Discrimination Act 

everyone should know that they have a duty to take into account a persons’ 

disability. So if it’s a visual disability, a physical disability, I think people in the 

public accept that, all the ramps that you would use to help 

people…communication type ramps are really at their infancy and people don’t 

understand” (C7, S2: 157-167). Interestingly there was a perceived need for a 

specialist AI role in terms of leadership and strategy; as well as core AI skill 

development, across services, to embed AI within practice. 

Across the stakeholders’ reported firsthand experience, there were considerable 

differences in AI practice, suggesting inconsistencies in the operationalisation of 

national policy and guidance. Whilst there was a degree of engagement with 

service users across specialist and mainstream services, there was limited 

evidence to suggest that there was cross service engagement on AI. 

The LD health professionals and the SLTs had a readiness for action when it 

came to both the production and implementation of AI, which appeared to be 

influenced by their internal expectations, appreciation of AI as a dynamic process 

and the specific needs of individuals. One stakeholder reported “I think it’s always 

at the forefront of mind that whatever we do with service users it should be 

accessible them” (C2: 151-162). There were repeated examples of less 

experienced stakeholders using displacement arguments to explain their lack of 

active practice in the field of AI, potentially explained by an apparent lack of 

knowledge and understanding of AI. 

The primary consequences of AI appeared to be improved understanding or 

receptive communication support. The data also suggested there were some 

secondary consequences of AI in terms of promoting dignity and empowerment, 

both of which had not previously been uncovered in the primary research. One of 
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the LD stakeholders reported that “it looks after people” (C1, P: 897). For some 

there was a noticeable stigma attached to AI which in turn could contribute to a 

barrier in its wider implementation.  

 

Overall the strengths of the scoping exercise were in the active involvement of 

adults with LDs and the use of a Framework approach to the thematic analysis 

(Ritchie & Lewis, 2009) which included two LD academics in the analytical process 

to support the ‘trustworthiness’ element. The involvement of a range of 

stakeholders was also beneficial in investigating AI across-the-board rather than 

focusing on stakeholders with the LD group. 

Given the powerful argument put forward in the literature for research ‘with’ rather 

than research ‘on’ people with LDs (Lewis & Porter, 2004) and the need for 

transparency (Walmsley, 2004) in their involvement, the scoping exercise took all 

practical steps and made reasonable adjustments to utilise the skills of people with 

LDs to independently engage in the research process. This resulted in valuable 

data that provided new insight into firsthand experiences of AI and what it meant to 

the individuals themselves. 

Evaluation of the methodology highlighted a number of limitations. The limitations 

mainly related to the sampling process. The difficulties in recruiting commercial 

businesses were presented and this resulted in the sampling being limited to 

public services (NHS and local authority) and the users of these services. Through 

the analysis of the LD professionals focus group, it was also apparent that 

specialist LD social services were under-represented, which may have biased the 

findings. The methodology could have been refined to make the inclusion criterion 

more specific, ensuring a better balanced within the focus group. 

Although there are some issues in extrapolating the findings of the scoping 

exercise, given the limitations with some of the sampling, the findings from the 

stakeholders’ firsthand experience enhanced the proposed ideas and notions 

presented in chapter one; in particular, AI as a process rather than a resource and 

the importance of the personal element which supports the concept of the 

‘Triangle of Accessibility’ (see section 1.2.6).  

The findings also support the notion of individuals coming together (namely the LD 

health professionals and the SLTs) regarding the common cause of making 
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information easier for those unable to access standard information, challenging the 

traditional forms of text based information, hence the sense of AI as a social 

movement (Bate et al, 2005). The AI social movement also supports the notion of 

it being a tool for empowerment and therefore contributing to the larger social 

movement for the inclusion of people with LDs within society (see section 

3.10.5.3). The outcomes of AI appeared broader than increased understanding, 

and secondary outcomes such as dignity and empowerment were evident. Given 

these findings, there is potential for theoretical generalisation that may shape and 

enhance AI practice in the future.  

 

A key finding that was of particular interest was the apparent interactional and 

dynamic nature of AI that requires another person i.e. the communication partner. 

