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SUMMARY

This thesis explores the impact and experience o f acquired neurological dysarthria. Despite 

the fact that this is the most commonly acquired speech disorder, little has been written to 

date on its psychological impact, particularly from the speaker’s perspective. Consequently, 

traditional approaches to assessment and treatment focus on impairment and activity but 

ignore the psychological effects of acquired dysarthria.

Using both quantitative and qualitative methodology, the impact, experience and 

perceptions of 31 people with acquired neurological dysarthria were explored. These 

individuals provided information on the impact o f acquired dysarthria on the person and on 

his/her self-concept. Eleven of these 31 people took part in qualitative in-depth interviews. 

Twenty of the 31 participated in a task to explore their perceptions o f speech intelligibility. 

Their perceptions were compared with those of speech and language therapists and naive 

listeners. Primary communication partners’ understanding o f the impact of acquired 

dysarthria was also explored and the partners of 30 of the 31 people participated in this 

section o f the study.

The results indicate that acquired dysarthria generally has a negative impact on the speaker 

but there is much variation in reaction; some people are devastated by their dysarthria while 

others are less affected. This level of impact is not strongly correlated with the severity o f 

the dysarthria (as defined by intelligibility scores). A statistically stronger relationship exists 

between impact and perception of speech intelligibility.

The results highlight the handicap of acquired neurological dysarthria. The negative impact 

of dysarthria on self-concept, the structural, physical, social and attitudinal barriers that 

people have to confiront, together with the negative adaptation strategies they use to live 

with their dysarthria, underline the inadequacies of our current approach to assessment and 

management. This study indicates that our traditional approach to intervention does nothing 

to convince people with acquired dysarthria that we understand the impact of dysarthria. 

This thesis concludes with a call for a r e —examination of our therapeutic goals as well as a 

re-appraisal of our traditional approach to therapeutic intervention for people with acquired 

neurological dysarthria.



I I. INTRODUCTION TO THE THESIS

The words “You have no idea. You have no idea what it is like ... not to be able to talk”
II were spoken to me by a woman who had become dysarthric. As a speech and language

I therapist with over 14 years experience o f working in the field o f adult acquired 
1!
I neurological disorders, I could not argue with her. In the absence o f any significant work on 
i  . „  . .I the expenence of acquinng dysarthria, I did not understand what it was like to become 

I dysarthric and to live with that dysarthria.
f:.

>

i The overall aim of this thesis is to leam about the experience o f acquiring and living with 

dysarthria. This thesis also represents a personal journey as it has involved not only the 

exploration o f acquired dysarthria from the perspective of people who have become 

I dysarthric, but also the unearthing of my own role in the therapeutic process.

J This chapter begins with a description of acquired neurological dysarthria and goes on to 

explain why I chose to research this topic. The research approach that I adopted and reasons 

; for adopting it are outlined. Finally, my research questions are presented.
?

I 1.1 Dysarthria

■ Dysarthria is the most commonly acquired speech disorder (Enderby & Emerson, 1995).

' Yorkston, Beukelman and Bell (1988) define dysarthria as:

“a neurogenic motor speech impairment which is characterized by slow, weak, imprecise, and/or 
; uncoordinated movements o f the speech musculature.” (p.2)

i Dysarthria is generally associated with difficulty in articulation. However, that is not always 

I the case as dysarthria can be characterised by difficulty with vocal pitch due to neurological 

I involvement o f the laryngeal musculature. Laryngeal involvement can also result in 

difficulty with loudness and vocal quality. Neurological impairment o f the respiratory 

muscles can result in dysarthria characterised by difficulty with inspiration and expiration 

I for speech. Dysarthria can also be characterised by disorders o f prosody as well as disorders 

I o f oral, nasal and laryngeal resonance. Dysarthria can be congenital as in the case o f people 

with cerebral palsy, or it can be acquired, for example following stroke. A further 

characteristic o f dysarthria is that it can be non-progressive (e.g. following closed head 

injury, stroke) or progressive (e.g. following motor neurone disease, Parkinson’s disease).
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1.2 Why Choose This Topic?

Working as a speech and language therapist with people who had acquired neurological 

dysarthria, I became frustrated with the lack o f information on the psychosocial impact of 

dysarthria. The psychosocial impact o f acquired dysarthria can be profound; yet, our formal 

assessments ignore this aspect of acquired dysarthria. The Intemational Classification of 

Functioning, Disability and Health (ICF) (World Health Organisation, 2001) provides a 

framework for describing human functioning. It is useful in the context o f this thesis as it 

highlights the inadequacies of our assessments and intervention for people with acquired 

dysarthria and provides some background for my motivation to investigate this area further. 

There are two main components to the ICF framework, each o f which has two further 

components:

(1) Functioning and Disability

(a) Body Structure and Body Function

(b) Activities and Participation

(2) Contextual Factors

(a) Environmental Factors

(b) Personal Factors

Body Structure refers to anatomical body parts. Body Function is described as the 

physiological function of body systems including psychological function. The term 

Impairment is used in the framework to describe problems in body function or structure 

such as a significant deviation or loss of function. Activity is defined as the execution o f a 

task or action by an individual. Current assessments for people with acquired neurological 

dysarthria include the Robertson Dysarthria Profile (Robertson, 1982), the Frenchay 

Dysarthria Assessment (Enderby, 1983) and the Assessment of Intelligibility o f Dysarthnc 

Speech (AIDS) (Yorkston & Beukelman, 1981). These assessments are focused on Body  

Structure and B ody Function with limited attention to Activity levels of dysarthria. Both the 

Frenchay Dysarthria Assessment and the Robertson Dysarthria Profile investigate structure 

Jind physiological function. They do not fully assess Body Function however, as they do not 

consider psychological function. The Assessment of Intelligibility of Dysarthnc Speech 

(AIDS) examines A ctivity  by evaluating speech intelligibility for words and sentences. The
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intelligibility or comprehensibility' of speech in conversation is not included in current 

dysarthria assessments.

Little if  any formal recognition is given to Participation in acquired dysarthria assessments. 

Participation is defined as involvement in a life situation. In the context o f  dysarthria, it 

would include participating in conversation in either face-to-face interaction or using the 

telephone as well as participation in daily activities (e.g. requesting items in shops, verbally 

requesting information, etc.).

Contextual factors in the ICF classification system include Environmental Factors and 

Personal Factors. Environmental Factors are defined as the physical, social and attitudinal 

factors that make up the social and attitudinal environment in which people live and conduct 

their lives. These factors are formally ignored in current dysarthria assessments. Personal 

factors are described as the particular background of an individual’s life and living (e.g., 

gender, ethnic background, age, other health conditions, lifestyle, coping style, education 

etc.). These are features of an individual that are not part o f a health condition, but it is 

recognised that they may contribute in some way to the outcome o f some interventions. 

Again, these features are ignored in acquired dysarthria assessments.

The lack o f assessments to examine specifically the activity limitations and the participation 

restrictions as well as the context within which dysarthria can exist is astounding. 

Therapeutic intervention demands a holistic approach. Yet, assessment and therapeutic 

approaches for acquired dysarthria are predominantly focused on anatomical and 

physiological structures and function with the severity o f dysarthria generally determined 

by either physiological function (Enderby, 1983) or speech intelligibility scores (Yorkston 

& Beukelman, 1981; Yorkston, Beukelman & Bell, 1988). The societal barriers and 

limitations that people with acquired dysarthria face are readily acknowledged (Yorkston, 

Strand & Kennedy, 1996) along with the lack of information on the psychosocial impact o f 

acquired dysarthria (Enderby & Emerson, 1995; Yorkston, 1996).

C om prehensib ility  is defined as the extent to which a message can be understood by the listener within a 

communication context. Here the emphasis is not on the speech signal itself (i.e. inteUigibility) but on signal 

independent information such as the semantic or syntactic context. This is discussed further in Section 15.5
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The shortcomings of approaches to assessment and intervention in acquired dysarthria are 

further emphasised when intervention with people who have congenital or developmental 

dysarthria is explored. In reviewing the literature in this area, it is apparent that the focus on 

assessment and intervention in congenital dysarthria is in sharp contrast to that in acquired 

dysarthria with specific reference to the use of augmentative and alternative communication 

(AAC) systems (see Beukelman, 1991; Beukelman & Mirenda, 1998; Light, 1997). Here 

the attention is focused on participation and developing communicative competence.

The lack of attention to psychological impact, activities and participation as well as 

contextual factors in acquired dysarthria is not common to all acquired neurological 

communication disorders. By comparison, assessments for people with aphasia include 

measures that examine the functional limitations imposed on the person by the aphasia. 

These include assessments such as Communication Activities in Daily Living (Holland, 

1980), the Edinburgh Functional Communication Profile (Skinner, Wirz, Thompson & 

Davidson, 1984), the Code-Miiller Protocols (Code & Muller, 1992). The Code-Miiller 

Protocols have been devised to look specifically at psychosocial adjustment to aphasia.

At a time when a relative wealth of information is emerging on the psychological and social 

consequences o f other acquired communication disorders (e.g., aphasia, hearing 

impairment, spasmodic dysphonia etc.), I believe that some exploration of the impact and 

experience of acquired dysarthria was required before our approaches to assessment and 

management o f this client group could be improved.

In addition to wanting more information on the overall experience and impact of acquired 

dysarthria, other questions perplexed me; e.g., why can a person with mild dysarthna on 

assessment experience a significant negative impact as a result of that dysarthria, while 

someone with a more severe dysarthna can be relatively unaffected by his or her dysarthna? 

These are judgements o f severity of impairment made by the speech and language therapist. 

Are there differences between the therapist’s perception of dysarthria and the speaker’s 

perception of his or her speech?

The relationship between communication disorders and self-concept and identity has been 

discussed in relation to both aphasia (Brumfitt, 1993; Parr, Byng, Gilpin & Ireland, 1997)
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i and disorders o f fluency (Fransella, 1972). Do people with acquired dysarthria also 

experience changes to identity and self-concept following the onset o f dysarthria?

The aim of this study was to gain insight into peoples’ perceptions and experiences. The

I questions that I wanted to address were initially loosely formulated. Such questions lend

I themselves poorly to quantitative experimental designs, especially in the absence of any

I firm evidence on which to base assumptions. I had to reflect on methodological

I considerations and the methods suitable to answer the questions that I posed in this study.
\

I 1.3 Key Issues In Research Design

I Mason (1996) suggests that all researchers should address five difficult questions when)
i designing a research project. These cover fundamental areas that need to be addressed 

regardless o f the ontological or epistemological position of the researcher.

a) What is the researcher’s ontological position? In other words, what is the nature of 

the phenomena, entities or ‘social reality’ that the researcher wishes to investigate?

b) What might represent knowledge or evidence of the entities or ‘social reality’ that 

the researcher wishes to investigate?

c) What topic or broad substantive area is the research concerned with?

d) What is the purpose of my research? What am I doing it for?

e) What is the intellectual puzzle? What do 1 wish to explain? What are my research

questions?

I use these five questions to provide the reader with some insight into the rationale behind 

the research strategy chosen in this study.

1.4 Ontological Perspective

Q] What is the researcher’s ontological position? In other words, what is the nature o f

the phenomena, or entities or ‘social reality that the researcher wishes to 

investigate?

The ontological perspective in this study relates to the importance of the personal or 

individual aspect of society, emphasising the meaningful world o f the people involved in



the research study. It recognises that each person’s interpretation of what is occurring will 

be the reality of the situation for him or her and considers that no two people react in the 

same way to an event (e.g., acquiring and living with dysarthria). Individual factors such as 

age, gender, cultural background, religious beliefs, coping strategies and a multitude of 

other variables, all influence perception and reaction. This perspective is in contrast with

other ontological perspectives where the researcher may adopt a more impersonal approach
• 2 • •to generating data with emphasis on controlling external variables and assuming a more

‘objective approach’ to data collection.

The ontological perspective in this study also emphasises the importance o f social 

interaction in influencing human behaviour. It considers that communication and the 

concept o f self are closely linked. Changes in communication skills may therefore result in 

changes in identity and self-concept. It is contended that acquired neurological dysarthria 

may result in changes in self-perception and that self-concept is an important entity in 

which one can examine the impact of acquired dysarthria on the individual.

1.5 Epistemological Position

Q2 What misht represent knowledge or evidence o f the entities or ‘social reality ’ that 

the researcher wishes to investisate?

The research design in this thesis uses a grounded theory approach (see Glaser & Strauss, 

1967, Chenitz & Swanson, 1986). In studies based on grounded theory, Creswell (1994) 

states that:

“The researcher attempts to derive a theory by using multiple stages o f data collection and the 
refinement and interrelationships of categories of information, (p. 12)

The theory evolving from the research is considered grounded in that it is developed from 

the data as opposed to being suggested from the literature. The stance assumed in this thesis 

is that a combination of qualitative and quantitative methodologies are the most appropriate 

means o f increasing our knowledge on the impact of acquired dysarthria. Combining both 

methodologies has been the subject of much debate (Smith & Heshusius, 1986; Layder, 

1993; Bryman, 1998). This will be discussed in more detail in section 1.5.3.

 ̂Data is used as a singular noun throughout this thesis.
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Before expanding further on research design, it is important to briefly clarify what is meant 

by ‘qualitative methodology’ and ‘quantitative methodology’ and how they are relevant and 

complement each other in working towards the aim of this study.

1.5.1 Qualitative Methodology

Qualitative methodology does not consist of a specific set of techniques or philosophies. It 

is difficult to define concisely as it has developed in recent years fi"om a wide range of 

disciplines (anthropology, social sciences, nursing, psychology and education), and schools 

of thought such as symbolic interaction (Blumer, 1969), and grounded theory (Glaser & 

Strauss, 1967). It encompasses a variety of approaches such as naturalistic inquiry 

(Hammersley & Atkinson, 1983), ethnography and participant observation (Geertz, 1973), 

case studies (Stake, 1995), discourse analysis (Schiffrin, 1994), and in-depth interviews.

Mason (1996) provides a good working definition of qualitative research, contrasting it with 

quantitative approaches. She outlines three principal components to the definition:

1. Qualitative research is grounded in a philosophical position that is broadly 

concerned with how the social world is ‘interpreted, understood, experienced or 

produced.’ This is in contrast to quantitative approaches which are considered more 

removed from the ‘natural’ social context.

2. It is based on methods of data generation that are flexible and sensitive to the ‘real 

life’ natural social context in which the data is generated. This again is in contrast 

with more quantitative approaches where data may be collected in a more 

standardised structured format.

3. As the data produced is ‘rich, contextual, and detailed in qualitative research, 

methods of analysis and explanation involve understandings of complexity, detail 

and context. Rather than chart correlations and relationships between variables, 

qualitative research places more emphasis on ‘holistic’ forms of analysis and 

interpretations. In contrast to quantitative approaches, statistical analysis is not 

viewed as crucial in qualitative research.

One way of representing evidence of an individual’s interpretation of a condition or 

situation is through examining the person’s verbal accounts or experiences, personal 

attitudes, beliefs, and perceptions. According to Denzin and Lincoln (1994):
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"Much more than quantitative research, qualitative research gets close to the perspectives o f  the 
persons studied.”

Lindlof (1995) states that:

"In qualitative research, one interviews people to understand their perspectives on a scene, to 
retrieve experiences from the past, to gain expert insight or information, to obtain descriptions o f  
events or scenes that are normally unavailable for observation.” (p.5)

The two most notable studies (Yorkston, Bombardier & Hammen, 1994; Antonius, 

Beukelman & Reid, 1996) on the impact of acquired neurological dysarthria on the speaker 

have not included personal accounts of acquired dysarthria. It is impossible for the 

researcher to gain a true insight into the impact of disability^ if only standard measures or 

questionnaires are used (Pound & Parr, 1997). Studies that have provided valuable insight 

into aphasia (Parr et al., 1997) and chronic illness (Bury, 1982; Charmaz, 1983; Robinson, 

1988; Pinder, 1988) have used predominantly qualitative methodology. Interacting with 

people who have acquired dysarthria, obtaining their personal accounts o f the experience of 

acquiring dysarthria through in-depth interviewing therefore seemed to be an appropriate 

methodology for me to use in this study.

Silverman (1993) and Damico, Simmons-Mackie, Oelschlaeger, Elman and Armstrong 

(1999) emphasise the involvement of the researcher in the process of qualitative research. 

According to Damico et al.:

“The researcher studies the phenomenon and asks, ‘what’s going on here?’ The qualitative 
researcher adopts a learning role (i.e. finding out about the phenomenon) rather than a testing role 
(i.e. testing or subjecting a hypothesis to possible falsification).” (p.653)

The epistemological position espoused in this study holds that the researcher is an active 

part o f any investigation that explores personal experiences and accounts. I acknowledge 

that my role as researcher as well as speech and language therapist may influence the 

version of accounts provided by participants in the study. This will be discussed fiirther 

along with other methodological issues in Chapter 5.

1.5.2 Quantitative Methodology

Mark (1996) describes quantitative research as follows:

 ̂D isability  is defined in this thesis according to the ICF classification system  (W HO, 2001). It is an umbrella 

term for any impairment o f  body structure or function, a limitation in activities or a restriction in participation.
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“Quantitative research methods assume that there is a single objective reality. According to this 
view, two independent researchers can use standard research methods to study a particular 
problem, and both will arrive at the same conclusion.” (p.61)

There is less danger of researcher bias using this approach. Mark goes on to state that:

“In quantitative research, researchers emphasise careful control and measurement using 
quantitative means — that is, the assigning o f numbers to measurements.” (p.61)

1.5.3 Combination Of Quantitative And Qualitative Methodology

Morse (1999a) argues that different research methods answer different research questions, 

use different research perspectives and generate different types of data. For instance, to 

generate data on the experience of acquired dysarthria, qualitative methodology would be 

most enlightening. To start to examine the relationship between particular variables (e.g. the 

relationship between the impact of acquired dysarthria and intelligibility), and to quantify 

other behaviours (e.g. the perception of intelligibility of dysarthric speech), a purely 

quantitative approach would be the method of choice. Use of data from quantitative 

measures alone may give one viewpoint on the impact of acquired dysarthria on the person, 

in particular if  one wishes to take a group perspective.

Qualitative approaches in this study include in-depth interviewing. Quantitative 

methodologies involve questionnaires with weighted scoring, a semantic differential scale 

and a direct magnitude estimation scale. My research is broadly concerned with questions 

relating to the context of acquired dysarthria, that is identifying the form and nature o f the 

impact and experience of having dysarthria. I felt that in-depth interviewing would allow 

me to gain a deeper understanding of the experience of dysarthria and the variation of this 

experience amongst individuals. A quantitative approach would also allow me to gain an 

overall perspective on the impact of acquired neurological dysarthria and the perceptions of 

dysarthria from a larger number of people. It would also serve to direct the in-depth 

interviews, exploring in more detail areas highlighted by the questionnaire data. In-depth 

interviewing can be time-consuming, with interview transcription, coding and analysis. 

However, the advantages include an understanding of the experience of acquired dysarthria 

that cannot be obtained from quantitative measures alone. Quantitative measures are less 

time-consuming and allow data to be generated from a greater number of sources within the 

time constraints of the study. In this way, both quantitative and qualitative methodologies 

complement each other. The integration of both methods along with other methodological 

issues will be discussed in section 5.3.
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1.6 Topic Under Discussion

Q3 What topic or broad substantive area is the research concerned with?

This study is concerned with the experience of acquired neurological dysarthria and the 

impact of this dysarthria on the speaker. This study is not concerned with the impact on 

carers, although it is recognised that a communication disorder can have a significant 

psychological impact on the carer (Anderson, 1992; Servaes, Draper, Conroy & Bowring, 

1999; Pound, Parr & Duchan, 2001). The perspective of the person with acquired 

neurological dysarthria has largely been ignored to date in the research. This study attempts 

to correct that imbalance.

1.7 The Purpose Of The Research

Q4 What is the purpose o f my research? What am I  doins it for?

There are many reasons for carrying out this research study. Apart from the obvious 

personal one of completing the project as a requirement for a higher degree, it is my wish to

advance the knowledge and understanding of the experience of having acquired dysarthria

in order to improve clinical practice. It behoves us as speech and language therapists to 

attempt to gain some insight into the experience of having dysarthria if  our intervention in 

this area is to improve. Criticisms of speech and language therapy by people with acquired 

dysarthria during the course of this study can be linked back to our lack of understanding of 

the issues related to becoming dysarthric.

1.8 The Intellectual Puzzle

Q5 What is the intellectual puzzle? What do I  wish to explain? What are my research

questions?

I am aware as a speech and language therapist that acquired neurological dysarthria can 

have a devastating effect on the individual. I am also aware that this impact can vary 

amongst individuals. Along with developing an understanding on the impact and experience 

of acquiring dysarthria and within the frame of my ontological perspective (i.e. considering
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that no two people will react in the same way to an event), I also wanted to explore possible 

reasons for differences in reaction. This was my intellectual puzzle. The reaction of the 

individual to acquired dysarthria does not appear to be linked to the severity of the 

dysarthria. However, this supposition is based on my own clinical experience rather than 

research evidence. An additional point of note is that the severity o f the dysarthria in the 

clinical setting is the severity as rated by the speech and language therapist rather than the 

speaker’s severity rating. It is the speech and language therapist’s severity rating that is 

generally used to measure outcome and plan therapy. Based on my education and 

experience as a speech and language therapist, I needed to explain if  my perception of 

dysarthric speech differed from the perception of dysarthric speakers and other listeners. I 

also wanted to know if other people close to the person with dysarthria (their primary 

communication partners) understood the impact of dysarthria on the person.

In exploring the overall impact of acquired dysarthria, I wanted to know if people who had 

become dysarthric experienced a change in their self-concept. I also wanted to examine if 

this impact remained constant or if it changed over time. To improve my management of 

people with acquired dysarthria, I needed to leam what it is like to acquire dysarthria and to 

live with that dysarthria. It was also necessary for me to explain how people with acquired 

dysarthria accept, adapt to, and cope with their dysarthria. I anticipated that some of these 

findings would have implications for clinical practice.

My main research questions in this thesis are:

a) What is the impact of acquired neurological dysarthria on the speaker?

b) What is the experience of people who have acquired dysarthria?

c) If differences in reaction to acquired dysarthria exist, how does one account for 

these differences?

d) Do we understand? How do other people’s perceptions of dysarthria differ from the 

speaker’s perception?

e) What implications do these findings have for current clinical practice?

Within these questions, there are many sub-questions. These are detailed in Table 1.1.
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Table 1.1 Key Research Questions And Sub-Questions

Key Question Sub-question
a) What is the impact of 

acquired dysarthria on 
the speaker?

b) What is the
experience of people 
who have acquired 
dysarthria?

c) If differences in 
reaction to dysarthria 
exist, how does one 
account for these 
differences?

d) Do we understand? 
How do other people’s 
perceptions of 
dysarthria differ from 
the speal<er’s 
perception?

e) What implications do 
these findings have 
for current clinical 
practice?

What is the effect of acquired dysarthria on the speaker?
Does the person with acquired dysarthria accept his/her dysarthria?
How does the person with acquired dysarthria perceive other people’s 
reaction to his/her speech?
How does acquired dysarthria affect the person’s communication behaviour? 
Are some people more affected by their dysarthria than others?
Does acquired dysarthria affect the speaker’s self-concept?
Does the impact of acquired dysarthria and self-concept change for the 
speaker over time?

What changes have occurred to the person’s lifestyle (employment, leisure, 
social life, etc) because of dysarthria?
Has acquired dysarthria had an effect on the speaker as a person 
(psychological effects, self, relationships, role changes, etc.)
How does the person with acquired dysarthria accept, adapt to, and cope 
with the dysarthria?

Is there a relationship between impact of acquired dysarthria on the speaker 
and severity of dysarthria as defined by standardised assessment?
Are differences in reaction due to the way in which the person accepts, 
adapts and copes with the dysarthria?
How do speakers perceive the intelligibility of their dysarthric speech? Can 
differences in reaction be attributed to perception of dysarthric speech?

Does the speakers’ perception of speech intelligibility differ from the SLT’s 
perception of intelligibility?
Does the perception of dysarthria intelligibility differ between listeners (trained 
and untrained) and speakers?
Do primary communication partners have insight into the impact of acquired 
dysarthria on the speaker? If so, how does this compare with speakers’ 
perceptions?

1.9 The Structure Of The Thesis

This thesis is structured into four broad sections:

• Literature Review (Chapters 2-4). These three chapters review the relevant literature 

in the areas identified for exploration in Table 1.1. Chapter 2 explores the research 

on the psychosocial impact and experience of acquiring dysarthria. In the absence o f  

a significant body o f literature in the area, the relevant literature on aphasia and 

chronic illness are also reviewed. Chapter 3 introduces the terms ‘acceptance’, 

‘adaptation’ and ‘coping’ in the context of this thesis. It examines what is already 

known about how people accept, adapt to and cope with disability and parallels are 

drawn with people who have acquired dysarthria. Chapter 4 looks at the research on
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the perceptions of people with acquired dysarthria and examines the evidence on 

how these perceptions differ from those of other people such as primary 

communication partners, speech and language therapists and naive listeners. It 

examines the research on differences in perception of communication difficulties 

between people and their communication partners. It then looks at the research on 

perceptions of dysarthric speech. Throughout these three chapters, I examine where 

the areas identified for exploration in this thesis fit in with what has been done 

before in this area.

• Methodology, Literature and Tools (Chapters 5-8). Chapter 5 introduces the 

methodology chapters and discusses the methodological and ethical issues that relate 

to this study. Chapters 6 and 7 detail the participants and tools used to generate the 

data. Chapter 8 describes how the tools were implemented and the data prepared for 

analysis.

• Data (Chapters 9-12). Chapter 9 tackles the questions posed on the overall impact of 

acquired dysarthria. Chapter 10 presents the findings on the experience of acquired 

dysarthria. Chapter 11 addresses how the people in the study accepted, adapted and 

coped with their dysarthria. Chapter 12 looks at the perceptions o f people with 

acquired dysarthria and how these perceptions compare and contrast with the 

perceptions of others.