A number of stakeholders alluded to this “we never just give it to someone without 

that explanation, that discussion with the person” (C2, P1: 379), “we need people” 

(C1, M: 516). This finding led to the desire to further understand what occurs 

during the implementation phase of AI. It was felt that by developing knowledge 

and understanding about this phase of the AI process, there would be greater 

clarity about the future direction of AI practice. Leading on from the scoping 

exercise findings, there was a further desire to investigate the LD health service 

culture in more detail. This was in part driven by the LD health professionals’ 

readiness for action but also as most of the literature within the field had focused 

on health related AI. The study by Jones et al (2006) presented interesting findings 

relating to the experiences of paid carers implementing cancer information and the 

difficulties they experienced in answering the questions from the individuals with 

LDs. Therefore there appeared to be a gap in the literature as to ‘how’ health 

professionals implement accessible health information.  

 

Stage 3 addressed a number of issues that had not been the subject of any 

previous published research. Using a qualitative research design, the question 

‘What occurs during the implementation of AI, at a clinical level, for adults with 

LDs?’ was approached through CA. The study aimed to investigate what dynamic 

behaviours were involved in the implementation of AI at a specialist clinical level. 
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Little was known about the implementation stage of AI, and this area had not been 

previously investigated within the field. 

Eight participants (four community LD nurses and four of their LD clients) took part 

in a non-participatory observational study. CA was used to explore the sequence 

of both the vocal and non-vocal behaviours. Three main clusters of episodes were 

identified through the CA of the non-participatory observations. Cluster one related 

to providing the accessible health information; cluster two to topic development; 

and cluster three to consent. The findings revealed numerous intricacies in the 

vocal and non-vocal exchange. The use of an accessible resource appeared to 

promote joint attention; communicative style appeared influenced by the primary 

and secondary reported outcomes of the resource; practical considerations of the 

topic development were evident; and contradictory goals in the decision making 

process were highlighted. The notion of the implementation of accessible 

information as a dynamic process was confirmed. Further discussions of the key 

findings are presented below. 

 

The use of an accessible resource appeared to promote joint attention through 

closer proximity, more meaningful engagement and a physically smaller Triangle 

of Accessibility. This finding has important implications for future practice as well 

as research. Within each of the observations, the person with LDs and the 

community LD nurse were observed physically moving closer to one another when 

the AI was being used (observation 1: line 5; observation 2: lines 60-62; 

observation 3: lines 19-22; observation 4: line 3). The accessible resource 

appeared to provide a script or template for the session. Therefore the nature of 

discussion during the implementation of the AI was in part predetermined by the 

quality and accuracy of the accessible resource being used. Within episode 34, 

the implication of this was apparent during the consent discourse relating to a 

referral to a dementia clinic. The accessible letter highlighted which professionals 

would be present that in turn resulted in the nurse proposing the activity by 

focusing on the social element, rather than the intrinsic quality (Antaki et al, 2007). 

These findings have not been previously been reported within the research 

reviewed, nor are they explored within the national guidelines. However, they are 

of particular importance to day-to-day practice relating to the MCA and the 



 

 

286 

 

decision making process i.e. the MCA Code of Practice could highlight the 

negative consequences of proposing health interventions by focusing on the social 

elements. 

The LD nurses’ (or communication partners) communicative style in part 

influenced the primary and secondary reported outcomes of AI in terms of 

increased understanding; dignity and empowerment (as reported within the 

scoping exercise) e.g. flexibility and responsiveness during question and answer 

sequences; the softening of their voice at sensitive points demonstrated empathy; 

the use of a shared experience which appeared to normalise the health 

intervention and in turn reduced potential for anxiety; careful word selection which 

equalised the power balance etc. Each of these findings again reinforced the 

notion of AI as an interactive and dynamic process. 

When AI about a new health intervention was implemented, there were some 

practical considerations in relation to the topic development that were highlighted 

i.e. the communication partner should be conscious of what skills and knowledge 

they have to expand the topic effectively (this finding resonated with Jones et al, 

2006); additional accessible resources may be required; a scaffolding approach 

may be needed to elicit general knowledge; and a good working knowledge of 

their clients’ previous experiences can be advantageous.  

Within the context of the social scenarios observed i.e. a clinical setting, it 

appeared important for health professionals to recognise that there may be 

contradictory goals (i.e. advocating for the intervention being discussed and 

promoting the right to choose) when implementing AI relating to a decision. Again 

this resonated with the research conducted by Edwards and Mercer (1987) who 

identified the use of test questions common to didactic encounters; the use of 

confirmation-expecting tag questions (Antaki et al, 2002); and positioning the 

person with LDs in a non-reversible role by the nurses pursuing their own 

trajectory (Jingree et al, 2006). Being mindful of the power relationships and how 

to negotiate the contradictory goals appeared important to the implementation of 

new health AI that involved a decision i.e. consent to a health intervention.    