• Discussion (Chapters 13-16). Chapter 13 introduces the discussion chapters and 

begins with the impact of acquired dysarthria on the speaker. Chapter 14 discusses 

the experience of acquired neurological dysarthria based on the findings fi'om the in- 

depth interviews. It also maps out how people accept, adapt to and cope with their 

dysarthria. Chapter 15 examines the question: ‘Do we understand?’ and draws on 

the findings from the Dysarthria Questionnaire for Primary Communication Partners 

and the perception of speakers and listeners on dysarthric speech in order to answer 

this question. Finally, Chapter 16 looks at the clinical implications o f the findings 

from this study.
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: 2. LITERATURE REVIEW: THE IMPACT AND 

EXPERIENCE OF ACQUIRING DYSARTHRIA

4
I 2.1 Introduction

I  This chapter reviews the current literature on the psychosocial impact o f acquired dysarthria 

j and examines v^hat is already established about the experience of becoming dysarthric. The 

.j first two general questions posed in Chapter 1 (see Table 1.1) relate to the impact, 

; specifically the ‘psychosocial’ impact, and experience of acquiring dysarthria. Before 

: proceeding with the discussion, some clarification is required on the terminology used and 

the definition of this term as it will be used in the thesis.

2.1.1 What Is Meant By ‘Psychosocial’?

■ One of the difficulties associated with research on psychosocial issues is the lack of 

i clarification of what is meant by ‘psychosocial’ (Herrmann, 1997; Byng, Pound & Parr, 

j 2000). Byng et al. (2000) categorise ‘psychosocial’ effects as:

a) Effects on lifestyle,

b) Effects on the person,

c) Effects on others in the immediate social context.

Effects on lifestyle include the effects on employment, finances, leisure, social networks 

and social inclusion. The effects on the person include the psychological effects, effects on 

identity, self-concept, self-esteem and stigma, effects on relationships and role changes. The 

effects on others in the immediate social context incorporate an examination o f the effects 

of identity, relationships, psychological effects and role changes on other people close to the 

“ person (i.e. family, close fnends, etc). In this thesis, ‘psychosocial impact’ is taken to mean 

J  the psychological and social impact of acquired dysarthria but the focus is on the person 

« with acquired dysarthria and changes in his or her lifestyle rather than on people in the 

I  immediate social context.



2.2 Literature On The Psychosocial Impact Of Acquired Dysarthria

Herrmann (1997) comments on the ‘change in paradigm’ that has occurred over the past 20 

years in research and rehabihtation on aphasia. He asserts that in recent years the focus of 

attention in aphasia has changed from being almost exclusively focused on neurological and 

neuropsychological disorders to the psychosocial consequences o f aphasia for people with 

aphasia and their families. Sadly, this has not been the case in the field o f acquired 

neurological dysarthria. Despite a wealth of information on neurophysiological and acoustic 

aspects of dysarthria, there is little information available on its psychosocial impact, 

particularly from the speaker’s perspective.

A more common focus of research has been on listener reaction and listener perception of 

dysarthria (see for example: Yorkston, Hammen, Beukelman & Traynor, 1990; Barkmeier, 

Jordan, Robin & Schum, 1991; Lass, Ruscello, Harkins & Blankenship, 1993; Southwood 

& Weismer, 1993). Exploring the listener's perception of dysarthria has failed to give any 

significant insight into the experience of being dysarthric. This is hardly surprising since it 

is acknowledged that people perceive their disabilities differently to other people such as 

close friends and spouses (Antonius, Beukelman & Reid, 1996; Le Dorze, Brassard, 

Larfeuil & Allaire, 1996; Zemva, 1999).

There are just two notable studies on the impact of dysarthria from the speaker’s 

perspective. The research carried out by Yorkston, Bombardier and Hammen (1994) and 

Antonius, Beukelman and Reid (1996) is reviewed here along with personal accounts of 

people with acquired dysarthria.

2.2.1 Studies Exploring The Perceptions of People With Dysarthria

Yorkston, Bombardier and Hammen (1994) examined the perceptions of 33 people with 

mild, moderate and severe dysarthria. They explored specifically if  the perceptions of these 

three groups of people differed in four main areas:

1. The number of speech characteristics these people endorsed,

2. The number and types of communication situations they found difficult,

3. The compensatory strategies they found beneficial,

4. The perceived reactions of others to their dysarthria.
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The study included people with acquired as well as congenital dysarthria but in reporting 

the results o f the study no distinction is made between both groups o f speakers. This 

research study was quantitative in design. A 100-item questionnaire, The Communication 

Profile fo r  Speakers with Motor Speech Disorders (Yorkston & Bombardier, 1992a), was 

used to obtain information on these four areas. Results indicated that there were significant 

differences between the three groups (mild, moderate and severe dysarthria) in only one 

area. People with severe dysarthria differed in their perceptions o f other people’s reactions. 

They perceived others to be more helpful, more solicitous and more punishing than people 

with mild or moderate dysarthria did. One person with Parkinson’s disease whose speech 

was 95% intelligible on the Assessment of Intelligibility of Dysarthric Speech (AIDS) 

(Yorkston & Beukelman, 1981) endorsed more situations as difficult than people with 

severe dysarthria. Another person also with Parkinson’s disease and more severe dysarthria 

“found almost nothing to be difficult” (p.30). Yorkston et al. suggest that people with 

Parkinson’s disease may not have a proper appreciation of the extent of their dysarthria. 

This conclusion raises a number of issues regarding the perception of dysarthric speech. 

This will be discussed further in section 4.3.

A follow-up study by Antonius, Beukelman and Reid (1996) investigated the perceptions of 

disability'^ by 15 people with acquired dysarthria and their primary communication partners. 

All had mild to moderate dysarthria because of Parkinson’s disease. Antonius et al. (1996) 

also used The Communication Profile for Speakers with Motor Speech Disorders (Yorkston 

& Bombardier, 1992a) as well as its adapted version for primary communication partners, 

The Communication Profile for Spouses o f Speakers with Motor Speech Disorders 

(Yorkston & Bombardier, 1992b). Antonius et al. found that both the people with dysarthria 

and their primary communication partners differed significantly in their perceptions o f three 

of the 15 domains examined:

a) People with acquired dysarthria differed in their perception o f dysarthria 

characteristics. They perceived that they had more characteristics of dysarthria while 

their communication partners perceived that they had less.

* They defined disability according to Nagi (1991). This refers to the inability to perform or limitation in 

performing socially defined activities and roles expected o f individuals within a social or physical 

environment.
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b) People with acquired dysarthria also perceived that they used ‘improved precision’  ̂

as a compensatory strategy. This again differed from the perception o f their primary 

communication partners.

c) There were also differences between both groups with regard to perceptions of 

‘partner instruction’ as a compensatory strategy. The people with acquired 

dysarthria perceived that they instructed communication partners to facilitate their 

communication, while the communication partners did not perceive that speakers 

used this strategy.

The study also found that these 15 people with acquired dysarthria perceived speaking 

situations to be similarly difficult. These situations were divided into six areas:

a) Partner familiarity (person finds communication difficult in situations where he/she 

is unfamiliar with the listener),

b) Size of audience (person finds communication more difficult in large groups),

c) Demand for intelligibility (person has more difficulty when demand for 

intelligibility increases, e.g. using a telephone),

d) Demand for speed (person has more difficulty when listener requires the message to 

be delivered quickly),

e) Emotional load (speaker has more difficulty in situations that are emotionally 

involved),

f) Environmental adversity (person has more difficulty in an environment that does not 

facilitate communication, e.g. noisy room).

Antonius et al.’s 1996 study disputed the assertion made by Yorkston et al. (1994) that 

people with Parkinson’s disease may not have insight into their dysarthria. The people in 

their study perceived that they were more dysarthric than their primary communication 

partners perceived them to be.

The information obtained from both these studies is insufficient to address fully one of the 

questions posed in Chapter 1, ‘What is the effect of acquired dysarthria on the speaker?’ 

While these studies provide a good starting point for exploring acquired neurological

 ̂ This refers to the speaker repeating the same message and modifying speech in a way that would improve 
precision and thus intelligibihty.

Page 17



dysarthria from the speaker’s perspective, one is left with a limited understanding of the 

impact of acquired dysarthria on the person. The difficulty with using instruments such as 

The Communication Profile for Speakers with Motor Speech Disorders where the 

interviewer provides statements, is that they do not allow the person to give his/her own 

personal account of the problem. Individuals can only agree or disagree with opinions put 

forward by the researcher. They can not elaborate on the issues.

Personal accounts of acquired dysarthria provided by Cant (1997) and McCrum (1998) 

provide a more detailed understanding of how acquired dysarthria can affect the speaker. 

These are considered next.

2.2.2 Personal Accounts Of Acquired Dysarthria

Cant (1997), a social scientist and university lecturer, experienced dysarthria following a 

stroke. He suffered a hemiplegia as well as dysarthria. He describes his experiences of 

rehabilitation along with his experiences of the stroke itself The psychosocial impact of 

dysarthria, particularly regarding its impact on the speaker as a person is apparent from this 

account. In the early stages of his stroke. Cant describes a feeling o f ‘disempowerment.’ He 

writes:

“Everybody tried to be understanding and empathetic, but losing my independence and becoming 
the raw material o f many people’s jobs was a shock to my sense o f  normality. This was not a bad 
feeling at first, but began to be annoying with time. No matter what your status or power was in 
your previous existence, one immediate after-effect o f  a stroke is that you now become unable to 
influence what is happening to you.” (p. 298)

He goes on to describe the psychological impact of his dysarthria:

“What troubled me to a far greater extent [than his physical disability] was my inability to speak 
clearly and precisely. Immediately after the stroke I found the production o f words a difficult task 
in a physical sense. I had to push, or ‘bark’ them out. With time the task became somewhat easier, 
but it still remained a persistent and nagging problem for me. ” (p.300)

Cant perceives that there is a stigma attached to having dysarthria. He states;

“In a sub-conscious way the quality of one’s voice is associated with one’s intellect.” (p.300)

He was worried that people who did not know him might perceive him differently;

“For me my voice was vital for my work. It was the essential ‘tool’ o f  my trade, and I feared 
students would view me differently. Would they see me as second best? Less worthy? Defective? 
Would they hear my disability rather than the content o f  what I was saying?” (p.300)

“What would people make o f me? Would they think I was drunk or stupid?” (p.301)
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Cant refers specifically to the impact of dysarthria on his self-esteem:

“For reasons outlined earlier I found speech therapy to be the most stressful of all the therapies. 
Perhaps this is because one’s self-esteem is more damaged by not being able to pronounce words 
properly.” (p.301)

This suggests that the therapeutic approach to acquired dysarthria did little to improve his 

self-esteem. In the following extract, Cant demonstrates an awareness that other people may 

evaluate him because of his speech:

“Frequently, the qualities of speech affect the value placed on its content. There is even a sense in 
which poorly pronounced and slurred words are seen to be the consequence of not making an effort
to talk properly the poor first impressions given off are reinforced constantly every time you
open your mouth.” (p.300)

There is little information on the impact of acquired dysarthria on lifestyle as Cant’s 

account is mainly about his experiences while in a residential rehabilitation unit. He is 

fortunate in that his dysarthria does not prevent him from returning to his previous 

employment. He has clearly adapted to his dysarthria as he concludes the article by saying:

“I think I can live with the new me.” (p.304)

This suggests that his identity has undergone some change and that he has adapted to that 

change. The relationship between identity and adaptation is discussed further in section 3.4.

The question ‘What is the effect of acquired dysarthria on the speaker?’ is more readily 

addressed by the information from Cant’s personal account. The themes which have 

emerged here include feelings of disempowerment, the perceived stigma attached to having 

dysarthria, the effect of dysarthria on his self-esteem and the perception that others make 

evaluations based on speech. Some of these themes are returned to later in this chapter with 

reference to relevant findings in other areas.

In the second notable ‘insider’ account of acquired dysarthria, McCrum (1998) describes 

the impact of dysarthria on him. McCrum, an editor and well-known author also suffered a 

stroke resulting in dysarthria. He, like Cant, describes the impact of dysarthria on his self

esteem. He refers to speech therapy as ‘one of the battlegrounds’ between himself and his 

wife:

“I found it humiliating to have to accept that, though my thought processes seemed unimpaired, my 
utterances needed help from a speech therapist. The failure of articulation seemed such a 
fundamental failure, and one that went to the core of my self-esteem.” (p.73)
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The enormity of the impact of stroke on McCrum’s sense of identity is emphasised by the 

following extract:

“The conundrum o f stroke recovery is that while one’s conscious efforts are devoted to recovering 
one’s lost self, the cruel fact is that this former self is irretrievably shattered into a thousand pieces, 
and try as one may to glue those bits together again, the reconstituted version o f  the old self will 
never be better than a cracked, imperfect assembly, a constant mockery o f  one’s former, successful 
individuality.” (p. 151)

He goes on to write:

“It [stroke] is an event that goes to the core o f  who and what you are, the You-ness o f  you.”
(p. 172)

The following extract from McCrum’s diary suggests that acquired dysarthria is linked to 

these changes in identity.

“Limitations o f mobility and articulacy strike at the heart o f who one is as a person.” (p. 195)

Like Cant, McCrum emphasises the impact of acquired dysarthria and stroke on his identity 

and self-esteem. This topic is returned to later in section 2.3.

While these personal accounts by Cant and McCrum provide a far greater understanding of 

the impact of acquired dysarthria than the studies carried out by Yorkston et al. (1994) and 

Antonius et al. (1996), the difficulty with personal accounts is that they provide just one 

perspective. It is difficult to ascertain if these are common experiences for other people with 

acquired dysarthria. Another question addressed in this thesis is: ‘Are some people more 

affected by their dysarthria than others?’ This question cannot be answered by the current 

literature on acquired dysarthria. One cannot assume that all people will react to acquired 

dysarthria in the same way. Clinical experience, as well as the results fi'om Yorkston et al.’s 

1994 study suggests that there are differences between speakers. How does one account for 

these differences in reaction? The relevant literature in this area is explored next.

2.2.3 Accounting For Differences In Reaction To Acquired Dysarthria

Aetiolosy o f  Dysarthria

Antonius et al. (1996) refute the earlier assertion by Yorkston et al. (1994) that people with 

Parkinson’s disease may be less aware of their dysarthria. However, the aetiology of 

dysarthria may account for some differences in reaction to dysarthria. Researchers such as 

Safilios-Rothschild (1981) and Weinberg (1988) suggest that there may be differences in 

perception of disability between congenital and acquired conditions. Safilios-Rothschild



proposes, in the absence of any supporting empirical data, that people with acquired 

disability may differ from those with congenital disability. She asserts that non-congenitally 

disabled people will have experienced at least some years as a non-disabled person and:

"may have their own prejudiced attitudes towards the disabled." (p.7)

One could argue that people who have congenital dysarthria (e.g. following cerebral palsy) 

may have accommodated dysarthria into their identity but there is no evidence to support 

this hypothesis. However, this is one factor that may account for differences in reaction and 

is a variable that needs to be considered when looking at psychosocial impact and 

experience of dysarthria.

I Severity o f  Dysarthria

Severity of dysarthria is another factor proposed by Yorkston et al., which may account for

j differences in reaction. The people with mild dysarthria in both Antonius et al.’s study and

I Yorkston et al.’s study demonstrated an acute awareness of their dysarthria. This contrasts 

with people who have severe dysarthria in Yorkston et al.’s study. Personal clinical 

experience suggests that accounting for differences in reaction by severity o f dysarthria 

impairment may be too simplistic an explanation but it is a factor that needs further 

consideration. Research in other areas of chronic illness and physical disability has 

demonstrated that there is no correlation between psychological response to a condition and 

the degree of impairment (Hunter, Robinson & Neilson, 1993; Pound & Gompertz, 1998). 

In the management of people with acquired dysarthria, it is often the severity o f the 

impairment that dictates candidacy for therapy. For example, people with a severe 

dysarthria often gain priority for therapy over those with minimal dysarthria. Acquired 

dysarthria is only formally measured in terms of body function, structure and intelligibility. 

One scale for measuring outcome. Therapy Outcome Measures (Enderby & John, 1997) 

rates impairment, disability, handicap and well-being/distress in dysarthria according to a 

clearly defined scale. There are difficulties with this however. The scale uses the earlier 

International Classification of Functioning, Disability and Health (ICIDH) (WHO, 1980) 

framework. This ignores the social and environmental barriers to participation and activity. 

The ratings are also made in the absence of any objective measurement in each of the areas 

of impairment^, disability^, handicap^ and well-being/distress. Until our assessments

* Impairment is defined by Enderby and John (1999) as dysfunction resulting from pathological changes in 

one’s system.



improve across all areas of function, it is difficult to determine if severity o f dysarthria is 

related to the impact and reaction to dysarthria.

Time Post-Onset

Antonius et al. suggest that the time post-onset of the dysarthria may account for differences 

in response to acquired dysarthria. They state that:

"It is possible that the speakers, being in an early stage of their communicative disorder, view their 
mild impairments as substantial.” (p.285)

In my opinion, Antonius et al.’s conclusions are too general. Personal clinical experience 

suggests that people ŵ ith severe dysarthria at two or three years post-onset can be as 

distressed as someone with mild dysarthria of recent onset. They may be distressed for 

different reasons but are nonetheless distressed. Reactions are highly variable and the group 

statistics o f Antonius et al.’s study seem to make light of this. However, in reviewing the 

literature on chronic illness, time post-onset is cited as a factor in adapting to illness and this 

is discussed further in section 3.5.3.

Other factors that may influence reaction to acquired dysarthria include the coping 

strategies used by individuals as well as their own perception of dysarthric speech. Both 

these factors are addressed in more detail in section 3.5 and section 4.3.1.

An explanation for differences in reaction to acquired dysarthria requires some 

measurement of impact that can be used to compare variability amongst speakers. It also 

requires an awareness of the context in which acquired dysarthria can exist. This demands a 

specific methodological approach and the combination of both quantitative and qualitative 

methodologies to explore the impact and experience of acquired dysarthria where there is 

little information available. A quantitative study would provide an overview of the impact 

of acquired dysarthria on a number of speakers looking at specific variables; a qualitative 

approach should provide information on the experience of living with acquired dysarthria.

’ Enderby and John (1999) define disability as the consequence of impairment in terms of functional 

performance.

* Handicap is described by Enderby et al. (1999) as the disadvantages experienced by the individual as a result 

of impairment and disabilities. Handicap reflects interaction and adaptation to the person’s surroundings.
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Î
The absence of any significant work in this area justifies adopting such a combined 

V approach in this thesis.

i  . ."a  further question in Chapter 1 (Table 1.1) concems the impact o f acquired dysarthria on 

iself-concept. The question: ‘Does acquired dysarthria affect the speaker’s self-concept?’ is 

posed. The literature on this is reviewed in the next section.

|2.3 The Impact of Acquired Dysarthria On Identity, Self-Concept 

And Self-Esteemi
i

Before reviewing this research, it is important to define first what is meant by the terms 

‘identity’, ‘self-concept’ and ‘self-esteem’, as one source of confusion in reviewing the 

pterature is the lack of clarity of what is meant by these terms.

j z .3 .1  Identity Versus Self-Concept Versus Self-Esteem

|[n the literature, the terms ‘self-identity’, ‘self-esteem’, ‘sense of se lf, ‘self-concept’ and 

‘self are used interchangeably. The resulting confusion is acknowledged by authors such as 

jMarsh and Hattie (1996), Ashmore and Jussim (1997), amongst others. Ashmore and 

^ussim (1997) state that:
j

"these terms point to large, amorphous, and changing phenomena that defy hard and fast 
definitions, though individual researchers and practitioners o f particular disciplines do operate 
according to widely accepted conceptual and operational definitions." (p.5)

I

However, it is apparent that there is variation even within these ‘conceptual and operational 

definitions.’ In this thesis the term ‘self encompasses identity, self-concept and self-esteem. 

Baumeister (1995) provides a good overview of ‘self ‘identity’, ‘self-concept’ and ‘self

esteem’. He states that a full understanding of the nature of self must include three things: 

the body, social identity, and the incorporation of self as an active agent in making 

decisions. Baumeister defines the identity component of self as:

j “A cluster o f meaningful definitions that become attached to the body, including a name, social
roles, membership o f  various groups, and various other attributes.” (p.52)

?| . . .
■|He emphasises the importance of unity and contmuity m understanding identity. Rosenberg 

i(1987) proposes that identity is based on feelings of personal sameness. He suggests that 

I  events, conditions or circumstances that threaten one’s sense of personal sameness could 

I  result in what he calls ‘depersonalisation’. He defines depersonalisation as:
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“the loss o f a sense o f personal identity, characteristically accompanied by a sense o f  unreality.”
(p. 193)

Cant (1997) describes a feeling of depersonalisation following his stroke;

“It was almost as if 1 was one o f the visitors visiting myself, and looking at m y unfam iliar damaged 
body. It was as though the person confined to bed was someone else and I was going through the 
motions o f explaining how they were feeling for them.” (p.298)

Having an identity is a pre-requisite for social interaction. Interacting with other people 

requires that one has some understanding of ‘You’ and ‘I’. Verbal communication is 

strongly hnked with identity (Fransella, 1972; Brumfitt, 1993; Duchan, Maxwell & 

Kovarsky, 1999).

Along with identity, people also have a great deal of beliefs or knowledge about themselves. 

This is their self-concept. Markus and Nurius (1987) define self-concept as a collection of 

self-knowledge and self-conceptions, formed through personal experiences and 

interpretation of the environment. One’s self-concept can define and determine interaction 

with the envirormient. Symbolic interactionists such as Cooley (1902) and Mead (1925, 

1934) believed that self-concept is purely a product of social interaction and that the 

appraisals of others shape self-concept. Later theories developed by researchers such as 

Shrauger and Schoeneman (1979) and Layder (1993) contend that it is the perception of 

how other people appraise them that is important.

Self-concept involves how we think of ourselves now, how we imagine ourselves in the 

future and the way we thought about ourselves in the past. While self-concept is relatively 

stable, it is also susceptible to change as the individual encounters new roles, situations and 

life-transitions (Demo, 1992). The onset of dysarthria may be one such transition. 

Baumeister (1995) also emphasises the importance of interpersonal factors in self-concept 

change. Thus, a change in interpersonal relationships or in the nature o f that relationship 

(e.g. following dysarthria) might affect self-concept. Baumeister also describes how people 

generally hold positive and often exaggerated opinions of themselves. He states that people 

will seek opportunities to make a good impression and will avoid events that present them 

in a less positive and favourable light. People with communication difficulties may thus 

avoid situations where they perceive that they will present themselves negatively.

The number of self-conceptions that we hold about ourselves is vast. Not all of these self

conceptions can be readily accessed. For example, when one is asked to describe one’s self,
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there may be contradictions in these descriptions and there are also aspects of self that we 

may forget or are unable to recall at that time. Only a number o f self-conceptions are 

accessible at any given time. Markus and Kunda (1986) introduced the notion of a working 

self-concept to describe the set of self-conceptions that are readily accessible in thought and 

memory. This is an important theory for the assessment of self-concept and one which may 

account for some variability in response.

Assessment of self-concept is often carried out to gain further insight into identity and self

esteem. Sarbin (1986), McAdams (1993) and Hill (1997) discuss the fact that a sense of 

personal identity is created and maintained through telling one’s life story. This life story is 

created from the perceptions of one’s past, present and future life. Earlier, McCrum 

compares his Past with his Present Self Assessing self-concept through looking at Past and 

Present Self can be seen as a way of accessing particular aspects of identity at a specific 

point in time (Ellis-Hill & Horn, 2000). Assessing self-concept also provides some 

information on self-esteem as it is one component of self-concept.

Self-esteem is viewed as one of the core features of self-concept. It is the generalised or 

global evaluation of the self It can be sub-divided into two main processes: self-evaluation 

and self-worth. Self-evaluation involves the comparison between Real Self and Ideal Self 

(i.e. differences between how the person perceives him or her self now and how he or she 

would like to be). This provides important information with regard to motivation. Self- 

worth involves feeling that self is important and useful. Direct experiences which convince 

people that they are competent are important to self-esteem. Social feedback is also an 

important influence (Baumeister, 1995):

“particularly the reflected appraisals o f significant other people, (p. 78)

Negative feedback, or perceived negative feedback, can therefore have a negative effect on 

self-esteem.

This section has clarified what is meant by the terms identity, self-concept and self-esteem. 

These definitions emphasise the importance of social interaction in maintaining and 

supporting these areas. Taking a symbolic interactionist perspective, if communication is 

affected to the extent that it affects social interaction, it is anticipated that people might 

experience an impact on their identity, self-concept and self-esteem. The converse is also 

true. If a condition or an event causes a disruption to identity, self-concept or self-esteem.
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this too may affect social interaction. Perhaps the strongest theme emerging from both Cant 

and McCrum’s accounts is the impact of stroke and acquired dysarthria on their identity, 

self-concept and self-esteem. Literature on the relationship between acquired dysarthria and 

these domains is discussed further in the following section.

2.3.2 Review O f Literature On The Relationship Between Acquired Dysarthria, 

Identity, Self-Concept and Self-Esteem

I could find just one paper that refers to this relationship. Tanner and Gerstenberger (1988) 

suggest that people with neuropathologies of speech and language suffer loss o f self as a 

result of these acquired communication disorders. Tanner et al. include dysarthria, aphasia 

and apraxia in this discussion although they do not base their assertions on any empirical 

data, nor do they differentiate between reactions to the three types o f disorders. They 

propose that there are three dimensions of loss experienced by people with acquired 

neurological communication disorders:

• Loss o f  Person refers to the ‘psychological separation from loved ones’. Tarmer et 

al. (1988) state that:

“meaningful verbal communication is denied the participants in the relationship because o f  the 
neuropathologies o f speech and language.” (p.79)

• Loss o f Se lfis linked to loss of function. Tanner et al. assert that:

“Loss o f  se lf occurs when a person perceives that he/she no longer possesses some aspects o f  
his/her physical or psychological integrity. Loss of function, one aspect o f loss o f  self, occurs when 
a person experiences an irreversible inability to perform as he/she once did naturally.” (p.80)

• Loss o f Object refers to actual or symbolic loss of external objects such as financial 

income which may signify loss of independence. Tarmer et al. suggest that people 

experiencing these losses will experience a grief reaction to loss. This is discussed 

further in section 3.3.

This is all speculative. While Tanner et al. suggest that people with acquired dysarthria 

might experience some impact on identity and self-concept, it is difficult to confirm this in 

the absence of specific data in this area. The data from literature on aphasia and head-injury 

suggests that the changes associated with these acquired conditions can have an impact on 

identity and self-concept. It is appropriate to look at the literature from this area. Le Dorze 

et al. (1996) suggest that there may be a common experience to all communication



disorders. Certainly there are many similarities between aphasia and dysarthria. Aphasia, 

like dysarthria, is an acquired communication disorder and is a common consequence of 

stroke. Unlike dysarthria, it involves an impairment o f language function. Closed head 

injury is also an acquired traumatic condition and can result in dysarthria. Specific research 

has been carried out on self-concept with people with aphasia and closed head injury, which 

is worth reviewing.

2.3.3 The Impact Of Aphasia And Closed Head Injury On Identity And Self- 

Concept

Brumfitt and Clarke (1983), Brumfitt (1985, 1993), Parr et al. (1997) and Byng et al. (2000) 

all suggest that the impact of aphasia can be viewed as a major change in a person’s life and 

thus it can affect identity and self-concept. The personal accounts o f people with aphasia 

(Ireland & Black, 1992; Parr et al., 1997; Newborn, 1997) clearly emphasise this point. 

Brumfitt and Clarke (1983) state that:

"Loss o f speech may be experienced not simply as an external loss apparent to everyone but also a 
mutilation o f  the person's identity or even a contradiction o f his/her self-definition." (p.91)

The following quote from Kiran in Parr et al.’s study calls attention to these changes:

“I always compare m yself.. .when I’m in front of the mirror I see Kiran Mark One. But I’m  Kiran 
Mark Two. That is the hardest part.. .1 have changed. I want to become the Kiran Mark T w o.. .I’m 
finding it hard to take the new Kiran along as I am now.” (p.l 14)

The people with aphasia in Le Dorze et al.’s study felt that they were:

“... changed persons; not as fast as before, not right anymore, more reserved.” (p. 554)

However, despite the references to changes in self-concept and identity noted by people 

with aphasia, there is little hard evidence available by way o f specific measurement o f self- 

concept and identity. This is largely because many assessments in this area are unsuitable 

for people with aphasia. More recently, a specific assessment for people with aphasia, the 

Visual Analogue Self-Esteem Scale (VASES) (Brumfitt & Sheeran, 1999), has been 

devised which should allow for more detailed assessment in this area. In an earlier study, 

Brumfitt (1985) used a personal construct approach (Kelly, 1955), using repertory grids 

with a group o f seven people who had moderate to severe aphasia to investigate their grief 

reaction to loss. Brumfitt found that all the people in the study construed themselves 

differently in the present as compared to the past. The elements o f Past Self and Ideal Self 

were very closely related suggesting that in grieving for its loss, Past Self may be idealised.
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This study yielded important information not only on the loss o f identity but also on the 

consistency o f response across this small group o f people with aphasia.

Differences between Past, Present and Future Self have also been explored in a number of 

studies with people following closed head injury. Tyerman and Humphrey (1984) examined 

self-concept in 25 people with severe closed head injury using a specifically-devised 

semantic differential scale. This Head Injury Semantic Differential (HISD) scale looked at 

Past Self, Present Self, and Future Self on a range of bipolar constructs. Tyerman and 

Humphrey found marked differences between Past and Present Self in these people with 

severe head injury. People described themselves as more worried, unhappy, dissatisfied, 

forgetful and dependent following their head injury. Their ratings o f Future Self suggested 

unrealistic expectations for recovery with people anticipating a return to their pre-morbid 

self within a year. A further study was carried out by Tyerman (1987) looking at changes in 

self-concept in 20 people with severe head injury, 30 people with less severe head injury 

and 36 people with physical impairment arising from orthopaedic conditions. The people 

with severe head injury showed marked changes in self-concept with fewer dramatic 

changes noted in the less severe head injury and the orthopaedic groups. Wright and Telford 

(1996) carried out a comparable study on 36 people with minor head injury. They also used 

the HISD scale and found similar results to Tyerman et al. (1984) and Tyerman (1987) with 

people rating their Present Self more negatively than Past Self They too found from ratings 

of Future Self that the people in their study had unrealistic expectations for recovery.

These studies suggest that an acquired condition such as aphasia or closed head injury can 

affect identity and self-concept. The literature on chronic illness also emphasises the effect 

of an acquired chronic condition on self-concept. This is referred to again later in section 

2.5.2 but is worth noting here. Charmaz (1983) suggests that the most fundamental form o f 

suffering in people with chronic illness is loss of self. As well as suffering ‘restricted lives’ 

and ‘social isolation’, people with chronic illness are at risk o f ‘being discredited’ and 

‘burdening others’ because o f chronic illness. Discreditation occurs when the person fails to 

meet with his or her definitions of self. Charmaz suggests that these experiences result in a 

loss o f identity and self-concept.

"As they suffer losses of self from the consequences of chronic illness and experience diminished 
control over their lives and their futures, affected individuals commonly not only lose self-esteem, 
but even self-identity. Hence suffering such losses results in a diminished self." (p.168-169).
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These studies, along with the earlier accounts by Cant and McCrum, suggest that self- 

concept is an important area to explore in people with acquired dysarthria. The information 

obtained from examining this area has important implications for the management o f people 

^with acquired dysarthria. Brumfitt et al. (1999) state that:

“There is a huge and compelhng literature on the perception o f self that could enhance our 
understanding of people who have communication problems. By informing ourselves about the 
effect upon self we would arm ourselves better to cope with therapeutic intervention because we 
could explore the relationship between therapeutic outcome and self-understanding.” (p.21)

fxhe importance of positive self-concept is emphasised by a number o f authors. Koehler 

i(1989) in a study of self-concept in people with spinal cord injury suggests that there is a 

^relationship between positive self-concept and rehabilitation outcome. According to 

ICoopersmith (1967), people with positive self-concepts are more accepting, more likely to 

lead active lives and to have a sense of self-determination. Tyerman et al. (1984) emphasise 

, the importance of having a realistic notion of self-concept for successful rehabilitation.

The findings from studies that have explored changes in specific constructs (e.g. the HISD 

scale) suggest that it may also be important to examine if there are changes to specific 

constructs associated with Past and Present Self The constructs that demonstrated change in 

Tyerman et al.’s study suggest that some of these may be specific to closed head injury (e.g. 

‘forgetfiil’). In a later study, by Ellis-Hill and Horn (2000) that looked at self-concept in 

people with physical impairment following stroke, change was apparent on different 

constructs. Ellis-Hill et al. also looked at self-concept in a matched group o f people without 

stroke. They again used the HISD scale and found that people with physical impairment 

following stroke perceived themselves as being less capable, less independent, less in 

control, less satisfied, of less value, less active, less interested and less confident than prior 

to their stroke. In contrast, there were no significant differences between Past and Present 

Self in the matched control group. There were some similarities between perceptions in 

Ellis-Hill et al.’s study and Tyerman et al.’s study, in that both groups perceived themselves 

to be less independent but also perceived themselves to be still friendly and caring. This 

suggests that there may be similarities and differences between the perceptions o f people 

with head injury and people with physical impairment following stroke. Use o f the HISD 

scale with people who have acquired dysarthria would allow for comparison between 

people with closed head injury and physical impairment and people with acquired 

dysarthria.
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I One further question on self-concept that will be addressed in this thesis is whether self- 

concept changes over time (Table 1.1). This is taken up in the following section.

I
2.3.4 Change In Self-Concept Over Time

Charmaz (1983) and Nettleton (1995) amongst others, discuss the fact that identity and self- 

concept can change over time as people leam to live with their conditions. The quote from

>, Cant (1997) in section 2.2.2:
i

“I think I can live with the new me.” (p.304)

implies that change occurs as part of adaptation and does suggest that re-assessment o f self- 

concept after a period of time may yield important information on changes in this area. The 

relationship between changes in self and adaptation is discussed further in Chapter 3. In the 

study by Tyerman (1987), the HISD scale was repeated on people with severe head injury at 

a follow-up session after rehabilitation. He found that while physical and cognitive ability 

had improved slightly, marked changes in self-concept remained. Some changes in Future 

Self were noted with people being more realistic about expectations for further recovery. 

This finding suggests that changes to self-concept may be independent o f changes at the 

physical or impairment level. Tyerman found that personality and distress levels on 

assessment for these people had deteriorated at follow-up and he suggests that this may 

account for the lack o f improvement in self-concept. This finding has implications for 

outcome measurement and what constitutes success from a rehabilitation perspective. It is 

not clear if  people with progressive dysarthria experience change to self-concept with 

deterioration in the condition or if self-concept remains static over time. Thus it may be 

important to re-assess self-concept after a specific time period, particularly if  we are to leam 

more about this area in people with acquired dysarthria.

The literature presented so far has added weight to the argument for using both qualitative 

and quantitative methodology in this thesis. It also justifies the investigation o f self-concept 

in people with acquired dysarthria. However, this research yields little information on areas 

to investigate when looking at both the psychosocial impact and experience o f acquiring 

dysarthria. Given the limited research in the field of acquired dysarthria, it is necessary to 

look at literature in other related areas. Findings predominantly from research in aphasia are 

reviewed in an attempt to gain further insight into the impact o f acquiring and living with
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1
dysarthria, as well as highlighting areas that may warrant investigation in people with 

^  acquired dysarthria.

2.4 The Psychosocial Impact And Experience Of Aphasia

As stated earlier, there is a growing body of literature on the psychosocial consequences and
I experience of aphasia (Parr, 1994; Jordan & Kaiser, 1996; Le Dorze et al., 1996; Parr et al., 

1997; Muller, 1999; Code, Muller & Hermann, 1999; Byng, Pound & Parr, 2000). The 

I literature reviewed here is largely based on qualitative data obtained from people with 

aphasia. Where relevant, reference is made to research findings from other acquired 

if communication disorders. The psychosocial impact of aphasia on lifestyle is considered 

first.

2.4.1 Psychosocial Impact O f Aphasia On Lifestyle

Studies by Parr (1994) and Parr et al. (1997) show clearly that aphasia has a significant 

effect on a range of areas including employment, finances, leisure and social activities.

Impact on Employment

These studies highlight the difficulties that people have in returning to work following the 

onset o f aphasia. In Parr et al.’s study, 50 people with aphasia following stroke were 

interviewed. O f these, only one person returned to the same employment as before on a full

time basis. Although the authors identify a number of alternatives that may be possible such 

as adapting work patterns, changing jobs, re-training, doing voluntary work or embarking 

on an education or training course, these options are not always feasible. Apart from 

language and communication barriers, the personal accounts of people with aphasia indicate 

that there are considerable environmental^, attitudinal and structural barriers to taking up 

these alternatives.

Environmental barriers include:

• Background noise,

• People speaking too quickly,

’ They define environmental barriers differently to the ICF (WHO, 2001) framework (see section 1.2). The 

term here refers to the barriers encountered in the physical and communication environment.

This refers to resources, opportunities, services and support
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• Feeling under pressure to speak,

• People using more complex language.

Attitudinal barriers include:

• Ignoring the person with aphasia,

• Not understanding about aphasia,

• Not wanting to know about aphasia,

• Patronising attitude towards person with aphasia,

• Prejudice against people with aphasia.

Structural barriers include:

• Lack of information on services, facilities, even on aphasia,

• Lack of resources to help person,

• Lack of support.

People with acquired dysarthria who rely on verbal communication to carry out their work

may also be unable to return to their previous employment, particularly if  their dysarthria is 

severe. Professions that rely on clear articulate speech (e.g. telephonists, lecturers, teachers, 

receptionists, secretaries, sales representatives) may be particularly vulnerable. The external 

barriers that people with acquired dysarthria confront are also unknown but it is suspected 

that they too will encounter similar environmental, attitudinal and structural barriers. The 

people with acquired dysarthria in Antonius et al.’s 1996 study (section 2.2.1) found a 

number o f speaking situations difficult suggesting that people with dysarthria encounter 

envirormiental communication barriers. People in Yorkston et al.’s 1994 study perceived 

that others were ‘more solicitous’ and ‘more punishing’ suggesting that people with 

dysarthria may also confront some attitudinal barriers. Loss o f employment can have also 

financial implications for the person and their family.

Financial Implications o f  Aphasia

Jordan and Kaiser (1996) discuss the financial consequences o f aphasia that are linked into 

employment. They propose that:

“The impact on a person’s income on becoming aphasic will in most cases depend primarily on 
that person’s position vis-a-vis the employment market.” (p.23)
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B x h is  depends on whether the person was retired, unemployed or employed before becoming 

laphasic. In the latter case, the person will not have had any state benefit and is likely to 

suffer more. Either way, Jordan and Kaiser state:

“Any sudden and unexpected reduction in income is likely to have a major impact on lifestyle.”
(p.23)

Jordan and Kaiser also point out that the financial consequences o f  aphasia have

f implications for the family, particularly if  the person was in full employment before the 

stroke. If  already feeling dependent as studies by Tyerman et al. (1984) and EHis-Hill et al. 

(2000) suggest then this can add to the person’s feelings of helplessness.

1
People with acquired dysarthria may also experience a reduction in income particularly if  

j they were employed before the onset of dysarthria and this employment relied on verbal 

communication. This may have implications for the person’s family. A reduction in income 

has consequences for participation in leisure activities. This is discussed next.

Impact o f  Aphasia on Leisure Activities

If people have experienced a reduction in income, they may no longer be able to afford to 

partake in leisure activities (e.g. going out socially for a drink or meals, pay for club 

memberships etc). Parr et al. discovered a number o f other factors that also influenced the 

person with aphasia’s participation in leisure activities. These included language 

impairment, physical factors, attitudinal factors and organisational factors. While people 

with dysarthria may not experience language impairment, clinical experience suggests that 

they may experience physical, attitudinal and organisational factors:

• Physical Factors. These refer to the physical impairment that can co-exist with both 

acquired aphasia and dysarthria. Many people with acquired dysarthria also have ^

physical impairment either as a consequence of stroke or head injury, or because o f 

a progressive neurological disease (e.g. Parkinson’s disease, multiple sclerosis).

Like people with aphasia, they may be unable to take part in active sports such as 

golf or walking and may be unable to drive or access public transport. In addition, 

people with acquired dysarthria can have a co-existing dysphagia (Martin & Corlew, 

1990; Gresham, 1990; Grant, 1996). Along with the communication difficulty, 

dysphagia can make it difficult or impossible for them to go to the pub or out 

socially for a meal with friends.
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Attitudinal Barriers. Such barriers experienced by people in Parr et al.’s study 

included embarrassment, feeling incompetent, depression and lack o f  confidence, as 

well as loss of language. Based on my own clinical experience, people with acquired 

dysarthria may also encounter these barriers.

Organisational Barriers. These refer to barriers associated with organising 

activities. Parr et al. found that people with aphasia had difficulty getting 

information, arranging to meet people, organising attendance on courses etc. Le 

Dorze et al. (1996) found that people with aphasia in their study had difficulty using 

the telephone and thus avoided it. Although these people have an additional 

language difficulty, people with other communication difficulties also find using the 

telephone difficult. James, Brumfitt and Cudd (1999) found that people with 

stuttering impairment encountered difficulty using the telephone and found that 

making calls was more difficult than receiving them. From clinical experience, I 

know that some people with acquired dysarthria encounter difficulty making 

telephone calls and asking for information verbally. The people in Antonius et al.’s 

study considered such situations where there was a demand for increased 

intelligibility to be difficult. This may be attributed to the lack of non-verbal 

strategies that people with acquired dysarthria rely on in face-to-face interaction. It 

may also be due to the negative reactions of listeners when using this mode of 

communication. Other people’s perceptions of dysarthric speech can be negative. 

This is discussed fiirther in section 4.3.3.

Impact on Social Activities

People with aphasia can experience significant changes in their social activities because of 

aphasia (Herrmann & Wallesch, 1989; Lafond, Joanette, Ponzio, Degiovani and Taylor- 

Samo, 1993; Simmons-Mackie & Damico, 1996; Le Dorze et al., 1996; Zemva 1999). This 

change in social life can affect both the person and his or her family. These changes can 

occur as a result o f the financial, attitudinal and organisational barriers described above as 

well as the effect of language impairment on communication itself. Relationships may be 

more difficult. In Parr et al.’s study, they found that aphasia had a dramatic effect on 

friendships. They highlight three main factors that were noted to be obstacles to friendship 

in aphasia:
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v  a) Changes to work and Hfestyle,

1  b) Changes to particular aspects of communication,

J  c) Attitude o f friends and of person with aphasia.

jT hese factors may also be obstacles for people with acquired dysarthria. People with 

I  acquired dysarthria experience changes to verbal communication also, which may be an 

lobstacle to friendship. Change in the nature of communication may make friends and 

I  acquaintances feel uncomfortable, particularly if speech is unintelligible. As a result, it is 

3 suspected that people with acquired dysarthria may also experience a change to their social 

I  life because of dysarthria.

 ̂These findings from the research on aphasia suggest that it is appropriate to examine

r changes in lifestyle in people with acquired dysarthria. It is anticipated that people with
1

) acquired dysarthria will share many of the experiences of people with aphasia. These 

 ̂changes in lifestyle can have a psychological effect on the person. The literature on the 

effect o f aphasia on the person is considered further in the following section.

, 2.4.2 The Effect O f Aphasia On The Person

The effect of aphasia on the person can be profound. This is evident from the accounts 

provided by Parr et al. as well as personal accounts provided by people such as freland et al. 

(1992) and Newborn (1997). The effects on self-concept, identity and self-esteem have 

already been discussed. This section discusses other aspects o f psychological impact as well 

as the perceptions and impact of stigma associated with aphasia. The effect of aphasia on 

the person’s role and responsibilities is also considered.

Psycholosical Impact on the Person

The research on the psychological impact of aphasia initially focused on depression. 

Aphasia and dysarthria are both common consequences of stroke and there are extensive 

accounts o f depression following stroke (see Starkstein & Robinson, 1988; House, Dennis, 

Warlow, Hawton & Molyneux, 1990). Wahrborg (1991), Lafond et al. (1993) and 

Herrmann and Wallesch (1993) distinguish between the emotional responses associated 

with the location and site of the stroke and the reactions associated with the consequences 

I of stroke. Herrmann et al. (1993) suggest two separate causes of depression following
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1
$troke: primary and secondary. The onset o f primary depression is usually apparent in the

I

iirst three months following stroke and is related directly to the brain damage. It is mainly 

(paused by neurobiochemical changes and is not related to the emotional reactions to losses 

(aused by the stroke. The onset of secondary depression usually develops within the first six 

tnonths. This is a reactive depression to the neuropsychological, psychosocial and 

functional consequences of stroke. Depression, both primary and secondary, is therefore 

tommon in people with aphasia. There is some literature on the incidence o f depression in 

t)ther neurological conditions which cause dysarthria. Depression is common in people who 

lave progressive neurological conditions such as Parkinson’s disease (Murray, 1996) and 

motor neurone disease (Montgomery & Erikson, 1987; Hunter, Robinson & Neilson, 1993). 

Murray debates whether some of the causes of depression in Parkinson’s disease can be 

ittributed to neuro-chemical changes (primary depression) rather than to emotional 

teactions to a condition (secondary depression). Researchers such as Montgomery et al. and 

Hunter et al. report an incidence of depression in 50-60% of people with motor neurone 

disease. Both studies found no association between disease severity and depression and 

iuggest that depression is related to the functional problems associated with motor neurone 

disease (i.e. secondary depression). This literature on depression in people with stroke and 

progressive neurological conditions highlights the need to take both primary and secondary 

depression into account when looking at the impact and experience o f acquired dysarthria. 

There is no research to my knowledge on the incidence of depression following stroke in 

people who have dysarthria, or even the incidence of dysarthria after stroke for that matter. 

These people are vulnerable to both primary and secondary depression as they too suffer 

brain injury. It is anticipated that they may also suffer neuropsychological, psychosocial and 

functional changes.

Stisma Associated with Aphasia

People with aphasia perceive that there is a stigma attached to having aphasia. Aphasia is 

not ‘visible’ and as a result, people with aphasia may try to keep it hidden (Parr et al., 

1997). This is discussed further with reference to adaptation strategies in Chapter 3. 

Herrmann et al. (1989) suggest that the stigma attached to having an impairment o f body 

Structure or fianction may result in a decrease in the range o f social contacts with fi*iends and 

acquaintances. People with aphasia are not alone in having to cope with this perceived 

stigma. Papathanasiou, MacDonald, Whurr, Brookes and Jahanshahi (1997) investigated 

perception of stigma associated with spasmodic dysphonia in 73 people. Like aphasia and
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dysarthria, spasmodic dysphonia is an acquired communication disorder. Like some types 

of dysarthria, it involves distortion of the voice. People in this study by Papathanasiou et al. 

perceived that others avoided them. They perceived that they were unattractive and avoided 

people. They felt self-conscious, and felt different to others. They were also apologetic to 

others because of their voice. Avoidance of others and feelings of being avoided by others 

were the main indicators of stigma. Like aphasia and spasmodic dysphonia, it is suspected 

from Cant’s account earlier in section 2.2.2 that people with acquired dysarthria too 

perceive that there is a stigma attached to having a communication difficulty. It is not 

known how people with acquired dysarthria react to this perception of stigma if it exists.

Effect on Roles and Responsibilities

The literature suggests that people with aphasia also have to deal with changes in roles and 

responsibihties which can have a negative effect on the person. Samo (1993), Herrmann et 

al. (1989) and Servaes et al. (1999), emphasise these change in roles and responsibilities 

that can accompany aphasia. People with aphasia in Parr et al.’s (1997) study describe a loss 

of role associated with loss of employment. Eighty percent of people with aphasia in 

Herrmarm et al.’s study were unable to carry out domestic responsibilities and tasks 

suggesting a change in their previous role. Role changes can occur within households which 

can affect relationships and add to the stress or tension experienced between people with 

aphasia and their partners or spouses. Servaes et al. reported that communication difficulties 

and role changes within the family were the most commonly-cited problems described by 

carers. Although undocumented, people with dysarthria may also experience a change in 

role and responsibilities as they too experience difficulties with verbal expression. While 

they do not have difficulty with receptive language, tasks such as making phone-calls, 

organising activities, negotiating verbal transactions and seeking information can be 

difficult.

In view of the lack of information on the psychosocial impact of acquired dysarthria on the 

person, this literature on aphasia suggests that there may be many common experiences for 

people with acquired dysarthria. This strengthens the case for examining this area further if  

we are to enhance our understanding of the psychosocial impact of acquired dysarthria and 

thus improve our management of this population. Our knowledge of the experience of 

becoming dysarthric can be extended further by examining the literature on chronic illness. 

This is presented next.
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■ 2.5  The Experience Of Chronic Illness

■  While the literature on aphasia has increased our knowledge o f  the impact and experience of

■  living with this acquired communication disorder, the literature on chronic illness adds a

■  further dimension to this understanding. Sociologists such as Bury (1982, 1988, 1991,

■  1997), Charmaz (1983, 1994, 1995), Kleinman (1988) and Radley (1994) have contributed 

■m uch to our understanding of the experience o f chronic illness. While aphasia is a chronic

■  condition, Brumfitt (1999) rightly points out that this literature to date has generally ignored

■  people with communication difficulties. Many of the conditions described in the literature 

;^on  chronic illness (e.g. Parkinson’s disease, multiple sclerosis, motor neurone disease) are 

la ls o  accompanied by dysarthria. Understanding the experience o f people with chronic 

1  illness can increase our comprehension o f the consequences o f living with an acquired 

I  chronic condition. Two themes from the chronic illness literature will be discussed here as

they are relevant to understanding the experience of acquired dysarthria. The first relates to
.■t*

f the importance o f understanding the meaning of illness. The second relates to the notion 

I that chronic illness can lead to what Bury (1982) refers to as ‘biographical disruption’.

 ̂2.5.1 Understanding The Meaning Of Acquired Dysarthria

’ A number o f authors discuss the importance o f understanding what a condition means to the 

person. This meaning can differ greatly to the meaning and perceptions attached to a 

condition by people involved in the medical care and rehabilitation o f the person 

(Kleinman, 1988; Le Dorze et al., 1996). The clinician’s interpretation o f  the consequences 

o f aphasia and acquired dysarthria may be different to the individual’s interpretation. Le 

Dorze et al. found that people with aphasia described their comprehension problems 

differently to scientists and clinicians. They suggest that the differences noted in their study 

related to differing dimensions o f comprehension. The people with aphasia in Le Dorze et 

al.’s study described very specifically their difficulties with comprehension and the 

psychological impact o f these difficulties. Some examples o f their descriptions include:

“Maybe I am slower in thinking.”

“We are not right any more.”

“I do not accept that I am not the fast person I was.”

With regard to chronic illness, Abram (1972) states that:



“In order to work therapeutically with this group of patients [people with chronic illness] one must 
have an understanding of the meaning of the illness to the patient and the unconscious conflicts 
associated with it.” (p.663)

his is emphasised further by Kleinman (1998):

“There is evidence to indicate that through examining the particular significance o f a person’s 
illness, it is possible to break the vicious cycles that amplify distress.” (p. 9)

lury (1988) distinguishes between two meanings of illness: consequence and significance, 

'he first meaning relates to the consequences of the illness for the person. This refers to the 

d isrup tion  of everyday life by the symptoms of the illness. For example, Finder (1988) 

'^escribes how people with Parkinson’s disease are constantly ‘striking balances’ managing 

Jtheir drug regime and attempting to minimise their side-effects. These people have to deal 

ilwith the unpredictability and uncertainty of the condition. Jonsson, Dock and Ravnborg 

^(1996) refer to the fatigue experienced by people with multiple sclerosis. People with motor 

• neurone disease have to deal with a rapidly deteriorating terminal condition that has a 

variable course depending on the sub-type of the disease present. These are the 

consequences of illness for these people. In the following extract, Charmaz (1983) describes 

the consequences of chronic illness for people in her study:

“The illness becomes the focus of their lives as treatment regimens, periods o f discomfort, medical 
appointments and the problematics of mundane activities structure and fill their days.” (p. 172)

The second meaning refers to the significance of the illness for the person. Bury argues that 

different conditions carry different connotations and imagery. The connotations attached to 

specific conditions can have a significant effect on self-perception and the person’s 

perception of how others see them. This relates to the people’s perception of the stigma 

attached to different conditions. This perception of stigma and fear of being ‘discredited’ 

can lead to social isolation as people reduce social contacts. People identify potential areas 

for discreditation. Charmaz states that experiences where the person is discredited, 

embarrassed, ignored or devalued in some way results in growing isolation and a re- 

evaluation of self-concept. This discreditation can arise out of interactions with others or 

from the person’s self-expectations. It is suggested that people with dysarthria also risk 

being discredited. Cant (1997) described earlier his concerns about how others would 

perceive him. This emphasises the importance of exploring how people with dysarthria 

perceive other people’s reactions to their speech. These perceptions will influence 

behaviour. Charmaz discussed how people restricted their lives rather than be discredited. If 

the person with dysarthria experiences negative reactions from people during interactions, 

^^ th is  might have an impact on communication behaviour. This suggests that it is not
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fufficient just to explore perceptions of dysarthric speech but also to look at how other 

eople’s reactions affect communication behaviour. In this way, one can look further at the 

significance of the illness for the person.