The findings from this observational study would not have been apparent without 

the use of CA. This was the main strength of the study. It would have been 

challenging for the participants to report on, at a similar level of detail, their vocal 
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and non-vocal behaviours that occurred during the implementation of AI. In depth 

qualitative observations were fundamental. The use of CA to analyse non-

participatory observations of the implementation of AI was a novel approach. 

However, as described above, many of the findings resonated with previous CA 

studies that investigated the communicative strategies of people with LDs. 

 

The positionality of the researcher could be argued as a strength and a limitation. 

The insider perspective was presented as beneficial as the researcher already had 

an established rapport with the participants, as well as having an understanding 

about the culture i.e. from the development of the accessible resources through to 

the communication support that nurses have access to.  

When qualitative observational data is utilised, it is important to consider the 

impact of the observer, as well as what the observer brings to the study in terms of 

reflexivity (as described in section 4.7). Reactivity refers to how participants 

behave in reaction to being observed. The act of being observed can influence 

performance, as investigated by Brackett, Reid & Green (2007). Although the non-

participatory observations may have influenced the performance of both the LD 

nurses and their clients, it is recognised that in practice people with LDs often 

attend health appointments with significant others. Therefore, to some degree 

being observed implementing an accessible resource was a normal scenario for 

the nurses.  

It could also be argued that the insider perspective biased the data. The 

Hawthorne effect refers to participatory based research and describes how data 

can be corrupted through the social engagement of the researcher (Coombs & 

Smith, 2003). However, as this study drew on non-participatory observations, the 

Hawthorne effect was unlikely to be an issue. There were a couple of occasions 

when the LD participant engaged with the researcher during the recording. This 

was clearly evidenced in the detailed transcriptions and was referenced in the 

analysis, therefore reducing the corruption of the data. This transparency is 

recommended by many, including Malterud (2001).  

Although the non-participatory observations drew on a small sample, a balance 

was achieved in terms of the experience of the community LD nurse, the skills and 

needs of the LD participants and the nature of the accessible resource (i.e. 
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accessible resources about new interventions versus new accessible resources 

about previous interventions). These variations allowed interesting analysis and 

comparison of episodes across the cases. 

Although all of the LD participants recruited were verbally able, this was 

characteristic of the community LD nurses’ caseload at the time of the study. 

Whilst it would have been interesting to investigate the implementation of AI with 

less communicatively able participants, further refinement of the communication 

partner inclusion criterion may be required i.e. a more specialist clinician such as 

an SLT.  

 

There is clearly more work to be done to look at the implementation of AI in such 

settings. It would be interesting to explore a number of variations in relation to the 

Triangle of Accessibility e.g. the implementation of non-health related AI and the 

implementation of AI within different care group i.e. not just adults with LDs. 

 

 

Discussion relating to the pluralism of qualitative methodology: 

The combination of different qualitative methodologies within the same programme 

of research is referred to as ‘pluralism’ (Johnson, Long & White, 2001). Within the 

field of qualitative research, a number of terms such as paradigm, methodology 

and analysis are used interchangeably by different authors, which in part 

contributes to the bewilderment surrounding its use. 

Whilst both qualitative studies within this programme of research sat within the 

qualitative paradigm, the philosophical influences of the qualitative methodology 

were presented. Whilst the researcher made the distinction between philosophical 

influence and pure application of philosophical approaches, it was felt that there 

was value in presenting insight into the philosophical influences as it illuminated 

the positionality of the researcher and strengthened the methodological and 

analytical choices. 

There are many challenges at the start of any research programme. It has been 

recognised that the study of speech, language and communication 

difficulties/disorders is relatively young and poorly funded compared to other 

disciplines such as nursing and medicine. Clinical populations tend to be small and 
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heterogeneous (Marshall et al, 2011). This was indeed the case within adult LD 

practice. The existence of SLT provision for the adult LD population only became 

widespread in the UK around the time of the closure of long stay institutions in the 

1980’s. Inclusion into society and the acknowledged need for communication 

support had been established as an aspiration around this time but the 

government’s White Paper ‘Valuing People’ (DoH) in 2001 began to make this a 

reality for many more individuals. There were of course many other political and 

social influences that were driving practice in the same direction. For example 

MENCAPs work on raising awareness and the growing research evidence of the 

inequalities in service provision (Bailey & Cooper, 1997). 