^ o th  Charmaz (1983) and Pinder (1988) found that social isolation was part of the 

experience of living with chronic illness. As well as voluntarily reducing social contacts, the 

|ack of participation in work outside the home resulted in social isolation for most o f the 

people in Charmaz’s study. Long periods of hospitalisation with removal fi'om previous
i

‘social worlds’ also weakened the bonds with social contacts. According to Charmaz, 

|)eople with chronic illness perceive that they become a burden as they become more 

l^ependent and immobile. This has a further impact on self-concept and identity as discussed 

parlier in section 2.3. Becoming a burden is associated with loss of independence and 

jfeeling useless. It is unknown if people with acquired dysarthria perceive that they are a 

burden but it is suspected that a reduction in communication skills particularly for more 

severely dysarthric speakers can result in a feeling o f dependence. These are the meanings 

o f illness or the significance of illness for these people.

In exploring the experience of acquired dysarthria, it is therefore important to explore the 

meaning of dysarthria, both in terms of its significance and consequence for the person. I 

propose that it is particularly important to look at acquired dysarthria in the context of the 

neurological illness in which it exists. The meaning of dysarthria for the person may be 

influenced by co-existing physical disability against a background of a condition that is 

deteriorating rapidly. Herrmann, Freyholdt, Fuchs and Wallesch (1997) state that the 

implications of what illness means to the person and his or her family is more important 

than the neurological condition. The fact remains that conditions such as motor neurone 

disease, Parkinson’s disease and multiple sclerosis are progressive and degenerative. 

Conditions differ. Worthington (1996), for example, suggests that the rapidly progressive 

nature of motor neurone disease presents almost unique psychological problems for the 

person and his or her carer. People with these multi-system conditions can become 

dependent, immobile and possibly anarthric very quickly as their conditions progress, thus 

forcing continuous change in the experience and impact of the condition. Pinder (1988) in 

discussing Parkinson’s disease states that:

“Patients are engaged in constant revisions as perceptions of disability and handicap change and
life options are modified or reduced Strategies of acquiescence, avoiding, covering, combating
and accommodation are recurrent stages in people’s illness careers.” (p.81)
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I propose that the meaning and the context of the illness, both social and medical, cannot be 

ilivorced. This highlights the importance of taking a holistic approach to examining the 

Experience of acquired dysarthria, and examining its impact relative to other worries, 

concerns and limitations imposed on the person by the neurological condition itself.

I

2.5.2 Biographical Disruption

feury (1982) refers to the onset of chronic illness as a ‘biographical disruption’. He suggests 

that when people are trying to make sense of their illness, they try to locate it within the 

Context of their past lives. Their biography has been disrupted in some way by the 

{ondition. Behaviours that were previously taken for granted, are disrupted. People try to 

leek explanations for the illness which results in rethinking one’s ‘biography’ and self- 

Concept. This has implications for what coping strategies the person will use and will be 

discussed further along with adaptation strategies in the next chapter. The notion of a 

disrupted biography is important as it re-emphasises the involvement of identity, and self- 

Concept in acquired chronic conditions.

2.6 Summary And Conclusions

This chapter has explored the available literature on acquired neurological dysarthria and 

draws on research from other areas such as aphasia, closed head injury and chronic illness. 

The literature on aphasia highlights the psychosocial impact of an acquired communication 

disorder on the person. It is proposed that people with acquired dysarthria also experience

changes in lifestyle and are forced to confront the attitudinal, environmental and social

barriers faced by people with aphasia. It is therefore appropriate to explore the impact of 

acquired dysarthria in an effort to increase our understanding of this area. The literature on 

aphasia, closed head-injury and chronic illness emphasises the impact of these conditions on 

identity, self-concept and self-esteem. The relationship between social interaction, identity 

and self-concept stresses the importance of examining this area in people with acquired 

dysarthria. The personal accounts of people with acquired dysarthria and aphasia as well as 

the chronic illness literature suggest the importance of exploring the experience of 

dysarthria, discovering its meaning for the person. The frequent co-existence of dysarthria 

with other chronic neurological conditions suggests that the meaning of acquired dysarthria 

in terms of its consequences and significance must be looked at within the medical, social 

and psychological context of that condition.
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ibne final point needs to be mentioned. The Hterature reviewed here presents a negative 

view of these conditions on the person. Dakof and Mendelsohn (1986) as well as Lindsey 

(1996) warn of the dangers o f ignoring the perspective o f those who are not concerned

Ibout their condition or who see themselves as having changed for the better and not the 

/orse by their conditions. This calls attention to the importance o f including people who are

Jot concerned about their dysarthria or who perceive that dysarthria has not had a negative 

npact on them in the study so that a balanced perspective on the condition can be obtained.

bllowing on from this literature on the impact and experience o f acquired dysarthria, thej
Examination of how people accept, adapt and cope with their dysarthria is an integral part o f 

l^nderstanding how people live with dysarthria. Little if  anything has been written to date in 

tfiis area. People with acquired dysarthria have been accustomed to communicating 

l^aturally before the onset of dysarthria and have to come to terms with an acquired 

Communication disorder and the consequences of that disorder. This is discussed in the next 

cjhapter.
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i. LITERATURE REVIEW: ACCEPTING, ADAPTING TO, 

AND COPING WITH ACQUIRED DYSARTHRIA

3.1 Introduction

This chapter begins with an explanation of what is meant by acceptance, adaptation and 

Ctoping in the context of this thesis. In the literature, the terms ‘accept’, ‘adapt’ and ‘cope’ 

tre often used interchangeably with an assumption that the reader understands what is 

meant precisely by the terminology. In this thesis ‘accept’, ‘adapt’ and ‘cope’ are used 

separately with clear definitions of what is meant by each term.

The current literature on these three areas is reviewed. In the absence of significant studies 

in acquired dysarthria, findings extracted from literature on aphasia and chronic illness will 

be used to frame the case for looking at this area in people with acquired dysarthria.

3.2 Acceptance Versus Adaptation Versus Coping

In this thesis the terms ‘acceptance’, ‘adaptation’ and ‘coping’ are used separately, not to 

represent distinct stages of this highly complex process, but rather to explore more 

^ecifically how someone with acquired dysarthria changes to accommodate dysarthria, 

whether that accommodation is successful and how the person mobilises resources to reach 

that stage. Other models of studying individuals’ adjustments to illness have been proposed 

(e.g. Radley & Green, 1987). However, these terms are chosen amongst the multitude of 

others available (e.g. adjust, acclimatise, accommodate) as they serve to expose how people 

might come to live with their dysarthria.

For the purposes of this thesis, ‘acceptance’ is defined as the final stage of the grief 

response to loss and is based on earlier work by Kiibler-Ross (1969) and Tarmer and 

Gerstenberger (1988). ‘Adaptation’ is defined as the process of changing one’s self and life 

in a positive manner to accommodate dysarthria and is based on research by Charmaz 

(1994, 1995). ‘Coping’ involves the use of specific actions and strategies already 

documented in earlier research (Viney & Westbrook, 1984; Bury, 1991; Parr, 1994). The 

following sections describe each term in more detail and incorporate a review of the 

relevant literature in these areas.
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3.3 Acceptance

/.ccording to Kiibler-Ross (1969), the sequence of emotions involved in the grief reaction to 

loss following the death of a loved one is as follows: denial, anger, bargaining, depression 

ind acceptance. While it is acknowledged that death is not directly comparable to loss of 

one’s communication skills, the person with an acquired communication disorder such as 

tphasia does experience feelings of loss. Loss o f communication skills is not only 

txperienced but also loss of self-concept and identity (Brumfitt et al., 1983; Brumfitt, 1993; 

Ireland et al., 1992; Parr et al., 1997). This was discussed earlier in section 2.3.2. Loss of 

communication skills and reaction to this loss by people with acquired dysarthria is not well 

documented. From my clinical experience and from personal accounts o f people with 

acquired dysarthria (see section 2.2.2), it is proposed that people do experience a sense of 

loss following the onset of dysarthria.

Tanner and Gerstenberger (1988) suggest that people with ‘irreversible cases of neurogenic 

communication disorders’ who are not cognitively impaired, will experience reactions of 

denial, frustration, depression and acceptance in response to the loss of their communication 

skills. They state that although the order in which these reactions occur may vary from 

person to person, they do occur with ‘predictable regularity’ (p.84). The theory put forward 

by Tanner et al. supports the ‘stage’ theory of accepting a condition, where a person can 

only be in one stage at a particular time. There is an opposing view represented by 

researchers such as Frank, Van Valin & Elliot (1987). They propose that loosely organised, 

non-exclusive psychological changes may overlap each other and do not necessarily occur 

in a linear order. In the absence of any experimental data to my knowledge supporting the 

application of either theory to acquired dysarthria, Tanner et al.’s theoretical model does act 

as a useful framework in which one can explore the speaker’s reaction to dysarthria. The 

reactions to acquired neurogenic communication disorders as described by Tanner et al. are 

outlined briefly in the following pages.

3.3.1 Denial

Herrmann (1997) rightly points out that in studies of psychosocial change, the definition of 

denial as well as the underlying concepts of what is meant by the terminology is rarely 

specified. The definitions given here are those used by Tanner et al.
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Denial is considered the first stage of the grief response and may be complete, partial, 

passive and mystical, or existential;

a) Complete Denial involves the person’s refusal to acknowledge that he or she has a 

speech problem. He or she may, according to Tanner et al. (1988), partially attribute 

his or her communication difficulties to other people.

b) Partial Denial as described by Tanner et al. occurs where a person acknowledges 

the presence of a communication disorder but believes it is temporary and/or not 

significant.

c) Passive and Mystic Denial is present when the person is aware that he or she has a 

speech problem but believes that supernatural forces will bring about a complete 

recovery.

d) Existential Denial occurs when pre-morbidly the person’s locus o f control was 

internal and the person believes that the communication disorder is present because 

of his or her actions. Through his or her actions again, it will be overcome and 

speech will return to its pre-morbid state.

Two issues arise from these descriptions of complete and partial denial. It is worth drawing 

the reader’s attention to these points at this stage, as they are recurring themes throughout 

the thesis. First, the speech and language therapist cannot assume that the person with a 

communication difficulty assigns the same importance to communication skills as the 

therapist does. The person may not be in denial but rather share a different perception on the 

importance of communication skills. Second, the perception that the speech o f the 

individual is impaired is the perception of the speech and language therapist and not the 

person with the communication disorder. In the case of acquired dysarthria, what is 

perceived as impaired speech by one person may be perceived as normal by another. In 

other words, the problem is as much in the ear of the listener as it is in the mouth o f the 

speaker. This topic is dealt with later in section 4.3.

3.3.2 Frustration

There are two sources of fiustration according to Tanner et al.;

a) The person’s frustration at the inability to communicate effectively.
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b) The fhistration at one’s inabihty to alter the event that resulted in the 

communication disorder.

ger is generated because of the person’s frustration.

.3.3 Depression

s the person with acquired dysarthria becomes aware of his or her loss, he or she may 

experience depression. Depression in people with aphasia and chronic illness has been 

discussed earlier in section 2.4.2. Depression may be brief, lasting a few days, or the person 

ay remain at this stage of the grief process for a considerable length o f time.

3.3.4 Acceptance

This is the goal of the grieving process according to Tanner et al. who differentiate between 

acceptance and resignation. They regard resignation as a product of denial, suppression, as 

well as repression, rather than a consequence of the grieving process. People who are 

resigned to their communication disorder adopt a fatalistic attitude where the disorder is 

tolerated because the person cannot do anything about it. He/she may still grieve for its loss. 

Acceptance is regarded as an acceptance of loss, where the person is ‘emotionally removed’ 

from the loss. Crowe (1997) states that:

“acceptance implies that denial, anger and bargaining have lost value as defensive reactions to the 
client’s losses and the fog of depression has lifted. A client who is in the acceptance stage should 
be appreciably better able than earlier in the grieving process to concentrate on therapy and to 
make goal-directed decisions.” (p. 39)

This is reinforced by Newborn (1997) who at the age of 21 suffered a stroke resulting in 

hemiplegia and dysphasia. She says:

“only when I gave myself permission to grieve for the loss of myself could I go on with the rest of 
my life.” (p.81)

Crowe emphasises that although acceptance is the final stage of the Kubler-Ross (1969) 

grieving process model, grieving does not necessarily cease once the acceptance stage is 

reached, and a client may revert at any time to an earlier stage of the grief process.

In examining the experience of acquired dysarthria, it is important to examine not only if 

people with acquired dysarthria experience loss but also to investigate whether they 

experience grief reactions such as those described by Tanner et al. Tanner et al.’s definition
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i f acceptance does not consider how people attempt to reach this stage o f acceptance. This 

topic is enlarged further by incorporating an examination of ‘adaptation’.

3.4 Adaptation

Charmaz (1995) defines adaptation as:

“altering life and self to accommodate to bodily losses and limits and resolving the lost unity
 ̂ between body and self” (p. 657)

She goes on to state that;

I “adaptation implies that the individual acknowledges impairment and alters life and self in socially
I and personally acceptable ways.” (p. 657)

This definition is particularly useful in this study as it introduces self-concept and identity 

itito the process of adapting to acquired dysarthria. This definition suggests that ‘life’ and 

‘se lf must alter positively in the process of adaptafion.

To my knowledge, little has been written on how people adapt to acquired dysarthria. The 

impact of communication disorders on self-concept and identity was discussed earlier in 

■ection 2.3. The literature on both chronic illness and aphasia suggest that adaptation is 

intricately linked to changes in identity and self-concept. Altschuler (1997) describes 

•dapting to chronic illness as:

. negotiating a whole range of contradictions in identity, integrating a concept o f self as 
someone who needs care with the concept of being an individual in one’s own right: a mother, 
father, daughter, or partner, responsible for the physical and emotional well-being o f others.” 
(p-127)

Brumfitt (1993), in a discussion of loss of self in aphasia, suggests that people with aphasia 

need to develop an ‘alternative and new sense of self if they are to adapt to the changes 

brought about by this acquired communication disorder. Charmaz (1983) makes an 

interesting observation at the end of her study of people with chronic illness. She found that 

people who had improved and were no longer suffering as much as they had in the past 

were more likely to see their earlier suffering as:

“a path to knowledge and self-discovery.” (p. 191)

Cant (1997) refers to the positive aspects of his experience of stroke and says,

“I now feel I am a modified version of the ‘me’ that I used to know.” (p. 304)
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l^ is  suggests that these people have adapted through discovering and accepting their neŵ  

identity. However, this process is not easy. In adapting to chronic illness and disability, 

Oiarmaz (1995) describes ‘identity dilemmas’ and ‘identity trade-offs.’ She explains:

“assessing one’s altered body, appearance to self and others, and the context o f  life results in 
changing one’s future identity accordingly. Ill people make identity trade-offs, in other words, 
opting for one identity over another, as they weigh their situations and losses and gains. Even when 
forced to accept a lesser identity than previously, they often redefine their decisions as positive and 
find value in their restricted lives.” (p. 659)

People may have to give up work or take a lower position in the hierarchy of an 

organisation in an attempt to live with their condition. In the process o f making this change, 

they make an ‘identity trade-off (e.g. their identity as a full-time worker changes to an 

identity of being unemployed). From the literature presented earlier in section 2.4.1, it is 

»knowledged that adaptation to acquired communication disorders can involve altering 

one’s social and personal life and lifestyle. It is not known how people with acquired 

dysarthria specifically adapt to these changes and whether this adaptation involves changes 

to self-concept.

The notion o f altering life and se lf‘in socially and personally acceptable ways’ is important. 

People may adapt to impairment in a negative way. Two such means are what Breakwell 

(J986) refers to as ‘isolation’ and ‘passing’. From clinical experience, people with acquired 

dysarthria can use both these methods to adapt to their dysarthria. They are considered 

tdefly  here.

3.4.1 Isolation

A person with chronic illness may reduce social contact in an attempt to minimise threats to 

identity and self-concept. Avoidance of people and communication situations is common in 

acquired communication disorders (Jordan & Kaiser, 1996; Papathanasiou et al., 1997). It is 

suspected that people with dysarthria may use isolation or withdrawal in an attempt to adapt 

to their communication difficulties. Pinder (1988) refers to one woman with Parkinson’s 

disease:

“who withdrew altogether when her face ‘froze’ and her speech was impossible.” (p.78)

Cunningham (1977) also describes this adaptation strategy in people with multiple sclerosis. 

According to Breakwell (1986), the incentive in isolation is to avoid social shaming or well- 

meaning but unwanted sympathy, or simply to avoid personal questions. Breakwell suggests 

that isolation may not be possible for everyone but is an easier strategy to employ for people
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who are physically disabled or elderly. Isolation is not just a strategy used by people with 

chronic illness. Breakwell, in her studies on unemployment, states that isolation is common 

in the unemployed and particularly in the 25-55 year age group. This may be because there 

is a greater stigma attached to being unemployed for people within this age bracket. As a 

means o f adapting to either unemployment or chronic illness, isolation can have negative 

effect as loss o f social contacts can merely emphasise the psychological loneliness 

experienced by the person.

3.4.2 Passing

According to Breakwell, when a new interpersonal group or network is entered into under 

false pretences, this phenomenon is known as ‘passing’. People with a communication 

disorder can use passing as a strategy to help them adapt to this impairment. Aphasia is not 

‘visible’ and people with aphasia as a result may try to keep it hidden (Parr et al., 1997). 

People with acquired dysarthria can opt out of conversations because they do not want 

people to know about their dysarthria. Goffmann (1963) distinguishes between ‘discredited’ 

and ‘discreditable’ identities. Goffmann suggests that visible stigmata lead to the identity 

being discredited whenever the person meets someone. When the stigma (e.g. the 

communication disorder) is not apparent, the identity is not discredited but is potentially 

‘discreditable’. The role which passing has in adaptation depends on the nature o f the threat 

to identity and value one places on the perceived stigma. This will be discussed further in 

the following section on factors influencing adaptation.

Both isolation and passing are negative adaptation strategies. In exploring the experience o f 

acquired dysarthria, it is important to investigate whether these strategies are employed in 

adapting to dysarthria.

3.5 Factors Influencing Adaptation

The process o f adaptation may be influenced by a number of factors. Bames (1996) in 

discussing his own adaptation to visual impairment states;

“All human beings are unique; an individual’s ability to adapt to a particular condition, regardless 
of its nature and severity, will vary considerably and be determined by a variety o f factors. Both 
subjective and objective, including gender, ethnicity, race, age o f onset, social class and so on. 
(p.42)
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Iadley (1989) stresses the importance of the context in which the person adapts to 

sability. He asserts that:

“what people adjust with is as important as what they adjust to." (p-243)

i
^Tiile acknowledging and supporting the stance of both Barnes and Radley, it is important

I be cognisant of other factors that can influence adaptation. Five of these factors, which 

e highlighted in the literature, are described below. These are;

1
I 1. Gender,

' 2. The value placed on what is lost or impaired,

3. Time post-onset,

4. Social support,

5. Stage of life.
I

^Ithough no attempt has been made to control specific variables relating to adaptation in 

this study, and even though these factors relate predominantly to chronic illness, they may 

also be relevant to people with acquired dysarthria.

3.5.1 Gender

The role of gender in adapting to acquired neurological communication disorder is, to my 

iknowledge, undocumented. Brookes and Matson (1982) found that gender was one variable 

in their research which showed significant association with adjustment to multiple sclerosis. 

Altschuler (1997) emphasises the importance of gender in understanding the experience of

; illness. She states that:

I “ignoring gender can pathologise differences in the reactions o f men and women which are
understandable if  gender is taken into account.” (p-46)

Charmaz (1994, 1995) carried out detailed research on how men adapted to chronic illness. 

She reports that issues relating to physical appearance affect women more than they affect 

j men. Facial asymmetry frequently accompanies acquired dysarthria and so this may be a 

factor for women in adapting to dysarthria. Charmaz states that women also show greater 

! resilience when confronted with illness and a greater ability to adapt. She proposes that men 

often make a greater attempt to recapture their past identities than women. Morris (1993)
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iiscusses the role o f gender and disability", and argues that adaptation is influenced by the 

jerception o f gender by both the individual and society. She contends that:

“to be a disabled man is to fail to measure up to the general culture’s definition o f masculinity as 
strength, physical ability and autonomy. Status and authority, also key components of masculinity, 
are similarly associated with an absence of disability.” (p.87)

she goes on to discuss the relationship between femininity and disability. She asserts that 

^he stereotype o f femininity is, like disability, associated with weakness, passivity and 

iependency. It is beyond the scope of this thesis to examine exhaustively the effect o f 

jender on adapting to acquired dysarthria. It would however be important to understand 

low people with acquired dysarthria perceive the role o f gender in adapting to their 

lysarthria.

5.5.2 The Value Placed On What Is Lost Or Impaired

The importance of what is lost or impaired might be a significant factor in adaptation, 

speech or verbal communication may not be important to the individual and so one might 

lot anticipate difficulty in adapting to dysarthria. Lafond et al. (1993) cites a study by Wenz 

id Herrmann (1990) where people with aphasia considered their hemiparesis to be the 

lost relevant symptom contributing to the impact o f stroke. On the other hand. Cant (1997) 

says he was most concerned about his inability to speak clearly and precisely. This 

emphasises the importance of considering the significance o f speech relative to other 

iisabilities when exploring adaptation to acquired dysarthria.

5.5.3 Time Post-Onset

<^Time post-onset has been discussed earlier in section 2.2.3 as a factor influencing response 

|to  acquired dysarthria. In reviewing the literature on chronic illness, time post-onset o f 

jillness has been cited as an important factor influencing adaptation in multiple sclerosis 

|(Matson & Brookes, 1977) with major social-psychological adjustment taking place in the 

I first 10 years. Chidwick and Borrill (1996) also found that individuals with HIV coped 

Imore effectively after at least two years had elapsed since diagnosis. It is not known 

I whether people with acquired dysarthria find it easier to adapt to their speech disorder as

I"  Morris does not define what she means by disability but ‘disability’ as defmed by the ICF framework and as 

jdescribed on page 8 (i.e. an umbrella term for any impairment o f body structure or function, a limitation in 

lactivities or a restriction in participation) would fit with her discussion.
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ime goes on, particularly if  it is deteriorating. The importance o f  exploring adaptation in 

leople with acquired dysarthria covering a range o f  time post-onset o f  dysarthria, 

interacting with other variables (e.g. progressive versus non-progressive dysarthria, age, 

tage o f life, etc.) is emphasised by these research findings.

Social Support

l^ h e  importance o f  social support in the process o f adaptation is em phasised by Breakwell
9 . i

1(1986), Sarafino (1994) and Charmaz (1995) amongst others. Cohen and W ills (1985) 

^(iefine social support as a construct divided into 4 main areas:

1. Esteem support (other people making you feel valued),

2. Informational support (useful information provided by social contacts),

3. Instrumental support (receiving material support such as money),

4. Social companionship (support received from  spending tim e with other people).

instrumental, or financial, support is important particularly when the person is no longer 

able to return to previous employment. Even when one can return to work, there are 

additional expenses associated with impairment such as transport costs for hospital visits, 

specialised equipment, medication, etc. Charmaz (1995) maintains that financial support 

:an provide one with the opportunity to make more choices with regard to em ployment and 

Jifestyle. These in turn can have implications for preserving identity and assist adaptation:

“Possessing sufficient funds allows older men and women to retire early, a socially acceptable 
disengagement for the affluent. Having financially secure spouses permits others to leave their jobs 
or to reduce their work hours. In short, money and help allow ill people more choices about which 
identity trade-offs to make and when to make them.” (p.670)

The significance o f  ‘esteem support’ and ‘social companionship’ is em phasised by Sarafino 

|(1994) who suggests that people who live alone and have few fiiends or inadequate 

relationships tend to adapt poorly to illness. It is questionable w hether ‘social 

^ c o m p a n io n sh ip ’ as defined by Cohen and Wills (1985) is sufficient in helping the person to 

’adapt to illness or disability. Breakwell (1986) reminds readers that the possibility o f  regular 

'^contacts with other people provides nothing more than company. She emphasises the need 

"i^for opportunities for self-disclosure (i.e. telling the other person about your private thoughts 

and feelings). This offers individuals a chance to voice their worries and concerns as w ell as 

'^■their more positive feelings. It is also a chance to gain positive feedback about themselves 

[(‘esteem support’). Gerhardt (1989), Brumfitt (1993) and Parr (1994) emphasise the
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inportance o f speech and language in adaptation. Communication disorders such as aphasia 

Ind acquired dysarthria can affect relationships and reduce the opportunities and the ability 

to partake in self-disclosure and discourse. The larger the social support network, the more 

Opportunities for such self-disclosure and a wider range o f feedback. The social support 

Betworks available to people with acquired dysarthria may be reduced because o f the speech 

tnpairment. Thus, it is important to be aware of the quality, quantity and nature o f social 

lupport networks available to people with acquired dysarthria.

i.5 .5  Stage Of Life

Stage of life or a time or phase in a person’s life, may have implications for adapting to 

dysarthria. For example, to become dysarthric in one’s twenties or thirties may have 

iynplications for career opportunities, forming relationships and developing hobbies and 

interests. Later on, when one might have young children and financial responsibilities, 

tcquired dysarthria may have other implications. Altschuler (1997), in discussing responses 

to chronic illness, emphasises the need to consider what disease means to people at their 

Specific stage of life. She states that:

“At any stage of life, illness presents not only the possibility o f loss but scope to reassess lifestyles, 
with each transition posing a new dilemma. As family members age and mature, shifts in 
relationships take place, with the family system accommodating to the changing needs o f its 
members.” (p. 128)

Some research on hearing impairment has highlighted differences in reaction to 

Communication situations, which may be related to stage of life and may have implications 

for research in acquired dysarthria. Garstecki and Erler (1996) investigated what they 

termed ‘older adults’ (mean age: 75 years) performance on The Communication Profile for 

the Hearing Impaired (Demorest & Erdman, 1986). They compared the performance o f this 

population with that of a younger population on which the test had been standardised (mean 

age: 39.5 years). They found that both groups differed in the communication situations that 

they perceived as important. Effective communication in social settings was rated as less 

important to the older group o f adults, but grew in importance as situations became more 

intimate or confined.

I?

^Garstecki et al. also found that while both groups demonstrated similar acceptance and 

adjustment levels to their hearing loss, the older adult group demonstrated higher self- 

, acceptance and coped better with accepting negative criticism. This group was also less 

likely to withdraw from social or interpersonal interaction or to feel isolated in difficult
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communication situations. Garstecki et al. suggest that this finding may be attributed to the 

flict that older adults may accept hearing loss to be a natural consequence o f  ageing. They 

ay consider it less of a problem than other health or social problems. In examining how 

people with acquired dysarthria adapt to their dysarthria, it is important to include people

Jho cover a range o f ages. It is also helpful to understand how these people perceive the 

feet of stage o f life on their adaptation to dysarthria.

The process of adaptation incorporates the use of various coping strategies, which can be 

1 ighly individual. These are discussed separately in more detail in the following section.

Coping Strategies

a seminal review of research on the sociology of chronic illness. Bury (1991) discusses 

looping and coping strategies. The literature on coping uses a wide variety o f terms to 

Mescribe similar processes. Bury defines coping as:

“maintaining a feeling of personal worth and a ‘sense o f  coherence’ in the face o f  disruption.” 
(p.460)

kCoping strategies according to Bury are:

“the actions taken to mobilise resources and maximise favourable outcomes.” (p. 462)

■ ^ h e se  can involve actions such as setting realistic goals in order to manage everyday 

^^ctiv ities, mobilising resources to help adaptation, as well as:

“the skilful manipulation o f social settings and appearances to minimise the impact o f illness on 
interaction.” (p.462)

lobilising resources may involve seeking social support, for example joining self-help 

^Jgroups etc, or simply seeking assistance from friends and family members.

To examine in more detail the coping strategies used by people with acquired dysarthria, a 

classification o f strategies described by Viney and Westbrook (1984) provides a usefiil 

Istarting point. This classification has been used by Parr (1994) who looked at coping 

jstrategies in 20 people with mild/moderate aphasia. Use of this classification system also 

lallows for comparison between people with acquired dysarthria and aphasia. These coping 

{strategies are;
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a) Action', any activity the person undertakes to find out information about or effect 

changes in the condition,

b) Control', any response in which the person shows that he or she is gaining control of 

the condition,I
c) Escape: avoidance or denial o f the condition,

; d) Fatalism: the person both expects and accepts the worst aspects o f the condition and
I

' its likely outcome,

! e) Optimism: the person is optimistic about the condition and its likely outcome,

f) Interpersonal: the person turns to other people to provide the main source o f help 

and support in dealing with the condition.
I

^arr added religious belief as an additional coping strategy as earlier work on coping by 

^attlin , Wethington and Kessler (1990), and Idler and Kasi (1992) noted this to be an 

irnportant strategy for some people. Religion as a coping strategy in Parr’s study related to 

an enhanced religious belief in helping people to live with their aphasia. Parr found that 

people with aphasia used a wide range of coping strategies. Idiosyncratic combinations o f 

different strategies were evident. The most popular coping strategy used was ‘fatalism’ 

followed by ‘interpersonal’. The least popular used was ‘religious belief with three people 

becoming more religious since the onset of aphasia. Younger respondents (i.e. under 65 

years) predominantly used action control strategies. In a further study on coping strategies 

Used in people with different neurological conditions, Herrmann, Curio, Petz, Synowitz, 

Wagner, Bartels and Wallesch (2000), found that coping strategies did not differ amongst 

neurological conditions (e.g. stroke, Parkinson’s disease, malignant brain tumours and 

traumatic brain injury). However, they found that ‘action or problem-orientated coping’ was 

decreased in people who had suffered a stroke. The search for meaning or religion was 

increased in people with Parkinson’s disease.

The variability amongst individuals suggests that this is an appropriate area to investigate in 

people with acquired dysarthria. It is important to understand if  the person accepts the 

dysarthria and how he or she adapts and copes with it, if we are to increase our knowledge 

o f  the experience of acquired dysarthria.
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1
(ne final area that this thesis is concerned with is the question o f whether other people’s 

;rceptions of dysarthria differ from the speaker’s perception. Literature pertaining to this 

area is reviewed in the next chapter.
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LITERATURE REVIEW: PERCEPTIONS OF PEOPLE 

WITH DYSARTHRIA: EXPLORING THE 

DIFFERENCES

.1 Introduction

his chapter looks at the literature on the perceptions o f people with acquired dysarthria, 

pecifically it explores whether the speaker’s perception o f dysarthria differ from other 

eople’s perceptions. There are five sub-questions posed in Chapter 1 that relate to this 

omain. One o f the questions relates to whether primary communication partners have 

nsight into the impact of acquired dysarthria on the speaker. The research in this area is 

’rawn from literature on acquired dysarthria, aphasia and chronic illness. The other four 

uestions concern the perception of dysarthric speech. First, how do people with acquired 

ysarthria perceive their own speech? Second, do the perceptions o f people with acquired 

ysarthria differ from speech and language therapists’ perception o f their speech? Third, 

does the perception of the level of intelligibility differ between listeners (trained and 

untrained) and dysarthric speakers? Finally, can differences in perception account for 

differences in response to acquired dysarthria? The literature on acquired dysarthria and 

related areas is reviewed and the importance of exploring this area further is emphasised 

within the context o f the research available.

4.2 Perceptions Of Impact: Differences Between People With

Acquired Dysarthria And Their Primary Communication 

Partners

Yorkston, Strand and Kennedy (1996) discuss the importance o f communication partners in 

enhancing the communication o f the person with acquired dysarthria. They state that:

“The term communication partner implies an active alliance between the communicators with 
shared communicative responsibility.” (p-61)

They highlight the role o f communication partners in improving comprehensibility o f 

speech through facilitating and encouraging use o f specific strategies, manipulating the 

environment to maximise communication skills, and deciding on strategies to be adapted to 

deal with communication breakdown. Yorkston et al. emphasise the involvement of both the
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erson with acquired dysarthria and their communication partner in the therapeutic process, 

hey assert that:

“Treatment is focused on a process that involves both partners as speakers and listeners.” (p.61)

his therapeutic approach demands that the communication partner comprehends the impact 

f  acquired dysarthria on the speaker and understands what helps or hinders 

ommunication. Antonius et al.’s 1996 study (see section 2.2.1) found some differences in 

erceptions o f impact o f dysarthria between people with acquired dysarthria and their 

rimary communication partners. In the absence of other research in this area, it is not 

own if this is a common occurrence.

The importance of primary communication partners’ understanding the perceptions o f 

people with acquired dysarthria is emphasised by some o f the findings in the aphasia and 

chronic illness literature. Mattlin et al. (1990) suggest that the response o f a spouse or 

partner can influence how an individual copes with his or her disability. Le Dorze et al. 

(1996) compared the perceptions of people with aphasia and their friends and families. They 

found differences in perception between families and people with aphasia. In two o f the 

three cases described, both communication partners were unaware o f the person with 

aphasia’s comprehension difficulties. In the third instance, the spouse or communication 

partner was aware o f the person’s comprehension problems while the person with aphasia 

was unaware o f any difficulties.

Le Dorze et al. state that in addition to the communication problems caused by the aphasia, 

further communication difficulties can arise from different perceptions o f communication 

difficulties. They describe how the person with aphasia’s communication behaviour can be 

misconstrued due to lack o f understanding about the nature of aphasia;

“It is easy to imagine that a spouse not fully aware of the aphasic person’s problems in groups, 
could interpret the aphasic person’s withdrawal from group communication as a loss o f  interest in 
social situations. Similarly, comments about fatigue could be interpreted as the consequence o f  
boredom. Talking to only one person at a time could be seen as paralysing others into unpleasant 
one-to-one conversations.” (p.557)

From my own clinical experience, I am aware that people with acquired dysarthria can 

experience the same problems as those described above by Le Dorze et al. People with 

acquired dysarthria often have difficulty participating in group situations because o f low 

volume, lack o f confidence or inability to use strategies such as maintaining eye contact and 

ensuring listeners can lip-read. As a result, they may withdraw from group discussions and
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A is behaviour can be misinterpreted as loss o f interest. People with acquired dysarthria 

jiequently experience fatigue, not only general fatigue but also oro-muscular fatigue caused 

b^ an underlying neurological condition. This again may be misinterpreted as boredom. 

Talking one-to-one is often easier for people with acquired dysarthria and, like people with 

aphasia, this behaviour may be misinterpreted.

Xhe importance of spouses or carers understanding negative influences on speech is
(

einphasised by Charmaz (1983) as well as Griffin and Greene (1994). Griffin et al. report on 

f^e negative impact of a spouse’s reaction on her husband’s dysarthric speech. They 

propose that a decrease in speech intelligibility occurred in this man’s speech following a 

series o f negative comments made by his wife. Although this study has some 

methodological limitations, it is accepted that an increase in self-consciousness can have a 

■egative effect on speech. Charmaz in discussing the importance o f what she calls 

‘Supportive intimates’ describes how the wife o f a man with acquired dysarthria waited 

jtetiently while he attempted to answer questions. Charmaz observes:

“She never interrupted or attempted to answer for him. Rather, she engaged him in conversation in 
much the same way she always had.” (p. 183)

Iti contrast, she also observed two instances where people were discredited during 

interaction by their spouses;

“During an interview, a husband frequently interrupted his wife who was being interviewed in the 
next room; he repeatedly corrected her responses or requested amplification o f a point, thereby 
subtly devaluating her spontaneous responses to the questions. In another interview, the wife 
monitored her husband’s remarks through stem facial expressions and tense guarded body 
positioning. Because he suffered a speech impairment she took the liberty o f ‘interpreting’ his past 
for him in a manner that undermined his views and simultaneously discredited his ability to 
respond appropriately.” (p. 185)

In both these instances, spouses have discredited the people being interviewed. These 

•cenarios are not uncommon. These responses by communication partners can have a 

•ubsequent negative impact on self-concept and self-esteem.

If  one adopts the therapeutic approach advocated by Yorkston, Strand and Kennedy (1996), 

Working with both the primary communication partner and the person with acquired 

dysarthria, then the primary communication partner needs to understand the impact of 

dysarthria on the speaker. It is proposed that if the communication partner understands the 

irnpact o f dysarthria on the speaker, the person’s communication behaviour is less likely to 

ke misinterpreted. Instances where the person with acquired dysarthria is discredited may
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10  be reduced. In the absence o f  any significant literature, it is im portant to address the 

“stion o f  whether differences exist between perception o f  impact between people with 

inquired dysarthria and their primary communication partners.

4|.3 Perceptions Of Dysarthric Speech
I

H iis section looks at the research on people with acquired dysarthria’s perceptions and 

o^her people’s perceptions of dysarthric speech. It examines the research on how people 

l(ith  acquired dysarthria perceive their speech and whether this perception is different from 

f le  perceptions o f speech and language therapists and naive or untrained listeners (i.e. 

listeners unfamiliar with dysarthric speech).

4 p .l The Perceptions Of People With Acquired Dysarthria

Very little research has been carried out on how people with acquired dysarthria perceive 

ttieir speech. W ith specific reference to how the person perceives the characteristics o f  his 

or her voice, Scott, Caird and Williams (1984) found that some people with Parkinson’s 

disease were unable to appreciate the prosodic features o f  intonation and stress in their own 

(^)eech. More research has been carried out on how people with acquired dysarthria perceive 

characteristics o f other people’s speech. The people with acquired dysarthria in Scott et al.’s 

study were equally unable to perceive prosodic features in other people’s speech. Wertz, 

Henschel, Auther, Ashford and Kirschner (1998) found that people with acquired dysarthria 

fcllowing right hemisphere stroke also had difficulty perceiving prosody in other people’s 

^)eech. Forrest, Nygaard, Pisoni and Siemers (1998) compared the abilities o f  people w ith 

dysarthria following Parkinson’s disease and people without dysarthria to identify words 

ipoken at different speech rates. They found that people with acquired dysarthria had 

difficulty comprehending speech when it is produced at a slower speech rate and suggest 

that this might account for rate variation in the speech o f people w ith Parkinson’s disease. 

l!ittle is known about the perceptions o f speech characteristics in people w ith dysarthria 

resulting from other aetiologies (e.g. motor neurone disease, m ultiple sclerosis etc.)

W ith regard to people with acquired dysarthria’s perception o f  the intelligibility o f  their 

ipeech, very little has again been written. People with acquired dysarthria can be unaware 

o f  the lack o f  intelligibility o f their speech. Grant (1996) who becam e dysarthric following a
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siroke commented that he was only aware o f the poor intelligibility o f his speech when he 

htard a tape-recording of it.

Yiorkston, Bombardier and Hammen (1994) have discussed people with dysarthria’s 

perception o f their communication skills (see section 2.2.1). They found that two people in 

fl^ir study had very different perceptions o f their communication skills because of 

dysarthria. One person with severe dysarthria did not perceive any communication situation 

to be hard while another person with mild dysarthria found many situations to be difficult. 

Exploring how people with acquired dysarthria perceive their speech could yield important 

information, which may account for variability in reaction to dysarthria.

Tlie importance of exploring the speaker’s perception of dysarthric speech is further 

Wpphasised by the literature on empowering people who have difficulty communicating 

(iee Simmons-Mackie & Damico, 1999; Duchan, Maxwell & Kovarsky, 1999). Cant (1997) 

dfscribed earlier in section 2.2.2 the feeling of ‘disempowerment’ associated with his 

lltoke. He talks about learning his new role as a patient:

“After a while you start to understand the rules o f the game you are being forced to play. For 
example, you start to accept that your ‘Notes’ are about you but not really for your consumption, 
despite what it is claimed. You realise after a while that you need to exercise great care in what you 
say. Even casual ‘throw-away’ remarks made in normal social interaction can end up ‘on record’.” 
(p. 301)

One of the first steps towards empowering people with acquired dysarthria may be to 

include their perception of speech in negotiating therapy. It is generally the speech and 

language therapist’s perception and rating of speech intelligibility that is used to plan 

therapy and measure outcome. This is clearly important but the perception o f the person 

with acquired dysarthria is not formally accounted for. Both people with acquired dysarthria 

in Yorkston et al.’s study did not share the same perceptions of their speech as the people 

involved in conducting the study. One could argue that it was the researchers who did not 

appreciate the extent o f the communication disorder and not the person with dysarthria. 

Traditionally, the focus has been to try to explain differences in response by focusing on the 

pwson with the communication difficulty. A paradigm shift is needed if  people with 

communication difficulties are to be involved more in the therapeutic process. In the 

absence o f research on the differences in perception between people with acquired 

dysarthria and speech and language therapists, it is important to explore this area and
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compare these perceptions. Speech and language therapists’ perception o f dysarthric speech 

is explored further in the next section.

4.3.2 The Perceptions Of Speech And Language Therapists

Current research on perceptions o f dysarthric speech suggests that speech and language 

therapists may perceive dysarthric speech differently to naive or untrained listeners. 

Dagenais, Watts, Tumage and Kennedy (1999) suggest that different types o f  listeners may 

employ different strategies when comprehending dysarthric speech. Dagenais et al. 

compared the ratings o f intelligibility and acceptability'^ o f two people with dysarthria and 

two normal speakers by three groups of listeners. These three groups consisted o f  younger 

adults (age range 19-30 years), older adults (age range 61-71 years) and speech and 

language therapists (no age range specified). Dagenais et al. found that speech and language 

therapists gave higher intelligibility ratings to the people with dysarthria. This supported 

earlier findings by Dagenais, Garcia and Watts (1998). In rating the acceptability o f 

dysarthric speech, Dagenais et al. (1999) found that all three groups rated the acceptability 

of speech similarly. However, they noted that speech and language therapists were more 

critical o f the normal speakers giving them a lower acceptability rating. They suggest that 

speech and language therapists may have different constructs to untrained listeners 

regarding the acceptability o f speech.

This notion that speech and language therapists may perceive speech and voice differently 

to untrained listeners is further supported by Papcun, Kreiman and Davis (1989), and 

Kreiman, Gerratt and Precoda (1990). Kreiman et al. looked at speech and language 

therapists’ rating o f voice and suggest that there are differences even amongst individual 

speech and language therapists. They suggest that clinical training and experience cause 

clinicians to differ more in how they perceive vocal quality. For example, speech and 

language therapists who are trained and experienced in neurological communication 

disorders may perceive voice differently to a therapist trained in communication disorders 

associated with otolaryngology.

"  Dagenais et al. did not define what they meant by this term. However, acceptability is defined by 

Southwood and Weismer (1993) as speech that is considered worth accepting or satisfactory. It is assumed that 

this is the general meaning that is taken by Dagenais et al.
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This research suggests that there may be differences between untrained or naive listeners’ 

perception of dysarthric speech and speech and language therapists perceptions of 

dysarthric speech. It is not known if people with acquired dysarthria differ from both these 

groups in their perceptions not only of their own speech but also the speech o f  other people 

with dysarthria.

Speech and language therapists may have different perceptions o f people with dysarthria 

based on their speech. While the attitudes o f speech and language therapists towards people 

with other communication disorders have been examined (Lass, Ruscello, Pannbacker, 

Schmitt & Everly-Myers, 1989; Mackey, Finn & Ingham, 1997) little if  anything has been 

written to my knowledge on speech and language therapists’ perceptions and attitudes 

towards people with dysarthria. I suggest however there may be some inherent bias towards 

some groups o f people with dysarthria. Yorkston et al. (1994) concluded that people with 

Parkinson’s disease might not have a proper appreciation o f their dysarthria. As stated 

earlier this finding was disputed by a later study but it does reflect a popular notion about 

people who have acquired dysarthria because of Parkinson’s disease. Brumfitt (1999) also 

states that speakers with Parkinson’s disease may not appreciate the extent o f  their 

communication problems. I would argue that people with dysarthria following stroke could 

equally not appreciate the extent of their communication difficulties.

The reasons for this attitude towards people with Parkinson’s disease is to be expected as 

more studies in acquired dysarthria have been carried out with people who have Parkinson’s 

disease than with any other population (Enderby & Emerson, 1995). The presence of 

cognitive impairment in Parkinson’s disease is acknowledged (Levin, Tomer & Ray, 1992) 

and, where present, can affect perception. However, the same may be true in any other 

population who experience cognitive impairment. To my knowledge, nobody has 

investigated systematically the way in which people with Parkinson’s disease perceive their 

speech. The exclusion o f people who have cognitive impairment might yield quite different 

results. The absence o f research in the area further underlines the importance o f exploring 

the speaker’s perception o f dysarthric speech, particularly across different populations of 

people with acquired dysarthria.
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4.3.3 The Perceptions Of People Without Dysarthria

The exploration o f how other people who do not have dysarthria and who are not familiar 

with dysarthric speech is important. As the research by Dagenais et al. (1998) and Dagenais 

et al. (1999) suggested, people who are not familiar with dysarthric speech may differ in 

their perceptions o f intelligibility and acceptability of dysarthric speech. They may be less 

critical than speech and language therapists of what is deemed ‘acceptable’ speech. Many of 

the other studies on perception of dysarthric speech have focused on attitudes towards 

people with dysarthria. This is important as it also provides some insight into the attitudinal 

barriers that people with acquired dysarthria may have to confront in living with dysarthria. 

Additionally, it may provide some understanding of how people with acquired dysarthria 

perceive their own speech, as people with acquired dysarthria will have had their own pre- 

morbid perceptions of people with dysarthria and dysarthric speech.

How people without dysarthria perceive people with dysarthria is evident from a study by 

Pitcairn, Clemie, Gray and Penland (1990). In this study, listeners heard tape recordings of 

people who had dysarthria because of Parkinson’s disease, as well as recordings o f  people 

without dysarthria. These people with dysarthria had no difficulty with articulation. Their 

main difficulty was with low pitch variation and interrupted or hesitant speech. Based on 

these audio-recordings, listeners perceived the people with dysarthria to be cold, withdrawn 

and anxious. Other studies on people without dysarthria have shown that paralinguistic’  ̂

and prosodic’"* features such as low pitch variation and an increase in unfilled pauses in 

speech can result in negative evaluations of the speaker (Sereno & Hawkins, 1967; Scherer 

& Oshinsky, 1977).

A further study by Barkmeier et al. (1991) investigated inexperienced or naive listeners’ 

ratings o f dysarthric speech and the influence of physical appearance on intelligibility 

ratings. They found a correlation between appearance and intelligibility suggesting that 

inexperienced listeners are influenced by the physical appearance o f the individual. This

Street (1990) refers to paralinguistic features as ‘continuously coded behaviours, and comprises elements 

such as vocal intensity, fiindamental frequency, silence within an utterance (pause), response latency, speech 

duration and speech rate.

The term 'prosody' is defined by Street (1990) as ‘discretely coded non-verbal speech behaviours’. Prosody 

incorporates stress, which is typically accomplished by loudness and/or pitch. Tone and inflection 

(characteristics of pitch change) as well as rhythm are also included under the definition of ‘prosody’.



suggests that others may perceive people with dysarthria who have a facial palsy, drooling, 

tremor or who demonstrate struggle when attempting to speak as being more unintelligible 

than people who do not have these physical characteristics. Barkmeier et al. also found that 

inexperienced listeners were more likely to assign negative attributes to speakers when they 

were presented with auditory information only. The people with dysarthria in their study did 

not have a facial paralysis or demonstrate any o f the overt physical signs that can 

accompany dysarthria (e.g. struggle etc.) so therefore visual information resulted in positive 

ratings. However, the results may be different for people with dysarthria who do have these 

physical characteristics.

From research on how people with other communication disorders are perceived, it is 

apparent that people with stuttering impairment (St. Louis & Lass, 1981; Tatchell, van den 

Berg & Lerman, 1983), articulation disorders (Silverman, 1976), voice disorders (Lass, 

Ruscello, Bradshaw & Blackenship, 1991) and oesophageal speech (Gilmore, 1974) are 

perceived negatively by listeners. These studies suggest that exploring how people with 

acquired dysarthria perceive other people with dysarthria pre-morbidly may give some 

insight into how they perceive themselves now.

4.3.4 Approaches To Assessment Of Speech Perception

Two aspects of perception have been discussed here. First, how both speakers and listeners 

perceive dysarthric speech and second, the attitudes of others towards people with 

dysarthria based on perceptions of dysarthric speech. Both areas need to be explored using 

different methodologies. Some objective measurement for examination o f perception of 

speech is required. A number of scales have been used in the research to date (e.g. interval 

and multi-dimensional rating scales as well as direct magnitude estimation scales). The 

rationale for the selection o f the scale used in this study along with the dimension o f speech 

to be scaled is discussed in detail in section 7.5. The pre-morbid attitudes and perceptions of 

people with acquired dysarthria with regard to other people with communication difficulties 

can be explored using probe questioning during the in-depth interviews.

The next section of the thesis deals with the methodology used to tackle the questions posed 

in Chapter 1. An overview of these chapters along with other methodological and ethical 

issues is presented in the following chapter.



I
1

. INTRODUCING THE METHODOLOGY CHAPTERS

.1 Ethical and Methodological Issues

lis chapter introduces the methodology section of the thesis. First, it deals with some of 

the ethical issues relating to the study. Some o f the methodological concerns already raised 

lin Chapter 1 are then discussed. There are potential threats to validity and reliability from 

lany method chosen to answer a research question, be it quantitative or qualitative. Before 

[describing in subsequent chapters the methodology for this thesis in detail, the current 

[chapter raises potential threats to scientific soundness that could arise. These include the 

[integration o f  both qualitative and quantitative methodology, ensuring the reliability o f  

Iqualitative methodology and minimising the effects o f researcher bias. Finally, an overview 

lof the central methodology chapters is provided.

5.2 Ethical Issues

Ethical approval was sought from The Adelaide and Meath Hospital, Dublin, before 

potential candidates for the study were approached. In attempting to answer the questions 

identified in Chapter 1, it is o f paramount importance to respect the ethical rights o f  the 

I participants in the study. Cavan (1977) describes the role o f ethics in human research as:

“a matter of principled sensitivity to the rights of others. Being ethical limits the choices we make, 
in the pursuit of truth. Ethics say that while truth is good, respect for human dignity is better, even 
if, in the extreme case, the respect of human dignity leaves one ignorant o f human nature.” (p. 890)

Throughout the study, this principle was borne in mind particularly during qualitative 

interviewing where questions on personal or private matters might have been appropriate 

from a research perspective but less acceptable on ethical grounds. Ethical considerations 

also influenced the administration of the self-concept scale. Although Tyerm an (1987) used 

Future Self when exploring self-concept following head injury, the majority (71%) o f 

people in this study had a progressive and often terminal illness. I considered therefore that 

it was unethical to include a rating o f Future Self in this instance as it may cause distress to 

some people.

Mason (1996) advises researchers to consider the purpose o f research with

“ethics, morals and politics at the forefront of your mind. ” (p. 18)
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Throughout the research project, the Ethical Guidelines for Research as laid down in the 

Code of Professional Conduct for The Royal College o f Speech and Language Therapists 

(RCSLT) (1996) were adhered to. The RCSLT guidelines emphasise the importance of 

informed consent. All participants were informed of the nature and likely course of the 

research project. People with acquired dysarthria were provided with written (appendix 1) 

and verbal information on the research project before agreeing to participate. Written 

consent was obtained from each person with acquired dysarthria and it was emphasised that 

he or she could withdraw this consent at any time. The participants were also informed that 

declining to take part in the study would not affect their relationship with their Speech and 

Language Therapy Department in any way. One person took up this right not to participate 

following the initial screening assessments and one person also declined to participate 

further after the initial data collection session of the project. One person who lived alone did 

not feel comfortable asking his friends or family to complete The Dysarthria Questionnaire 

For Primary Communication Partners. The wishes of these three participants were 

respected.