This political and social cultural context, coupled with the additional challenges of 

international diversity in language, culture, terminology, service structure and 

provision also created challenges in the international comparison/synthesis of 

research in this field. Of course these challenges do not only occur within the 

context of academic research, but they also resonate with the increased emphasis 

on evidence based clinical practice, for example Dodd (2007) who discusses the 

strengths, weaknesses, opportunities, and threats of SLTs using evidenced based 

practice. 

The decision to embark on this research journey was driven by an intrinsic desire 

to improve the services offered to people with LDs. Given the professional 

background of the researcher as an SLT, it was somewhat predictable that she 

would wish to listen to the ‘voices’ within her clinical practice in order to improve 

knowledge and understanding about the support that is required.  

 

Within the present research programme, the qualitative studies were sequential in 

nature. Given the emergent nature of AI both within day-to-day practice and 

academia, the first study needed to explore the current lived experience through a 

scoping exercise. Through adopting an iterative stance, new phenomena emerged 

about practice supporting the novel approach of AI as a process rather than a 

resource and the Triangle of Accessibility. These findings influenced the following 

study which was aimed at finding out more about the culture of implementation of 

AI within a specialist healthcare setting. Therefore non-participatory observations 

were carried out. Arguably the need to explore this phenomenon would not have 
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arisen without the findings from the scoping exercise. So whilst this research 

programme did not combine methodology within the same study, the overall 

design of the research programme was influenced by two distinct approaches 

which provided new knowledge and understanding to the field in a harmonious 

fashion. Each of the qualitative studies used appropriate methodology. 

Triangulation is described as the combination of different research methods, data 

collection approaches, investigators or theoretical perspectives in the study of one 

phenomenon, it has an impact on validity and credibility of a programme of 

research (Holloway & Todres, 2005). Method slurring did not occur within this 

programme of research as the methods and approaches complemented one 

another, rather than combining them inappropriately.  

 

Conclusions of the programme of research and future implications:  

In this concluding section, findings from this programme of research are 

considered both in terms of the practical importance for the field and the future 

research implications. 

Firstly, it is appropriate to review the definition of AI presented in the SLTs 

professional position paper published in 2010: 

 

‘A supportive process of making information easier for people with learning disabilities, 
that firstly involves simplifying the linguistic message and secondly conveying the 

simplified message in different mode(s) of communication, i.e. not just the written word or 
spoken message’ 

(RCSLT, 2010) 

 

Findings from both the scoping exercise and the observational study support the 

notion of AI as a process rather than a resource. Therefore this element of the 

definition remains unchanged. However, the definition narrowly focuses on the LD 

population. Whilst this was the remit of the programme of research and the clinical 

focus of the RCSLT Position Paper which the definition is cited in, findings from 

the scoping exercise would consider a broader definition that is inclusive of 

anyone with an AI need whether that be a cognitive communication impairment, 

sensory impairment, or low literacy skills. Given the importance of the 

implementation stage and the dynamic and multifaceted behaviours that were 
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evident in the data, this potentially warrants emphasis within a definition. Therefore 

a revised, evidenced based definition is suggested below: 

 

‘Accessible information is a dynamic and multifaceted process of making information 
easier for anyone who has difficulty accessing standard information. The process not only 

involves the development of accessible resources but more importantly the 
implementation of the resources. The implementation phase is vital in ensuring that the 

accessible resource meets the needs of the individual, which ultimately leads to improved 
understanding’. 

 

Put simply from the perspective of a person with LDs, this was expressed as “We 

need people” (C1, M: 516). When you consider this definition in relation to all of 

the definitions presented in section 1.2.1, the distinguishing features are the broad 

population i.e. ‘anyone who has difficulty accessing standard information and the 

emphasis on the implementation; both of which are not reported in any of the 

earlier definitions.  

 

The importance of the implementation stage and the notion of AI as an interactive 

and dynamic process were clearly evident in many of the interactions observed. 

For example, in observation 2 episode 32 (regarding breast screening), Jenny 

highlighted that as far as she knew the radiographers that do breast screening are 

always female, to which Kelly replied “I hope it aint a man”. This important piece of 

information, that may have affected the decision-making process, was not reported 

within the AI resource. Rather, the sex of the radiographer was additional 

information that Jenny provided based on her professional experience. Therefore 

whilst the AI resources provided a script or template, it was the skill of the 

communication partner to draw on additional information as appropriate.  