The study involved audio-recording the speech of people with acquired dysarthria. This 

audio-recording would subsequently be played back to listeners outside the therapeutic 

setting. Therefore, additional written consent to use these recordings was also sought.

Protection of participant confidentiality was assured throughout the project. At the 

beginning of the study, data was recorded using the participants’ initials only. As data was 

amalgamated for analysis, pseudonyms were used throughout to record participant data. In 

transcribing the interviews, specific biographical information that might lead to 

identification of the participant was omitted.

These are the strategies adopted to ensure that the well-being of people partaking in the 

study is respected. However, as Tschudin (2000) points out, ethics is a broad topic. She 

argues that part o f our ethical duty towards patients is to provide holistic care. Holistic care 

cannot be provided to people with acquired dysarthria until we can, as clinicians understand 

the impact and experience of acquiring dysarthria. Therefore, it could be argued that we 

have an ethical duty to learn more about the impact and experience of acquired dysarthria. 

This acts as an introduction to the next section of the chapter. There are many issues, which 

relate to the methodology selected to explore this experience and to answer the questions



osed at the beginning o f the thesis. The remainder o f this chapter focuses on possible 

hreats to the trustworthiness o f data emerging from the methodologies selected in this 

tudy.

.3 Integration Of Quantitative And Qualitative Methodology

he integration of both quantitative and qualitative methodologies has been regarded as 

roblematic by some researchers (Porter, 1994; Richards & Richards, 1994). Researchers 

uch as Smith (1984) view quantitative and qualitative methodologies as being located in 

wo very different worlds, proposing that researchers who support one paradigm 

quantitative approach) cannot also accept the other (qualitative approach). Bryman (1998) 

elieves that this position relates back to the epistemological stance o f the researchers. He 

gues that:

“According to the epistemological argument, quantitative and qualitative research are located in 
different ways of knowing the social world. Quantitative research is seen as implacably wedded to 
a natural science version (and in particular to a positivist version) of both the character o f the social
world and how it ought to be studied By contrast, qualitative research is typically depicted as
subscribing to an epistemological position that rejects the natural science model, along with its 
assumptions and image of the nature of the social world.” (p. 139)

He asserts that researchers view the connection between epistemology and research method 

either as a convention or just simply different general approaches to data collection. The 

latter perspective is taken in this study. There is growing support for the notion that both 

methodologies can be integrated successfully. Sieber (1982), Bryman (1988, 1992), Layder 

(1993) and Mason (1994, 1996) strongly advocate the integration of both methods arguing 

that a certain topic can be approached from different angles in a process called 

triangulation. Silverman (2000) defines triangulation as:

“the attempt to get a ‘true’ fix on a situation by combining different ways o f looking at it or 
different findings.” (p. 177)

Triangulation is often recommended as a means of validating qualitative data. However, 

many authors including Silverman are critical of triangulation as a means o f validating data 

mainly because o f difficulty combining different sets of data from different methodologies. 

Rather than act as a sole means of validating research findings in this study, qualitative 

investigation is used to elucidate quantitative results, guiding areas for further investigation 

during the in-depth interviews and placing data in the context of the person with acquired 

dysarthria’s experiences and perceptions.
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.4 Criticisms Of Qualitative Methodology

e shortcomings o f qualitative methodology (e.g. the danger o f researcher bias, etc.) are 

ell documented by various authors including Taylor and Bogdan (1984) and Neuman 

1997). Qualitative research methodology, while recognised as valid, is often seen as being 

‘less scientific’ than quantitative methodology. One reason cited is the inability to replicate 

-tudies exactly. Another is the inability to generalise from findings. However many 

roponents of qualitative methodology would take issue with these particular criticisms, 

eedy (1997) claims that if  enough description is available in qualitative research, then 

some application o f these results in other settings is possible. In relation to generalising 

ne's findings from quantitative research, Berg (1995) states that:

“These critics have lost sight o f the probability factor inherent in quantitative practices and have 
replaced it with an assumption o f  certainty.” (p.2)

A third criticism of qualitative methodology is that the data collected through qualitative 

methods is often regarded as being ‘unstructured’ and ‘cumbersome’. However, in recent 

years attention has been focused on the development and refinement o f analytical methods 

(Miles & Huberman, 1984; Richards & Richards, 1994; Ritchie & Spencer, 1994; Seale, 

2000) to help overcome this problem. In my opinion, these criticisms o f qualitative research 

can be addressed by adopting strategies to ensure the validity and reliability o f the 

methodology. This is discussed next.

5.5 Ensuring Reliability And Validity Of Qualitative Methods

While quantitative researchers take steps to ensure the validity and reliability o f their 

methodology, qualitative researchers concentrate on ensuring the ‘trustworthiness’ or rigour 

of their data. Koch (1994) argues that the trustworthiness of a study can be established if  the 

reader is able to audit the events, influences and actions of the researcher. In investigating 

the trustworthiness or validity and reliability of qualitative data, Dickson (1995) describes 

the importance o f examining four important key elements:

a) Credibility,

b) Transferability,

c) Dependability,

d) Confirmability.
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5.5.1 Credibility

Cuba and Lincoln (1989) believe that a study is credible when it presents true descriptions 

so that readers can believe that the findings are faithful and accurate presentations o f the 

situation being investigated. Koch (1994), Mariano (1996), and Mays and Pope (1996) 

make a number o f suggestions aimed at enhancing the credibility o f  a study. These include 

triangulating data sources so that one source of data is supported by another, and peer 

debriefing where a peer attempts to explore the researcher’s biases. Silverman (2000) 

recommends the inclusion o f negative or deviant cases'^ to strengthen the validity o f  the 

research. Finally, Mays et al. also suggest that extracts o f narrative from interviews to 

illustrate themes can also increase credibility of research findings. These approaches were 

used to increase the credibility o f the qualitative data in this study.

5.5.2 Transferability

The terms ‘transferability’, ‘applicability’ (Appleton, 1995) and ‘fittingness’ (Guba & 

Lincoln, 1989) are used to describe the external validity or generalisability o f research 

findings. Findings are considered transferable if they ‘fit’ contexts outside the research 

study situation and when readers can view the study findings as meaningful and applicable 

to their own experiences. To ensure transferability, it is recommended that sufficient 

contextual information relating to the research situation is provided (Guba et al., 1989) and 

that rich ‘thick’ descriptions o f experiences are given. Silverman (2000) suggests that the 

researcher should not be satisfied

“until your generalisation can apply to every single gobbet of relevant data you have collected. The 
outcome is a generalisation which can be every bit as valid as statistical correlation, (p. 180)

Thus, every attempt will be made throughout the study to ensure transferability o f the 

qualitative data.

5.5.3 Dependability

The terms ‘consistency’, ‘dependability’ and ‘reliability are used interchangeably to 

describe whether a research tool measures what it is designed to measure. According to 

Mays et al. (1996), maintenance of meticulous records of interviews and observations, and

Deviant or negative cases are people or instances, which in this case do not fit with my theory that acquired 

dysarthria has a significant negative impact on the person with dysarthria. This might thus occasion the search 

for and inclusion of individual(s) in the sUidy on whom acquired dysarthria appears to have no impact.
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detailed documentation o f the process o f analysis are some o f the main ways in which 

qualitative researchers ensure the re-test reliability o f their methods. To this end, a sample 

of some o f the interview transcripts is included in the appendices. A detailed account of the 

analytic process is described in Chapter 8 (section 8.10) and some examples o f charting are 

provided (see appendix 2).

5.5.4 Confirmability

Confirmability refers to the need to illustrate how interpretations have been reached in the 

methodology. Confirmability occurs when credibility, transferability and dependability have 

all been achieved. One of the ways in which a qualitative research study can be judged to 

have ‘confirmability’ is if its research process can be audited. Indeed, Appleton (1995) 

specifically uses the term ‘auditability’ to describe this element o f the research process. 

Cuba and Lincoln (1981) and Koch (1994) refer to this as a decision trail. According to 

Koch:

“Leaving a decision trail entails discussing explicitly decisions taken about the theoretical, 
methodological and analytic choices throughout the study.” (p. 978)

Therefore, research decisions are documented throughout this study.

In adopting procedures aimed at ensuring credibility, trustworthiness, dependability and 

confirmability throughout the research process, researchers are forced to examine their own 

role in the research process. This is discussed in the following section.

5.6 Researcher Bias: Establishing Neutrality

Researcher bias is a common criticism of qualitative research. Mays et al. (1996) suggest 

that some of the criticism o f bias relates to the fact that many qualitative researchers have 

failed to give adequate descriptions o f their assumptions and methods particularly with 

regard to analysis o f data. They suggest a number of additional options that may be helpful 

in reducing researcher bias. These include combining a qualitative analysis with some 

quantitative summary o f the results and providing the reader with sequences fi"om the 

original data followed by a commentary. Both these strategies are used in this study. In 

addition, samples o f the interview transcripts were provided to an independent observer 

who re-coded the data using the codes used by the researcher. Both results were compared 

to monitor researcher bias.



1.7 Overall Design O f The Study

The following three chapters are the central methodology chapters. These chapters describe 

fcow participants were recruited in order to answer the questions detailed earlier in Table 

1,1. They also explain the tools used in the study, how these tools were used to generate 

^ t a  and the approaches taken to analyse this data. In this section, the overall design o f the 

siudy is described to set the scene for the methodology section o f the thesis. Data was 

generated over a period of 18 months. There were five main phases to the study:

SiT.l Phase 1 (Devising And Preparing The Tools For Data Generation)

ijhese tools and how they were devised are described in Chapter 7. No assessments were 

available to measure specifically the impact o f acquired dysarthria on the speaker. 

Therefore, at this stage of the study some time was spent informally interviewing people 

with acquired dysarthria in order to devise a tool for this purpose. This took the form o f a 

questionnaire (The Dysarthria Questionnaire) (appendix 3) that had a weighted scoring 

system. After the questionnaire was devised, it was then piloted and amended. The 

Dysarthria Questionnaire and its development are described in section 7.2. The question o f 

Ae impact o f acquired dysarthria on the speaker’s self-concept was then tackled. The Head 

b ju ry  Semantic Differential (HISD) scale (Tyerman & Humphrey, 1984) (appendix 4) was 

■fleeted to answer questions relating to this area. This scale was originally devised for 

people with closed head injury and had to be adapted for the purposes o f this study. This is 

described in section 7.3.

K^xt, a tool to examine primary communication partners’ perceptions o f the impact o f 

iCquired dysarthria on the speaker was devised. It was decided to amend The Dysarthria 

Questionnaire and call this ‘The Dysarthria Questionnaire For Primary Communication 

partners’ (appendix 5). How this questionnaire was amended to meet these needs is 

explained in section 7.4. Following this, the question of how to measure speakers’ and 

listeners’ perception o f speech intelligibility was dealt with. Again, in the absence o f any 

^ecific  scale or measure in this area, a scaling technique had to be selected and speech 

■tmples recorded for use in this task. This task and the rationale for selecting the scale used 

#■6 described in section 7.5. Finally, at the end of Phase 1, people had to be recruited to take 

part in the study. This involved the recruitment o f people with acquired neurological
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ysarthria, their primary communication partners, speech and language therapists and naifve 

isteners. The sampling strategy used and how these people were selected is described in 

hapter 6.

.7.2 Phase 2 (Data Collection)

hase 2 involved the quantitative component of the study. Chapter 8 describes how the 

easures referred to in Phase 1 were implemented. In this phase, the impact o f acquired 

ysarthria on the person using The Dysarthria Questionnaire, and its effect on self-concept 

sing the Head Injury Semantic Differential scale, were examined. Details on 

dministration and scoring of both these measures are provided in Chapter 7.

t this point, information was also obtained on how the primary communication partners 

erceived the impact of acquired dysarthria on the speaker. The administration and scoring 

f  this questionnaire is described in section 7.4.2. The people with acquired dysarthria’s 

erception of the speech intelligibility of other dysarthric speakers was then explored and 

ompared with the perceptions of speech and language therapists and naive listeners. How 

his task was carried out is described in section 8.5.1. Finally, the person with dysarthria’s 

erception of his or her speech intelligibility was examined and this perception was 

ompared with the perceptions of speech and language therapists and naive listeners. This 

ask is explained in section 8.5.2 and 8.5.3.

•7.3 Phase 3 (In-Depth Interviews)

hase 3 o f the study involved qualitative in-depth interviews with a small group o f people 

ith acquired dysarthria. These interviews provided information on specific aspects o f the 

experience o f acquiring and living with dysarthria. Chapter 6 describes how the 

interviewees were selected. The format of the interviews had to be devised and a Topic 

Guide formulated to structure the interviews. This is described in Chapter 7. How the 

interviews were conducted is described in Chapter 8.

5.7.4 Phase 4 (Repeating The Assessments)

Phase 4 involved returning to people with acquired dysarthria to repeat The Dysarthria 

Questionnaire and The Head Injury Semantic Differential scale six months after the initial 

assessment. This was to assess if  there had been any changes in the impact o f acquired
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ysarthria or self-concept over this period. The people who participated in this section of 

he study are described in Chapter 6. The procedure for re-assessment is described in 

ection 8.8.

.7.5 Phase 5 (Preparing The Data For Analysis)

hase 5 involved the selection o f appropriate methods to prepare the data generated for 

alysis. This is described in Chapter 8 and includes preparing both the quantitative and 

ualitative data. The application of descriptive and inferential statistics is included later in 

he data results chapters.

he first of the following methodology chapters describes how the participants were 

elected for the study.



. METHODOLOGY: THE PARTICIPANTS

.1 Introduction

his chapter introduces the participants in the study, describing how they were recruited, 

escriptive characteristics for each group are outhned and issues arising during participant 

election are discussed. The participants recruited to answer the questions in this study can 

e divided into four groups;

a) People with acquired neurological dysarthria,

b) The primary communication partners of people with acquired dysarthria,

c) Speech and language therapists,

d) Naive listeners who are unfamiliar with dysarthric speech.

he people with acquired dysarthria were selected to answers questions on both the impact 

f dysarthria and the experience of acquiring and living with dysarthria. The primary 

ommunication partners were selected to examine how their perception o f impact differed 

rom the perceptions of people with acquired dysarthria. Finally, the naive listeners and 

peech and language therapists were selected to answer questions on differences in 

erception of the intelligibility of dysarthric speech.

.2 People With Acquired Dysarthria Participating In The Study

his section begins with an explanation of the sampling procedure used to select people 

ith acquired dysarthria for this part of the study.

•2.1 Sampling Procedure

heoretical or purposive sampling was used to select the people with acquired dysarthria, 

ason (1996) defines theoretical sampling as follows:

“Theoretical sampling means selecting groups or categories to study on the basis o f  relevance to 
your research questions, your theoretical position and analytical framework, your analytical 
practice and most importantly the explanation or account which you are developing, (p. 94)

t involves constructing a sample which, according to Mason,

“is meaningful theoretically, because it builds in certain characteristics or criteria which help to 
develop and test your theory and explanation.” (p 94)
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e main research questions in this study relate to the impact and the experience of 

ecoming dysarthric, seeking to explain why dysarthria has a greater impact on some people 

ore than others. In the absence o f research in this area, a wide variety o f different 

xperiences were sought in an attempt to understand the impact o f acquired dysarthria on 

he person. To this end, individuals with acquired dysarthria covering a range o f different 

etiologies were selected. A reasonable balance of both male and female participants was 

ought. People covering a range of ages as well as dysarthria severity levels were chosen, 

eople who had dysarthria for a relatively long period were also selected. Finally, ‘deviant’ 

r ‘negative’ cases (i.e. cases which might not fit with my theory) were needed. My 

orking hypothesis was that acquired dysarthria has a negative impact on the lives o f the 

eople with dysarthria. However, from clinical experience I also acknowledged that this 

heory would not apply to all people with acquired dysarthria. Therefore, I deliberately 

ought out people who were not concerned about their dysarthria. These were people who, 

rom documentation in speech and language therapy notes, were perceived by their speech 

nd language therapist not to be affected by their dysarthria.

.2.2 Selection of People With Acquired Dysarthria

he speech and language therapy files covering a two-year period at the Adelaide and 

eath Hospital, Dublin, were reviewed. The Multiple Sclerosis Society o f Ireland and the 

arkinson’s Disease Society of Ireland were also approached with information on the 

roject along with an invitation for people with acquired dysarthria interested in 

articipating to contact the researcher. Letters were sent to Principal Speech and Language 

herapists in hospital and rehabilitation facilities in the Dublin region outlining the research 

roject and inviting them to contact me if they had any people with acquired dysarthria who 

ight be suitable for the study.

list o f selection criteria was drawn up. These were preliminary conditions for inclusion, 

eople were screened fiarther using a battery of assessments to ensure that these criteria 

ere met. The initial criteria were as follows:

a) Acquired dysarthria,

b) Minimum of 6 months post-onset of dysarthria,

c) Living at home,

d) No evidence o f cognitive impairment,
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e) No evidence of aphasia,

f) No history o f hearing impairment.

n contrast to earlier studies (Yorkston, Bombardier & Hammen, 1994), it was decided to 

xclude people with congenital dysarthria because differences relating to accommodation of 

ysarthria may exist between people with acquired and congenital dysarthria. To ensure that 

eople had some experience o f living with dysarthria, only those who had dysarthria for at 

east six months were selected. Moving to a nursing home can be a significant event in an 

ndividual’s life with possibly different communication demands on the person. Therefore, 

t was decided to include only speakers who were living at home at the time o f  the study. In 

ddition, to guarantee that participants were describing speech rather than a language 

isorder, people with a history of aphasia or language impairment were not selected.

ack of insight due to cognitive impairment may influence reaction to dysarthria. Therefore, 

articipants with known cognitive impairment were not included in the study. These were 

eople with already documented cognitive impairment in their speech and language therapy 

otes or general medical charts. Finally, people with hearing impairment were excluded as 

ne component o f the study involved the investigation o f perception o f speech 

ntelligibility. The presence of hearing impairment was determined through direct 

uestioning of the person as well as documentation in the medical, and/or speech and 

anguage therapy notes.

total o f 48 people were screened for inclusion in the study. The Revised Token Test 

McNeil & Prescott, 1978) and the Aachen Aphasia Test-Token Test (AAT-TT) sub- 

ection (Miller, Willmes & De Bleser, 2000) were used to screen for the presence of 

phasia. The Standardised Mini-Mental State Examination (SMMSE) (Molloy, Alemayehu 

Roberts, 1991) was used to screen for cognitive impairment. Of these 48 people screened, 

2 met the selection criteria outlined above. One of these 22 people declined to take part in 

he study at this point. Screening assessments were time-consuming often taking between 

ne and two sessions depending on the person’s ability to tolerate assessment. This gave 

se to further issues with regard to the number of participants for the study.
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.2.3 Issues Arising During Participant Selection

“ginally, I had anticipated that I would have a greater number o f  people with acquired 

ysarthria participating in the study. The screening of people for the study took longer than 

ticipated and for every 12 people screened, only five people were selected to participate, 

ometimes this screening was quite quick as relevant information was obtained from 

edical or speech and language therapy notes, but often it was only following 

dministration o f the SMMSE or aphasia tests that cognitive or language disorder was 

vident. However, some of these people did participate in providing speech samples for the 

peech perception task (see section 7.5.4).

n addition, there were fewer people with acquired dysarthria available for screening than I 

xpected. Voluntary organisations such as the Multiple Sclerosis Society felt they were 

nable to assist with volunteers for the study for various reasons. On examining the details 

f the 21 people selected to participate in the study, it was noted that this group included 

ust one person with dysarthria because of stroke. As dysarthria is common following stroke 

Gresham & Phillips, 1979), it was deemed important to include this group o f people in the 

tudy. Given the time constraints of the project, it was decided to involve a second centre in 

ata collection. At a centre in the UK, a final year speech and language therapy student 

ollected additional data under supervision on 10 other people with acquired dysarthria. Six 

f these 10 people presented with dysarthria because o f stroke. All 10 people met the same 

election criteria specified in section 6.2.2.

.2.4 Details O f The People With Acquired Dysarthria Participating In The Study

total o f 31 people with acquired dysarthria participated in this study. Descriptive data is 

utlined in Table 6.1.

he first 10 people were from the UK site. The group included 13 women and 18 men with 

n age range 26 to 82 years (Mean: 59.8 years, S.D: 17.4 years). All o f  these people had 

cquired dysarthria. The aetiology of the dysarthria varied from Parkinson’s disease (32%), 

troke (23%), cerebellar atrophy (13%), Motor Neurone Disease (6%), Friedreich’s ataxia 

6%), Multiple Sclerosis, (6%), Multi-system atrophy (6%), and closed head injury (6%). 

1% of the medical conditions were progressive in nature. Time post-onset of dysarthria 

anged from 7 to 276 months. (Mean 65.3 months, S.D: 61.8 months).
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able 6.1 Details Of People With Acquired Dysarthria Who Participated In The Study^® (N=31)

Person
with

Dysarthria
Gender Age in 

Years Aetiology of Dysarthria

Time Post- 
Onset 

(months)

Intelligibility 
Level of 

Dysarthria

Dysarthria
Severity
Rating

Ciara Female 82 Stroke 14 75% Moderate
Sarah Female 26 Stroi<e 48 66% Moderate
Gladys Female 56 Stroke 8 77% Moderate
Joan Female 34 Stroke 12 79% Moderate
David Male 74 Stroke 17 70% Moderate
Roger Male 74 Cerebellar atrophy 96 56% Moderate
Walter Male 77 Pari<inson’s  disease 12 88% Moderate
Georgina Female 76 Pari<inson's disease 120 77% Moderate
Patrici< Male 73 Stroke 7 73% Moderate

|o Jane Female 75 Parkinson’s  disease 108 86% Moderate
George Male 52 Motor Neurone Disease 216 99% Mild

\2 Maureen Female 46 Cerebellar atrophy 36 90% Mild
h Fred Male 73 Pari<lnson’s disease 36 89% Moderate
|4 Ron Male 40 Cerebellar atrophy 48 94% Mild
is Liam Male 68 Motor Neurone Disease 120 72% Moderate
|6 Joseph Male 29 Closed Head Injury 48 50% Moderate
l7 John Male 64 Cerebellar atrophy 38 84% Moderate
Is Donal Male 28 Multiple sclerosis 72 100% Mild
Is M^lre Female 76 Pari<lnson’s disease 60 68% Moderate
lo Eric Male 65 Paridnson's disease 73 41% Severe
l1 Declan Male 30 Closed head Injury 48 89% Moderate
l2 Olwen Female 55 Multiple Sclerosis 10 83% Moderate
l3 Paul Male 48 Friedreich’s ataxia 108 95% Mild

Vlci<y Female 49 Multi-system atrophy 9 84% Moderate
Is Susan Female 67 Paritlnson's disease 144 91% Mild
le Peter Male 68 Parkinson's disease 84 23% Severe
I? Karen Female 68 Multi-system atrophy 42 61% Moderate
Is Rory Male 80 Paridnson’s disease 36 99% Mild
l9 Miriam Female 71 Parkinson’s disease 30 78% Moderate
lo Michael Male 53 Friedreich’s ataxia 276 88% Moderate
li Robert Male 77 Stroke 48 97% Mild

Mean 59.8 65.3 78.1%
Std Dev 17.4 61.8 17.8%

^he intelligibility o f speech o f  the people with acquired dysarthria was assessed on the 

entence section o f  the Assessment o f Intelligibility for Dysarthric Speech (AIDS), 

Yorkston & Beukelman 1981). Sentence intelligibility scores were used in preference to 

ord intelligibility scores as, according to Yorkston and Beukelman (1981), sentence 

roduction tasks more closely parallel ordinary speaking efforts. Three judges'^ rated the 

ysarthric speech and the mean intelligibility score o f the three ratings was calculated. The 

peech intelligibility o f  the 31 speakers ranged from 23 to 100%. The mean dysarthria score 

or these people was 78.1% (SD: 17.8%). Eight people exhibited mild dysarthria*®. Two

Pseudonyms are used throughout this thesis.

These judges comprised one naive listener, one speech and language therapy student and one speech and 

anguage therapist.

The classification o f dysarthria according to intelligibility scores in the literature varies. Authors rarely 

efine what they mean by ‘m ild’, ‘moderate’ and ‘severe’ dysarthria. Even for those studies, which base their 

lassification on the AIDS assessment, differences can exist (Yorkston & Beukelman, 1983; Dongilli, 1994; 

arter, Yorkston, Strand & Hammen, 1996). In this study, people with sentence intelligibility scores greater 

an 90% on the AIDS assessment were considered mildly dysarthric. People who scored below 50% were
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jeople presented with severe dysarthria. The majority o f people (21) in the study therefore 

)resented with moderate dysarthria. Eight of the 31 were attending their local speech and 

anguage therapy departments at the time of assessment. Twenty-three were not receiving 

my formal therapy (see Table 6.2). Six o f these 23 were seen periodically by a speech and 

anguage therapist to review their status. Two of the 23 had no access to speech and 

anguage therapy services in their local area. Fifteen had completed a course o f therapy and 

lad little or no contact with their speech and language therapy department. One o f  these 15

1
 Declan) was not considered priority by his local service and he was awaiting financial 

ompensation following his road traffic accident to pay for private speech and language 

[lerapy.

table 6.2 Details Of People With Acquired Dysarthria Receiving Speech And Language Therapy (N=31)

Person With 
Dysarthria

Attending For 
Speech And 

Language Therapy Status
Ciara No Com pleted
Sarah No Com pleted
G ladys No Com pleted
Joan No Completed
David No Completed
Roger No Completed
W alter No Completed
Georgina No Completed
Patrick No Completed
Ja n e No Completed
G eorge No Completed
M aureen Yes Active therapy'*
Fred Y es Active therapy
Ron No Completed
Liam No On review
Joseph Y es Active therapy
John No On review
Donal No Completed
Mdire No On review
Eric No On review
Declan No Completed
Olwen Y es Active therapy
Paul No On review
Vicky No No service
Susan Yes Active therapy
P eter No On review
Karen Y es Active therapy
Rory Y es Active therapy
Miriam Y es Active therapy
Michael No No service
Robert No Completed

obnsidered severely dysarthric. People who obtained sentence intelligibility scores o f between 50% and 90% 

ere considered moderately dysarthric.

Active therapy is defined as attending for speech and language therapy for a minimum o f one session per 

fibrtnight.
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All 31 people completed The Dysarthria Questionnaire (appendix 3) and the Head Injury 

Semantic Differential scale (appendix 4).

6.3 People With Dysarthria Selected For In-Depth Interviews

It was necessary to select a number o f people to take part in the in-depth interviews. The 

sampling procedure used and the details o f  the 11 people selected are described next.

6.3.1 Sam pling Procedure

Theoretical or purposive sampling was also used to select 11 people for interview. These 

were selected from the initial 21 people with dysarthria The aim o f these in-depth 

interviews was to obtain more detailed information on the experience o f  acquired 

dysarthria. Therefore, it was important to select people who might present with different 

experiences to provide a broader understanding o f this area. From the initial data collection, 

two people (Ron and Michael) had Present Self scores that were higher than Past Self (i.e. 

before the dysarthria) scores. As this differed to the responses o f other people with acquired 

dysarthria in the study, it was decided to select both these people for interview. Ron was 

also one o f the ‘negative’ or ‘deviant’ cases selected to participate in the study. As there 

was only one person (Robert) who had dysarthria following stroke in this group o f  people, 

he too was selected for interview. People with a range o f intelligibility scores were also 

required and thus one person with severe dysarthria (41% intelligibility) and one person 

with mild dysarthria (100% intelligibility) were selected. This person with 100% 

intelligibility (Donal) was considered by his speech and language therapist to be very 

concerned about his speech. An attempt was made to include a reasonable balance o f  male 

3nd female interviewees as well as a range of age groups and time post-onset. Details o f 

these 11 people are provided in the following section.

6-3.2 Details O f The People With Acquired Dysarthria Selected For Interviews

Details of these 11 people are summarised in Table 6.3.

The 10 people from the UK site were excluded for practical reasons of accessibility.
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Table 6.3 Details O f People With Acquired Dysarthria Who Participated In In-Depth Interviews (N=11)

Person With 
Dysarthria G ender

Age in 
Years Aetiology of Dysarthria

Time P o st- 
O nset 

(m onths)

Intelligibility 
Level of 

D ysarthria

Dysarthria
Severity
Rating

1 Maureen Female 46 Cerebellar atrophy 36 90% Mild
2 Ron Male 40 Cerebellar atrophy 48 94% Mild
3 Liam Male 68 Motor neurone disease 120 72% Moderate
4 Donal Male 28 Multiple sclerosis 72 100% Mild
5 Eric Male 65 Parkinson’s disease 73 41% Severe
6 Paul Male 48 Friedreich's ataxia 108 95% Mild
7 Susan Female 67 Parkinson's disease 144 91% Mild
8 Karen Female 68 Multi-system atrophy 42 61% Moderate
9 Miriam Female 71 Parkinson’s disease 30 78% Moderate
10 Michael Male 53 Friedreich's ataxia 276 88% Moderate
11 Robert Male 77 Stroke 48 97% Mild

Mean 57.4 90.6 82.5%
Std Dev 15.3 71.9 18.1%

Seven male and four female people with acquired dysarthria were included in this group. 

The mean intelligibility score for these people was 82.5% (SD; 18.1%). Their ages ranged 

from 28 to 77 years (Mean: 57.4 years, SD; 15.3 years). Time post-onset ranged from 30 to 

276 months (Mean: 90.6 months, SD: 71.9 months). These 11 people presented with a range 

of physical disabilities. The Barthel Activities of Daily Living Index (Mahoney & Barthel, 

1965) (appendix 6) was used to measure the person’s level o f independence in daily living 

activities. The simplified scoring system devised by Wade and Langton-Hewer (1987) 

was used to provide the severity rating. Table 6.4 outlines the scores for these 11 people.

Table 6.4 Scores On The Barthel Index For People Selected For Interview (N=11)

Person
With

Dysarthria

Barthel
Index

Scores
Severity
Rating

1 Maureen 19 Mild
2 Ron 20 Independent
3 Liam 17 Mild
4 Donal 18 Mild
5 Eric 15 Mild
6 Paul 19 Mild
7 Susan 18 Mild
8 Karen 8 Severe
9 Miriam 19 Mild
10 Michael 8 Severe
11 Robert 13 Moderate

Mean 15.8
— Std Dev 4.4

The mean score on The Barthel Index for all 11 people was 15.8 (SD: 4.4) indicating a 

moderate range of scores. The group is composed predominantly of people with mild 

physical impairment in activities o f daily living.

Using Wade and Langton-Hewer’s scoring system, the score range for the Barthel Index is; 0-4 = very 

severe; 5-9 = severe; 10-14 = moderate; 15-19 = mild; 20 = independent.
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6.4 People Participating In Repeat Assessments

The Dysarthria Questionnaire and the Head Injury Semantic Differential (HISD) scale were 

repeated to assess if  impact and changes to self-concept alter over time. Six months after the 

initial data collection, 21 o f the 31 people with acquired dysarthria^^ were contacted and 

arrangements were made to repeat these assessments. It was not possible to complete 

assessments on four people. One had moved to a nursing home, another had moved away to 

live with her daughter and two people were considered too unwell to participate further in 

the study. Seventeen people therefore participated in the repeat assessments (see Table 6.5). 

This group consisted o f  11 males and six females ranging in age from 28 to 77 years (Mean; 

57.7 years, SD: 15.3 years). Time post-onset in this group ranged from 10 to 276 months 

(Mean: 82.6 months, SD; 71.3 months). Dysarthria intelligibility ranged from 41% to 100% 

(Mean: 83%: SD: 15%). This indicates that this group had predominantly moderate 

dysarthria.

Table 6.5 Details Of People With Acquired Dysarthria Participating In The Repeat Assessments (N=17)

Person
With

Dysarthria Gender
Age in 
Years Aetiology of Dysarthria

Time Post- 
Onset 

(months)

Intelligibility 
Level of 

Dysarthria

Dysarthria
Severity
Rating

1 George Male 52 Motor Neurone Disease 216 99% Mild
2 Maureen Female 46 Cerebellar atrophy 36 90% Mild
3 Fred Male 73 Parkinson’s disease 36 89% M oderate
4 Ron Male 40 Cerebellar atrophy 48 94% Mild
5 Liam Male 68 Motor Neurone Disease 120 72% M oderate
6 John Male 64 Cerebellar atrophy 38 84% Moderate
7 Donal Male 28 Multiple sclerosis 72 100% Mild
8 M^ire Female 76 Parkinson’s disease 60 68% Moderate
9 Eric Male 65 Parkinson’s disease 73 41% Severe
10 Declan Male 30 Closed head injury 48 89% Moderate
11 Olwen Female 55 Multiple Sclerosis 10 83% M oderate
12 Paul Male 48 Friedreich’s ataxia 108 95% Mild
13 Susan Female 67 Parkinson’s disease 144 91% Mild
14 Karen Female 68 Multi-system atrophy 42 61% M oderate
15 Miriam Female 71 Parkinson’s disease 30 78% Moderate
16 Michael Male 53 Friedreich’s ataxia 276 88% M oderate
17 Robert Male 77 Stroke 48 97% Mild

Mean 57.7 82.6 83.0%
— Std Dev 15.3 71.3 15.0%

Four o f these 17 people (Maureen, Fred, Olwen and Karen) had been receiving active 

Speech and language therapy at the time of their initial assessments and were now placed on 

review. The details o f these people’s status regarding speech and language are provided in 

Table 6.6.

^  The 10 people in the UK were not included in this section of the study as this was not feasible for the speech 

3nd language therapy student.
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Table 6.6 Details Of P eop le  With A cquired D ysarthria Receiving S p eec h  & L anguage T herapy  (R epeat 

Assessments) (N=17)

Person With 
Dysarthria

A ttending For Speech  
And L anguage Therapy Status

1 George No Completed
2 Maureen Yes On review
3 Fred Yes On review
4 Ron No Completed
5 Liam No On review
6 John No On review
7 Dona! No Completed
8 Mdire No On review
9 Eric No On review
10 Declan No Completed
11 Olwen Yes On review
12 Paul No On review
13 Susan Yes Active therapy
14 Karen Yes On review
15 Miriam Yes Active therapy
16 Michael No No service
17 Robert No Completed

6.5 The Primary Communication Partners

Each o f the 31 people with acquired dysarthria was asked to select someone with whom  

they communicate closely to complete ‘The Dysarthria Questionnaire for Primary 

Communication Partners’. Thirty primary communication partners completed 

questionnaires. Details o f  the relationship between primary communication partners and 

people with acquired dysarthria are given in Table 6.7.

Table 6.7 R elationship Betw een Primary Confimunication Partners And People With A cquired D ysarthria 

(N=30)

Relationship to  
Person with
Dysarthria Frequency

Wife 10
Sister 5
Husband 5
Daughter 4
Mother 3
Female home-carer 1
Close female friend 1
Nephew 1

Twenty-four o f the 30 partners (80%) who completed questionnaires were female. There 

was a tendency for females with dysarthria to select daughters or sisters rather than spouses 

it they were married. One woman chose a close female Wend rather than her husband. Men
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also tended to select female relatives. This will be discussed further in relation to findings in 

this area in Chapters 12 and 15.

6.6 People Selected For The Direct Magnitude Estimation (DME) 

Task

The DME task, which was used to obtain data on the perception of intelligibility of 

dysarthric speech, generated data from 20 people with acquired dysarthria already involved 

in the study, 10 speech and language therapists and 20 naive listeners. This section 

describes how these people were selected and who they were.

6.6.1 The People With Acquired Dysarthria

Twenty-one people with acquired dysarthria already involved in completing questionnaires 

and the self-concept scale were asked to take part in this section of the study. It was decided 

not to involve people with dysarthria from the second centre in the UK, as differences in 

perception due to accent variation may exist (Mackey, Finn &  Ingham, 1997). O f these 21 

people, one person declined to participate further in the study. Thus, 20 people with 

dysarthria (Table 6.8) participated in the DME task which is described in detail in the next 

chapter.

Table 6.8 Details Of People With Acquired Dysarthria Participating In The DME Task (N=20)

Person
with Gender Age in 

Years
Aetiology of Dysarthria

Time Post- 
Onset 

(months)

Intelligibility 
Level of 

Dysarthria

Dysarthria
Severity
Rating

1 Oeorge Male 52 Motor Neurone Disease 216 99% Mild
2 Maureen Female 46 Cerebellar atrophy 36 90% Mild
3 Fred Male 73 Parkinson’s disease 36 89% Moderate
4 Ron Male 40 Cerebellar atrophy 48 94% Mild
5 Liam Male 68 Motor Neurone Disease 120 72% Moderate
6 John Male 64 Cerebellar atrophy 38 84% Moderate
7 Dona! Male 28 Multiple sclerosis 72 100% Mild
8 Mdire Female 76 Parkinson's disease 60 68% Moderate
9 Eric Male 65 Parkinson's disease 73 41% Severe
10 Declan Male 30 Closed head injury 48 89% Moderate
11 Olwen Female 55 Multiple Sclerosis 10 83% Moderate
12 Paul Male 48 Friedreich's ataxia 108 95% Mild
13 Vicky Female 49 Multi-system atrophy 9 84% Moderate
14 Susan Female 67 Parkinson's disease 144 91% Mild
15 Peter Male 68 Parkinson's disease 84 23% Severe
16 Karen Female 68 Multi-system atrophy 42 61% Moderate
17 Rory Male 80 Parkinson's disease 36 99% Mild
18 Miriam Female 71 Parkinson’s disease 30 78% Moderate
19 ^ îchael Male 53 Friedreich’s ataxia 276 88% Moderate
20 Robert Male 77 Stroke 48 97% Mild

Mean 58.9 76.7 81.3%
Std Dev 15.2 68.1 20.0%
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The speakers’ ages ranged from 28 to 80 years. The mean age was 58.9 years (S.D: 15.2 

years). These people were asked to rate their perceptions o f the intelligibility o f other 

speakers with dysarthria. They were then asked to rate the intelligibility o f  their own 

speech. This is detailed in Chapter 8.

6.6.2 Speech And Language Therapists

In the task investigating perception of dysarthric speech, it was necessary to obtain 

information on speech and language therapists’ perception of speech intelligibility to 

contrast and compare with naive listeners and people with acquired dysarthria'’s perceptions. 

Earlier studies by Dagenais, Garcia and Watts (1998), and Dagenais, Watts, Tumage and 

Kennedy (1999) suggest that speech and language therapists differ from naive listeners in 

their rating o f intelligibility o f dysarthric speakers. Ten experienced speech and language 

therapists were selected from the Speech and Language Department o f a local hospital. All 

coincidentally were female (see Table 6.9). None had any history of hearing difficulties.

Table 6.9 Details Of Speech & Language Therapists Participating In The DI\1E Task (N=10)

Speech and 
Language 
Therapist Gender

Age
(years)

SLT1 Female 25
SLT2 Female 35
SLT3 Female 28
SLT4 Female 30
SLT5 Female 22
SLT6 Female 25
SLT7 Female 23
SLT8 Female 22
SLT9 Female 24
SLT10 Female 26
Mean 26.0
Std Dev 4.1

Speech and language therapists’ ages ranged from 22 to 35 years with a mean age o f 26.0 

years (S.D. 4.1 years). Therapists’ clinical experience ranged from 1 to 11 years with an 

average o f 4 years experience. All speech and language therapists had experience o f 

working with adult acquired dysarthria and all therapists apart from one were involved in 

treating people with dysarthria at the time of the study. They were all aware o f the purpose 

of the speech perception task. One person (SLTIO) was familiar with eight o f the 20 

speakers participating in the study. Yorkston and Beukelman (1983) as well as Garcia and 

Cannito (1996) found that prior familiarisation with a speaker does influence intelligibility 

ratings. However, Tjaden and Liss (1995) found the opposite. They reported that
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familiarisation with a speaker does not influence intelligibility ratings. These findings may 

not be directly applicable in this instance as all three studies were focused on transcription 

of sentences and reading passages and not on perception o f speech intelligibility. This 

speech and language therapist (SLT 10) was unaware during the listening task that speech 

samples from these people with dysarthria were included in this section o f  the study.

6.6.3 Naive Listeners

It has been suggested that a listener’s background and experience can influence the 

perception of speech (Kreiman, Gerratt & Precoda, 1990). Therefore, it was important to 

generate data from a third group o f listeners: people who were not familiar with dysarthric 

speech. Ten people (five male and five female) were initially recruited from personal 

contacts to take part in this section o f the study. However, it was quickly realised that the 

comparative group o f speech and language therapists were female. It has been suggested in 

the literature that gender may influence direct magnitude estimation scaling (Fucci, 

Petrosino & Banks, 1994). In studies, which did not use DME, Burley and Rinaldi (1986) 

found that male listeners rated people who stutter more negatively than females although 

Patterson and Pring (1991) found no gender differences in their study. To control for gender 

differences in this perception task a further five male and five female volunteers were 

recruited from personal contacts. These listeners rated their perception o f  speech 

intelligibility following the same procedure as for speech and language therapists and 

people with acquired dysarthria. None of the listeners had a history o f hearing impairment. 

All were Irish with English as their first language. All listeners were unfamiliar with 

dysarthric speech before this task.

Table 6.10 Details Of Naive Listeners Participating In The DME Task (N=20)

NaYve
Listener Gender

Age
(years)

NaVve
Listener Gender

Age
(years)

1 Male 40 1 Female 68
2 Male 34 2 Female 32
3 Male 41 3 Female 41
4 Male 42 4 Female 40
5 Male 37 5 Female 43
6 Male 43 6 Female 62
7 Male 48 7 Female 41
8 Male 53 8 Female 46
9 Male 63 9 Female 38
10 Male 39 10 Female 36

Mean 44.0 44.7
Std Dev 8.6 11.4
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The age range for naive listeners was 32 to 68 years (mean: 44.4 years, SD: 9.8 years). The 

mean age for males was 44.0 years (S.D: 8.6 years) and the mean age for females was 44.7 

years (S.D: 11.4 years).

6.7 Summary

This chapter has described how the participants in this study were recruited and provides 

descriptive details on each o f the different sets of participants. Morse (1999b) discusses the 

role of data in determining the progress of qualitative studies, and the need to be flexible 

throughout the study. This also applies to the role of data sources (i.e. the participants). 

Additional people with acquired dysarthria and naive listeners were recruited as the study 

progressed. The low numbers o f people with acquired dysarthria, which would not allow me 

to answer my research questions sufficiently as well as the possibility o f gender bias from 

the speech and language therapy group, demanded this flexibility o f  approach. The next 

chapter introduces the tools or measures used with these participants.
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7. METHODOLOGY: THE TOOLS

7.1 Introduction

One o f the first tasks in the initial phase o f the study (see section 5.7.1) involved the 

development and adaptation o f tools to answer the questions posed in this thesis. The first 

main question that needed to be addressed was ‘What is the impact o f  acquired dysarthria 

on the speaker?’ This demanded some measure of impact to examine the interaction 

between specific variables (e.g. level of speech intelligibility and impact). A further 

question posed was ‘Does acquired dysarthria affect the speaker’s self-concept?’ Again, in 

the absence o f any suitable measures, a semantic differential scale had to be adapted to 

answer this question. Equally, no tool was readily available to examine the primary 

communication partner’s perception o f impact of acquired dysarthria on the speaker. 

Finally, questions regarding speech perception had to be addressed (e.g. how speakers 

perceive the intelligibility of their dysarthric speech, does the speakers’ perception differ 

from the speech and language therapists’ perception, and does the perception o f  dysarthria 

intelligibility differ between listeners and speakers?). Exploring perception and examining 

for differences in perception demanded a specifically devised listening task coupled with a 

reliable scaling procedure.

This chapter begins by describing the quantitative tools used in this study to generate data. 

Four tools were used for generating quantitative data:

1. The Dysarthria Questionnaire,

2. The Dysarthria Questionnaire for Primary Communication Partners,

3. An adaptation o f the Head Injury Semantic Differential Scale (Tyerman & 

Humphrey, 1984),

4. A direct magnitude estimation (DME) scale using two sets o f digital recordings o f 

dysarthric speech.

This chapter also describes the qualitative tools, which were in-depth interviews. These 

were used to answer the question ‘What is the experience o f people who have acquired 

dysarthria?’ These tools will be described in the order in which they were used in the study.
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7.2 Quantitative Tools: The Dysarthria Questionnaire

The purpose o f  this questionnaire (appendix 3) was to quantify the impact o f  acquired 

dysarthria on the speaker from the speaker’s perspective. The development o f the 

questionnaire, the results o f initial review, the final version and steps taken to ensure its 

validity and reliability are described in the following sections.

7.2.1 Development of The D ysarthria Questionnaire

I initially selected four areas for investigation. These four areas are based on research on 

other communication disorders, as well as information provided by people with acquired 

dysarthria. During the initial stages o f the study, I asked 10 people with acquired 

neurological dysarthria who were not part o f the overall study, how their dysarthria had 

affected them. The responses given are documented in appendix 7. The four areas selected 

on the basis o f  these comments, as well as on the literature from dysarthria and aphasia 

discussed in Chapter 2, are:

a) Section A ( ‘The Effect O f Dysarthria On Me As A Person ’) : This first section was 

selected to investigate broadly the impact of acquired dysarthria on the self- 

perception, self-concept and self-esteem of the individual. One person commented 

during these interviews that he or she was more self-conscious. Cant (1997) and 

McCrum (1998) commented on the effect of dysarthria on their self-esteem and self- 

concept (see section 2.2.2).

b) Section B ( ‘Acceptins Mv Dysarthria’) : ‘Accepting my dysarthria’ was selected as 

Demorest and Erdman (1987) found that low self-esteem and lack o f confidence in 

people with hearing impairment appeared to be related to difficulty in acceptance o f 

hearing loss. Knutson and Lansing (1990) reported a correlation between 

accommodation to deaftiess and psychological problems in people with hearing 

impairment. Charmaz (1983, 1995) proposed that there is a strong link between 

adapting to impairment and self-concept. Two people mentioned during the 

interviews that their dysarthria did not bother them, suggesting that there might be 

differences in this area amongst speakers. This therefore seemed an appropriate area 

to include in the investigation on impact of acquired dysarthria.
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c) Section C (‘How I  Feel Others React To My Speech ’): This section was included as 

researchers such as Duchan, Maxwell and Kovarsky (1999) emphasise the impact of 

listeners’ reactions on one’s concept o f self Yorkston, Bombardier and Hammen 

(1994) also suggest that asking questions about the perceived reactions o f others 

may be one way o f looking at the handicap associated with dysarthria. The 

importance o f this area was further emphasised by statements made by people with 

dysarthria during the information gathering exercise (appendix 7). Eight o f  the 20 

statements referred to other people’s reactions to speech.

d) Section D (‘How Dysarthria Affects My Communication With O thers’) : This section 

investigates changes in both the speaker’s communication style and communication 

behaviour because o f dysarthria. This was included as 10 o f the 20 statements made 

by people with dysarthria highlighted changes in communication behaviour because 

of dysarthria.

Having selected these four areas, the content of these sections was then addressed. 

Questionnaires such as The Communication Profile fo r  Speakers with Motor Speech 

Disorders, (Yorkston & Bombardier, 1992a) (appendix 8) and The Communication Profile 

for The Hearing Impaired (Demorest & Erdman 1986; Demorest & Erdman 1987), were 

also reviewed. For the purposes o f this study, the majority o f items in these questionnaires 

were not considered appropriate in terms of content validity. Some statements were selected 

from the section ‘Perceived Reactions of Others’ on The Communication Profile for 

Speakers with Motor Speech Disorders (Yorkston & Bombardier, 1992b). The statements 

made by the 10 people with acquired dysarthria in the information gathering exercise were 

also used. I took 48 statements which I perceived to cover a range o f perceptions and 

divided these statements into each o f the four sections. These were not equally divided. 

Section A had 12 statements. Section B had 10, Section C had 14 and Section D had 12 

statements.

7.2.2 Reviewing The Dysarthria Q uestionnaire

The questionnaire was reviewed by asking 12 people with acquired dysarthria to complete 

the questionnaire. Ten o f these 12 people had assisted me in the information gathering 

exercise. I completed the questionnaire with these people in the speech and language 

therapy clinic. In addition, the content and appearance of the questionnaire was discussed.
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Following this exercise, some amendments were made to the questionnaire. First, its visual 

presentation was modified to make it more user- friendly. Second, some statements were 

ambiguous and these were amended. Third, it was decided for the actual administration o f 

the questionnaire to give people with dysarthria a written summary o f  the findings 

(appendix 9). This would allow the researcher and the respondent to correct any 

contradictory statements and thus increase the reliability o f the responses. Fourth, Section 

E: ‘Dysarthria relative to other worries and concerns’ was added to the questiormaire. It was 

decided to add in this section as it became evident that, even though one could be convinced 

from responses on the questionnaire, that dysarthria was the individual’s main concern, this 

might not always be the case. This section was added to put dysarthria into perspective. In 

this section people were asked to list four main worries or concerns, in addition to speech, 

which troubled them at the time o f questionnaire completion. They are then asked to rank 

order these concerns on a scale o f one to five, where a ranking o f  five indicated least 

concern and a ranking o f one indicated most concern or worry. The final amendment to the 

questionnaire involved placing an additional section for written comments at the end o f  

each sub-section o f the questionnaire.

7.2.3 The Dysarthria Questionnaire - The Final Version

The final version o f The Dysarthria Questionnaire consisted o f five sections. It was 

designed to be completed by the individual alone or with assistance from the researcher. To 

assist in completion o f the questionnaire, two examples of responses were provided along 

with instructions at the beginning of the questionnaire.

7.2.4 Scoring O f The Questionnaire

A summated rating scale was used. The person with acquired dysarthria was asked to rate 

each statement on a 5-point scale from ‘Strongly Agree to Strongly Disagree’. These 

responses were given a weighted score, i.e. positively-worded statements to which the 

respondent ‘strongly agrees’ receives a score of 5 and strongly disagree statements receive 

a score o f 1. In negatively-worded statements, the reverse is true with strongly disagree’ 

statements receiving a score o f 5. This scoring system is illustrated in Table 7.1.
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Table 7.1 Scoring System For The Dysarthria Questionnaire

- Strongly Not Strongly
Agree Agree Sure Disagree Disagree

Scoring tor negatively-worded statements 1 2 3 4 5
Scorinq for positively-worded statements 5 4 3 2 1

7.2.5 Steps Taken To Ensure Validity Of The Questionnaire

Wade (1992) defines a valid measure as:

“one which can measure whatever it is supposed to, and achieve the purpose wanted.” (p.37)

The three types of validity relevant to this measure are:

1. Construct Validity. This refers to the extent to which results obtained concur with 

results predicted from an underlying theoretical model. The items included are 

selected according to a theoretical model of impairment and disability associated 

with communication disorders. The theoretical model to be tested on the impact o f 

dysarthria on the individual has drawn on work from areas such as aphasia, chronic 

illness, hearing impairment and fluency disorders.

2. Content Validity. This refers to how well the items included in the questionnaire 

measure the impact of acquired dysarthria on the individual. Content validity was 

obtained in a number of ways. Some items included are based on earlier work by 

Yorkston and Bombardier (1992a, 1992b). The statements used in their 

questionnaire were drawn from research by Kerns, Turk and Rudy (1985) as well as 

from interviews with individuals who have dysarthria and from suggestions made by 

speech and language pathologists. There was an optional section at the end of each 

questionnaire whereby the person could add additional information. This 

information might be particularly significant for respondents where they considered 

that important variables were omitted in the formulation of the questionnaire. The 

questionnaire was piloted on 12 people with acquired dysarthria who were not 

involved in the study. Following this exercise, amendments were made to the 

structure and content o f the questionnaire (see section 7.2.2).

3. Ecolosical Validity. This refers to the suitability of the measure for the environment 

it is to be used in. The quesfionnaire has ecological validity when used in the clinical
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speech and language therapy setting and in the person’s home. The use o f some 

statements in the questionnaire makes it less valid in situations where the person’s 

communication environment is different, e.g. a nursing home. Some statements such 

as ‘I avoid asking for items in shops’, ‘I feel comfortable speaking in most situations 

both at home and outside’ may be less relevant in a nursing home enviroimient or 

where the person cannot physically go outside.