 

Throughout this programme of research, reference is made to the role of SLTs. 

The SLT profession is referenced in part due to the clinical background of the 

researcher but also in relation to the value added by the profession as 

documented in national policy, for example the MCA Code of Practice (2005). It 

was suggested that the implementation of AI for individuals who are non-verbal or 

who have complex communication needs would be a specialised role given the 

potentially high level of individualised needs i.e. support tailored to individual 
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communication skills as advocated by van der Gaag (1998). Therefore, these 

individuals may require the support of a communication expert such as a SLT, 

which would be an interesting area for future research. Increased specialist 

provision in the implementation of AI is also likely to see the growth of different 

forms of information to meet the wide range of needs rather than the regular use of 

easy-read resources, as was evident in the observational study.  

 

This programme of research also highlighted the involvement of adults with LDs 

both in the design of the study materials through to participation in the scoping 

exercise and the observational study. Each participant with LDs chose to 

participate in this research independently i.e. without the presence of an additional 

person to support them. This confidence to participate independently may have 

been influenced by the practical steps taken to support their understanding of the 

research process, namely the production and implementation of the accessible 

research information. In this way they were empowered to meaningfully engage in 

research about them, and for them.  

 

Whilst it is recognised that this programme of research was conducted in a local 

area and focused on AI for adults with LDs rather than children, it is hoped that 

some of the findings will be applicable to other geographical areas and age 

groups. Throughout the analysis, reference is made to the potential influence of 

the researcher who had responsibility as clinical lead in local developments in AI 

which may be location specific. However, when considering AI holistically, the data 

from both the scoping exercise and observational study provide an evidence base 

from which future research in other locations and with other age groups could be 

developed. Two specific examples are: investigating readiness for action and 

displacement arguments used by other stakeholders in different social settings 

across the country; or investigating evidence of the use of a ‘shared experience’ 

during the implementation of health AI in GP consultations versus practice nurses.  

 

It is important to consider both the practical implications of the findings and the 

potential areas of future research. There are examples for each. The key 
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implications are summarised below. Practical implications of the findings at a local 

clinical level include: 

 Audit/review of AI process within local services. 

 Highlight who should implement the accessible resources that have been 

locally produced. 

 Develop staff training with regards to the skills required to implement AI. 

 Develop a cross-service approach to AI through the development of a 

Trust-wide policy and strategy.  

 Data collection with regards to the wider population that require accessible 

information. 

Future research in the field could take many different directions, some examples 

include: 

 Studies to investigate the effectiveness of different modes of AI for different 

syndromes/conditions within LD e.g. studies comparing audiovisual, easy-

read and signed information for people with Autism versus Down syndrome. 

 Further use of non-participatory observations that utilise CA to investigate 

the implementation of AI for individuals who are non-verbal or who have 

complex communication needs, therefore requiring a skilled communication 

partner such as an SLT. 

 Action research with health services that are new to the AI process e.g. 

substance misuse.  

 Ethnographic work to explore the culture of AI within different settings i.e. 

not purely health-related.  

 

To conclude, there will never be the ‘perfect’ accessible resource. However, this 

research has proposed and executed a movement away from specific resource 

focused research to a process focused approach. This is likely to contribute to the 

development of further knowledge and understanding about the tangible elements 

of AI; such as what is involved during the implementation phase.  

The present programme of research has contributed to the field of AI for people 

with LDs through qualitative research. Highlighting the dynamic and multifaceted 

nature of the production and implementation of AI has gone some way to direct 

future research in the field. The concept of the Triangle of Accessibility has been 



 

 

294 

 

helpful in conceptualising what is meant by AI, and that AI practice is influenced by 

the three changeable elements. This model could also be used in training staff to 

understand and implement AI more effectively in the future. 

The current work moved away from the practice of focusing specifically on one 

particular resource, as there was greater value in studying AI holistically. From the 

early stages, the active involvement of people with LDs and associated 

communication difficulties was imperative. Their role was not only apparent as 

participants in the studies, but also in the design of the accessible research 

literature. The active involvement of adults with LDs in this programme of research 

coupled with the clinical role of the researcher has supported the 

operationalisation of AI within the local area. This may over time bring benefits for 

people with LDs in other contexts.  
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