7.2.6 Steps Taken To Ensure Reliability Of The Questionnaire

Hammersley (1992) defines reliability as the degree of consistency with which instances are 

assigned to the same category by different observers or by the same observer on different 

occasions. An attempt to achieve reliability o f the questionnaire was sought by including the 

following in the administration and scoring of the questionnaire:

a) Half the items were stated in a positive direction and half in a negative direction. 

This was done to correct the tendency for people to choose one end o f the scale and 

to avoid response bias. Mark (1996) advises that reversed wording forces the 

respondent to think about each answer.

b) One item was re-worded and repeated in each section to determine consistency o f 

the individual’s responses, at least on that item. If there were any contradictory 

statements, these were explored by the researcher and the person with acquired 

dysarthria at the following data collection session. The specific statements on the 

questionnaire were re-scored accordingly and it was this final score that was taken 

as a measure o f impact.

c) The results o f the questionnaire were formulated in a report type format (appendix 

9) and given to the person with dysarthria at the following session. This provided the 

person with an opportunity to clarity or change responses to certain items.

7.3 Quantitative Tools: The Head Injury Semantic Differential 

(HISD) Scale

The purpose o f this semantic differential scale was to quantify the impact o f  acquired 

dysarthria on the speaker’s self-concept. The scale used was an adapted version o f one 

devised initially by Tyerman and Humphrey (1984). The development of the Head Injury 

Semantic Differential (HISD) scale, its validity and reliability, the appropriateness of its use
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with people who have dysarthria, along with details on its administration and scoring are 

described in the following sections.

7.3.1 Development O f The Head Injury Semantic DifTerential (HISD) Scale

The Head Injury Semantic Differential (HISD) scale (Tyerman & Humphrey, 1984) was 

developed to measure changes in self-concept and psychological state after traumatic brain 

injury. The scale is based on the Osgood, Suci and Tannenbaum’s (1957) semantic 

differential approach to measuring subjective constructs. Tyerman et al. piloted the original 

HISD scale in 1984 (appendix 10) with a revised version in 1991 (HISD II) (appendix II).  

The primary purpose o f the scale is to seek to understand changes in self as perceived by the 

person. The HISD scale consists o f 20 bipolar adjectives selected for their considered 

relevance to traumatic brain injury. These adjective pairs are rated on a seven-point scale 

from ‘1’ (negative pole) to ‘7’ (positive pole), e.g. from 1 ‘greatly unhappy’ through to 7 

‘greatly happy’. Persons are asked to rate their Present Self (last two weeks). Past Self (6 

months prior to injury) and Future Self (expectations a year into the future).

7.3.2 Validity And Reliability Of HISD Scale

In a study on self-concept following traumatic brain injury (Tyerman, 1987), where changes 

in perception o f  Present, Past and Future Self were compared, the HISD scale proved very 

sensitive to changes in self-concept. The scale was shown to have internal reliability 

(Cronbach alpha 0.88, split half Guttman's 0.87) and validity in that ‘Present S e lf  scores 

were correlated with the Leeds Scale for emotional distress (Spearman’s /•j=0.73). The scale 

proved sensitive to changes in self-concept in rehabilitation of people with closed head 

injury, with significant progress from admission to discharge but decline from discharge to 

follow-up. Wright and Telford (1996) used the revised HISD II scale to investigate self- 

concept in 36 head-injured individuals and found that these people rated Present Self as 

more negative than their pre-injury or Past Self.

In the revised HISD II scale used by Wright et al., five adjective pairs were modified. The 

wording was altered for three constructs (‘Emotional became Unstable emotionally’, 

‘Difficult’ became ‘Uncooperative’, ‘Skilful-Clumsy’ became ‘Capable-Incapable’). Two 

skill - related pairs (‘Forgetfiil-Mindful’ and ‘Stupid-Clever’) were replaced with two new 

pairs related more to key aspects o f personality (‘Aggressive-Unaggressive’ and ‘Impatient- 

Patient’). The HISD II scale was used in further research on personal adjustment to severe
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traumatic brain injury. The ‘Present S e lf  ratings of the HISD II scale have also been shown 

to have internal reliability (Cronbach alpha 0.93, split half Guttman's 0.93) in a community 

sample o f 42 people with severe head injury (Ellis-Hill, personal communication). The 

HISD II scale proved sensitive to changes in self-concept amongst these 42 people with 

severe brain injury.

7.3.3 Using The HISD II Scale To Measure Self-Concept In People With 

Dysarthria

The HISD II scale has also been used to investigate changes in self-concept in a non-head 

injury population. Ellis-Hill and Horn (2000) used the HISD II scale to investigate changes 

in self-concept following stroke. They argue that the HISD II scale was equally applicable 

for people who have suffered a stroke since both client groups experience a differing 

relationship with their bodies. Ellis-Hill et al. investigated changes in self-concept in 26 

first-time stroke survivors with no severe communication, cognitive or perceptual 

difficulties or previous physical impairment. They also looked at self-concept in a 

comparison group of hospital volunteers matched for age, gender and the time from which 

past self-concept was considered. They looked at ‘Past S e lf and ‘Present S e lf  only. 

Overall, their results replicated the findings o f Tyerman (1987) and Wright et al. (1996) in 

that Ellis-Hill and Horn (2000) found individuals following stroke also described their 

‘Present S elf in more negative terms than prior to their stroke. The people who had 

suffered a stroke saw themselves as being less interested, capable and independent (p<0.01). 

They also perceived themselves as being less in control, more dissatisfied and less active 

(p<0.05). Self-concept using the HISD II scale in the comparison group remained positive 

and stable over a comparable time period.

It is proposed that the HISD II scale is also applicable as a measurement o f change in self- 

concept following the onset of dysarthria in a non-head injury population. Although the 

adjective pairs in the HISD and HISD II scales were chosen for their relevance to head 

injury, many o f the constructs are also relevant to people with acquired dysarthria. This 

judgement is based on clinical experience as well as interviews carried out with people with 

acquired dysarthria in a clinical setting. Some amendments were necessary to make the 

scale more appropriate for use with people with acquired dysarthria. Four constructs were 

omitted (‘Bored-Interested’, ‘Aggressive-Unaggressive’, ‘Inactive-Active’ and ‘Co- 

Operative-Uncooperative’) as I viewed these constructs to be more relevant to head injury
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rather than dysarthria. These were substituted by four new constructs ( ‘Intelligent-Stupid’, 

‘Assertive-Unassertive’, ‘Incompetent-Competent’ and ‘Self-Conscious-Not Self- 

Conscious’). These constructs were chosen based on interviews carried out with people with 

acquired dysarthria (see section 7.2.1) during the development stage o f  this project. The 

construct ‘Talkative’ was also substituted for ‘Sociable’ as this seemed to be a more 

appropriate opposite pole to ‘withdrawn’, and I also wanted to explore changes in 

sociability.

7.3.4 Administration And Scoring Of The HISD II (Amended) Scale

The scale is administered according to instructions outlined by Tyerman (Ellis-Hill, 

personal communication). The scale is intended for use by experienced clinicians or 

appropriately supervised staff and may be completed alone by the person or administered 

orally through interview as appropriate. Where completed by the person, the interviewer is 

expected to remain in attendance to answer queries, check that the scale has been completed 

correctly and provide any other support that may be required.

Each item is scored from 1 to 7 with the negative pole scored 1 and the positive pole scored 

7. The positive and negative items are mixed so that half the positive pole items are on the 

right and half on the left. Summing the scores of the 20 items produces a score from 20 - 

140.

The Dysarthria Questionnaire and the HISD^^ scale provided data that was used to address 

questions on the overall impact of acquired dysarthria on the person. The other quantitative 

tools, The Dysarthria Questionnaire for Primary Communication Partners and the DME 

scale, examined other people’s perceptions and data from these tools was used to look at 

how these perceptions compared with the perceptions of people with acquired dysarthria.

7.4 Quantitative Tools: The Dysarthria Questionnaire For Primary 

Communication Partners

The Dysarthria Questionnaire for Primary Communication Partners (appendix 5) was 

devised to explore the perception o f impact of acquired dysarthria on the speaker from a

“  The HISD II (amended) scale will be referred to as the HISD scale throughout the rest of the thesis.
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partner’s perspective and to compare this perspective with that o f the person with acquired 

dysarthria. The ‘primary communication partner’ is defined as someone who communicates 

frequently with the speaker. This was usually a spouse, a close family member or fnend. 

The person with acquired dysarthria nominated this ‘primary communication partner’. 

Details o f the relationship between communication partner and speaker were outlined in 

Table 6.7. The following sections describe the format of the questionnaire with details on its 

administration and scoring.

7.4.1 Format O f The Questionnaire

The Dysarthria Questionnaire for Primary Communication Partners consists o f  44 items and 

is an adapted version o f The Dysarthria Questionnaire that explores:

a) The communication partner’s perception o f the effect o f dysarthria on the speaker,

b) The communication partner’s perception o f speaker’s acceptance o f  dysarthria,

c) The communication partner’s perception of how the speaker feels other people react 

to his/her speech,

d) The communication partner’s perception of the impact of acquired dysarthria on the 

speaker’s communication behaviour.

As in The Dysarthria Questionnaire, there is an additional section (E), which explores the 

partner’s perception o f how he or she believes the speaker views dysarthria relative to other 

worries and concerns.

Four items contained in The Dysarthria Questionnaire were omitted from The Dysarthria 

Questionnaire for Primary Communication Partners. I considered that two statements from 

Section A might prove difficult for partners to respond to as they related to personal 

perceptions:

Section A

No. 2 ‘When I speak I think I sound like somebody else, not me ,

No. 8 ‘My speech problem does not make me feel incompetent.’

TTiese two statements from Section C were also considered inappropriate as they related to 

the speaker’s family:
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Section C

No. 2 ‘My family never get annoyed when they do not understand what I am saying’

No. 8 ‘My friends make more o f an effort to understand me than my family does’.

7.4.2 A dm inistration And Scoring Of The Questionnaire

The individual was advised that he/she should complete the form alone and without 

consulting the speaker as this might result in unreliable information. The communication 

partner could consult with the speaker following completion o f the form but no changes 

could be made to the responses on the form. Confidentiality o f responses was emphasised. 

The Dysarthria Questionnaire for Primary Communication Partners was scored in the same 

way as The Dysarthria Questionnaire (see section 7.2.4).

7.5 Quantitative Tools: The Direct Magnitude Estimation (DME)

Scale

Three questions needed to be answered on the perception of dysarthric speech:

a) ‘How do people with acquired dysarthria perceive the intelligibility o f  their 

dysarthric speech?’

b) ‘Does the speakers’ perception differ from the speech and language therapists 

perception?’

c) ‘Does the perception o f dysarthria intelligibility differ between people with acquired 

dysarthria and other listeners?’

Based on research carried out already in dysarthria and in other related fields, there were 

several different ways to approach these questions. This section explains the tools selected 

for measuring this area as well as the strengths and weakness associated with different 

approaches. The quantitative tools involved in this section o f the study include two sets o f 

digitally-recorded speech samples and a direct magnitude estimation (DME) scale. The 

following section describes the rationale for using DME in preference to an interval scale. It 

also explains why intelligibility rather than other speech dimensions were chosen. The 

DME task is explained and the production, content and editing of the speech samples are
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described. The first section deals with why a direct magnitude estimation scale was selected 

in preference to an interval scale.

7.5.1 Scaling Techniques: Direct Magnitude Estimation (DME) Versus Interval 

Scaling

In studies carried out to date, perception of speech intelligibility has been measured using 

either an interval rating scale or a DME scale (Darley, Aronson & Brown, 1969; Subtelny, 

1977; Platt, Andrews, Young & Quinn, 1980). Interval scaling allows listeners to rate 

speech samples along a linear scale. The scale typically is comprised of an odd number 

(usually either 7 or 9) of equal partitions with descriptors (e.g. ‘normal speech’, ‘completely 

unintelligible speech’) at either end of the scale. In contrast, DME allows listeners to judge 

and ‘scale’ (score) each speech sample relative to a standard stimulus.^'* The standard 

stimulus is usually taken from the middle range of the stimuli being examined. Engen 

(1971) cautions that if the standard stimulus is not taken from the middle of the series there 

may be some bias in scaling the stimuli. In the case of dysarthria intelligibility, a speech 

sample rated on standardised formal assessment, e.g. the Assessment of Intelligibility of 

Dysarthric Speech (Yorkston & Beukelman, 1981), as being in the 45-55% intelligibility 

range is used.

Although both equal appearing interval scales and DME scales are considered valid 

measurement tools (Schiavetti, Martin & Metz 1994), DME was used in this study in 

preference to interval scaling for two reasons:

a) A major criticism of the use of interval scales in rating speech intelligibility is that 

they constrain listeners to fitting their rating numbers along a scale which has fixed 

minimum and maximum values at either end of the speech intelligibility continuum 

(Schiavetti, Metz & Sitler, 1981). The task in this study involves r&img perceptions 

of intelligibility and therefore the listener needs to be free from restrictions that may 

be imposed on him/her by a fixed scale. It may also reduce the bias that may be

The standard stimulus is given a numerical value or modulus (often 100 for ease o f calculation). The listener 

decides if the speech sample is more intelligible or less intelligible than the modulus. If the listener perceives

*he sample to be twice as intelligible as the modulus, a score of 200 is given. I f  half as intelligible, a score o f  

50 is given. In research using DME, a numerical value is not always applied to the standard stimulus. This is 

called a free modulus situation. A modulus value was assigned in this study.

Page 100



associated with a scoring system devised by the experimenter although there are no 

studies to demonstrate more bias in interval scaling than in DME. DME does not 

have a fixed maximum or minimum to its scale. There is no limit to the number that 

a listener can assign to a stimulus at either end of the continuum.

b) Stevens (1975) suggests that the choice of scale should be dictated by the nature of 

the continua under investigation. Stevens states that there are two classes o f continua 

to be scaled: prothetic (or additive) and metathetic (or substitutive). He describes the 

differences between both as follows:

“The prototypes o f the two kinds of perceptual continua are exemplified by loudness and 
pitch. Loudness is an aspect o f  sound that has what can best be described as degrees o f  
magnitude or quantity. Pitch does not. Pitch varies from high to low; it has a kind o f 
position, and in a sense, it is a qualitative continuum. Loudness may be called a prothetic 
continuum, and pitch a metathetic one. The criteria that define those two classes o f  continua 
reside wholly in how they behave in psychophysical experiments.” (p. 13)

Studies indicate that perceptual dimensions such as intelligibility are prothetic rather than 

metathetic (Schiavetti et al., 1981; Southwood & Weismer, 1993; Southwood, 1996). 

Stevens concludes that interval scaling is not appropriate for the measurement o f a prothetic 

continuum, as experimental evidence (Berry & Silverman, 1972) has demonstrated that 

participants cannot partition a prothetic continuum into equal intervals. DME therefore is 

the most appropriate scaling technique for examining perception of intelligibility of 

dysarthric speech.

7.5.2 Speech Intelligibility Versus Other Dimensions

Listeners in this section o f  the study were asked to rate their perception of the intelligibility 

of dysarthric speech. Speech intelligibility is broadly defined as the accuracy with which an 

acoustic signal is conveyed by the speaker and recovered by the listener (Yorkston & 

Beukelman, 1980; Kent, Weismer, Kent & Rosenbek, 1989). In this study, intelligibility of 

speech rather than dimensions such as bizarreness or naturalness, was selected for 

investigation for three reasons:

1. Intellieibility is the main criterion used fof the assessment o f severity o f  speech 

disorders. Assessments of dysarthric speech such as the Assessment of Intelligibility 

of Dysarthric Speech (AIDS) (Yorkston & Beukelman, 1981), and tests by Kent et 

al. (1989) focus on rating speech intelligibility. More work has been carried out on 

establishing the reliability and validity of use of intelligibility tests (Tikofsky &
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Tikofsky, 1964; Tikofsky, 1970; Yorkston & Beukelman, 1978, 1980, 1981, 1983; 

Frearson, 1985; Kent et al., 1989), than on any other dimension. In this study, all 

people with acquired dysarthria had a known intelligibility rating taken from the 

AIDS assessment and were classified accordingly, and this provided a benchmark 

against which different peoples’ perceptions could be compared.

2. Research suggests that listeners’ perception o f intellieibility is highly correlated 

with perception o f other dimensions such as hizarreness. naturalness, acceptability 

and normalcy o f  speech. Southwood and Weismer (1993) found that scaling o f these 

dimensions is so dependent on a global estimate of severity as indicated by 

intelligibility scores that listeners may not be able to make independent judgements 

of these dimensions. Dagenais, Watts, Tumage and Kennedy (1999) also found that 

intelligibility and acceptability ratings were highly correlated. McHenry (1999) 

found that scaling of perception of nasality is significantly associated with 

intelligibility. As intelligibility is the predominant dimension influencing perception 

of speech, it seems appropriate to focus on listener perception of this dimension.

3. Speech intelligibility is frequently used as an index o f severity when rating overall 

communication disability. Yorkston, Beukelman and Bell (1988) state that:

“intelligible speech may be viewed as a primary goal o f dysarthric speakers.” (p. 157)

As a concept, intelligibility may therefore be more easily communicated to speakers 

and listeners.

7.5.3 Speech Samples

To answer the question on how people with acquired dysarthria perceive the intelligibility 

of other dysarthric speakers, a set of speech samples (‘Set A’) containing speech from a 

number of dysarthric speakers covering a range of intelligibility levels was required. To 

answer the question of whether this perception differed from trained and untrained listeners, 

speech and language therapists and naive listeners would also listen to the Set A’ speech 

samples and scale their perception of speech intelligibility. All three sets o f perceptions 

(people with acquired dysarthria, speech and language therapists and naive listeners) would 

then be compared.

Page 102



The next question involved looking at how people with acquired dysarthria perceived the 

intelligibility o f their own speech and comparing this perception with the perceptions of 

speech and language therapists and naive listeners. I considered that the most appropriate 

way of getting people with acquired dysarthria to scale (score) the intelligibility o f their 

speech was to ask them to scale their speech relative to the standard stimulus after listening 

to the ‘Set A’ speech samples. It was decided not to ask the people with acquired dysarthria 

to scale a recording o f their speech as from clinical experience it is known that some people 

do not perceive recordings to reflect the intelligibility of their speech. The procedure used in 

this task is described further in section 8.5. Listeners also had to scale their perceptions o f 

the intelligibility o f these people with dysarthria. Thus, a second set o f  speech samples ( ‘Set 

B’) was required which would contain the speech of the people with acquired dysarthria 

involved in the study. Both these tools are described in the following sections.

7.5.4 ‘Set A’ Speech Samples

The first set o f speech samples (‘Set A ’) was taken from 10 people with dysarthria and one 

person without dysarthria, none of whom were involved in the main part o f the study. One 

person without dysarthria was included to monitor the sensitivity o f the scaling procedure 

and to provide insight into the usefulness o f using intelligibility as a dimension in 

perception o f speech as some intelligibility scores may reach close to 100% (Southwood & 

Weismer, 1993). All speakers were Irish and did not have any strong regional accent. These 

speech samples covered a wide range of speech intelligibility (Table 7.2). The range o f 

stimuli (i.e. speech samples) used for scaling in DME is important as this can skew the 

results of a DME task. I f  the stimuli to be scaled cluster near the high end o f  the continuum, 

the curvature o f the rating fiinction decreases. If most stimuli cluster at the low end o f the 

continuum, the rating function is exaggerated (Gerscheider, 1976). To avoid skewing the 

rating function in this study, dysarthric speakers with a broad range o f  intelligibility scores 

were required. The severity o f dysarthria was rated using the sentence intelligibility section 

of the AIDS (Yorkston & Beukelman, 1981). Three judges rated the dysarthnc speech and 

the mean intelligibility score o f the three ratings was calculated.

“  These judges comprised one naive listener, one speech and language therapy student and one speech and 

language therapist who did not participate further in the study.
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Table 7.2 ‘Set A’ Speech Samples: Speaker Details (N='I1)

Speaker G ender
Aetiology of 
D ysarthria

Sentence 
Intelligibility 
on AIDS (%)

D ysarthria
S everity
Rating

1 Male Friedreich’s ataxia 23% Severe
2 Male Parkinson’s d isease 48% Severe
3 Male Unknown 57% Moderate
4 Female Multisystem atrophy 61% Moderate
5 Male Parkinson's d isease 69% Moderate
6 Female Stroke 80% Moderate
7 Female Stroke 84% Moderate
8 Male Cerebellar tumour 90% Mild
9 Female Stroke 97% Mild
10 Male Friedreich’s  ataxia 99% Mild
11 Female None 100% No Dysarthria

7.5.5 ‘Set B’ Speech Samples

The second set o f speech samples (‘Set B’) consists of speech samples recorded from 20 

people with acquired dysarthria (See Table 6.8). An additional speech sample from one 

person without dysarthria was also included in ‘Set B’. Like the speakers in ‘Set A ’ speech 

samples, all were Irish and did not have any strong regional accent. The same sentences and 

format were used for both sets of speech samples. This is described in the next section.

7.5.6 Form at For Speech Samples

The format for all speech samples (i.e. ‘Set A’ and ‘Set B ’) was as follows: Each speaker 

read aloud four sentences and two short paragraphs. In order to simulate a relatively natural 

intonation pattern, automatic speech and common everyday phrases were chosen. The same 

sentences and paragraphs were used for each speaker to establish some consistency in the 

listening task. The following sentences and short paragraphs were used:

“What time is it?”

“How are you today?”

“I’m so hungry.”

“Can you turn on the light?”

“Did she call? She is usually on time. We’re going to be late now.

“Is he OK? He said he did not feel well yesterday. Maybe I should phone him.”

The speakers were asked to read the sentences in as natural a voice as possible. The speaker 

read the sentences and paragraphs three times before the final reading was recorded. All 

speech samples were digitally recorded on a mini-disk recorder (Sony Digital MD Walkman
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Mega Bass Recorder M2-R30) and recordings stored on a mini-disk (BASF MD Maxima) 

using a tie-clip condenser microphone (Soundlab ALEM-106) positioned approximately 

I3cms from the speaker’s mouth. All recording was carried out in a noise-free environment. 

A speech sample using the above sentences and paragraphs was taken from a speaker who 

is in the middle range of the intelligibility scale i.e. 50% intelligibility on the AIDS 

assessment. This was the standard stimulus which was given a value o f 100.^^

7.5.7 Editing The Speech Samples

The speech samples had to be prepared first for the listening task. All the speech samples 

had been recorded on separate disks. It was necessary to edit out any extraneous noise (e.g. 

throat clears, coughs) and place the speech samples on two individual mini-disks. The 

speech samples had been originally recorded at a sample rate of 44.IK per second. Some of 

the recordings were at slightly different volume levels and in order to eliminate this variable 

from the listening task, recordings had to be equalised so that all volume levels were 

similar. In addition, after each speech sample, the modulus needed to be played again to 

allow listeners to judge the speech sample relative to this modulus. This was to reduce some 

rating biases that may occur (see Poulton, 1989) and meant that each speech sample had to 

be paired with the modulus. Finally, to assess intra-judge reliability within listening 

sessions, one speech sample needed to be repeated for re-scoring at the end o f the ‘Set A’ 

task and four speech samples had to be randomly repeated for re-scaling on the ‘Set B’ task 

as this task contained a greater number of speech samples. This was important as in a 

perceptual scaling task, the validity of the scale is dependent on the reliability with which 

listeners can make judgements (Gescheider, 1976).

To prepare these speech samples accordingly, the speech samples for Set A and ‘Set B’ 

were transferred on to a personal computer containing the software programme Cooledit

“  Southwood (1996), Southwood & Weismer (1993), Southwood & Flege (1999) have used DME to look at 

perception of dysarthric speech as well as perception of foreign accent. Southwood (personal communication) 

advises on supplying the modulus with a numerical value not only for ease of calculation but also because 

studies such as that by Schiavetti, Metz and Sitler (1981), Schiavetti, Sacco, Metz and Sitler (1983), and 

Southwood and Flege (1999) have shown that there are no differences between responses when a modulus has 

been supplied and a free modulus situation.
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2000. This takes in the digital components o f information through either phono-connectors 

(analogue) or through an optical cable (digital). The phono-connectors were used as using 

the digital port was considered too time-consuming. Once transferred on to the computer, 

speech samples were randomly mixed with mild, moderate and severe dysarthric speech 

samples interspersed so that listeners would not hear all the mild or moderate speakers 

together as this might bias the ratings. Therefore, speech samples taken from people with 

more severe dysarthria were interspersed with those from people with mild and moderate 

dysarthria. These recordings were then outputted back to two mini-disks via the phono- 

connector.

The first mini-disk contained the speech samples (‘Set A ’) taken from the 10 dysarthric 

speakers and one person without dysarthria. The second disk contained the recordings from 

the 20 people with acquired dysarthria and one person without dysarthria (‘Set B ’).

7.6 Qualitative Tools: In-Depth /Qualitative Interviewing

Social science discipHnes differ on the definition of qualitative or in-depth interviewing. It 

is important therefore to explain what is meant by ‘in-depth interviewing’ in this study. For 

some researchers, a qualitative interview can be based on open-ended questions in an 

otherwise structured interview setting. For others it is always essentially semi-structured or 

loosely structured. This latter definition applies to this research methodology. The form o f 

in-depth interviews here is in accordance with that recommended by Mason (1996). She 

outlines the following characteristics of in-depth interviews:

a) In-depth interviews possess a relatively informal style, for example with the 

appearance o f a conversation or discussion rather than a formal question and answer 

format,

b) They adopt a thematic, topic-centred, biographical or narrative approach, for 

example where the researcher does not have a structured list o f questions, but does 

usually have a range o f topics, themes or issues which s/he wishes to cover,

c) There is an assumption that data is generated via the interaction because either the 

interviewee(s), or the interaction itself, are the data sources.

preparation for these in-depth interviews was as follows: first, I specified the main 

research questions (see section 1.8 and Table 1.1)- These questions were largely directed by
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the data emerging from The Dysarthria Questionnaire and comments made at the end of 

sections of the questionnaires. The data from the questionnaires and the findings from the 

literature (see Chapter 2) identified areas that I wanted to explore in more detail (e.g. what 

changes had occurred in the person’s life because of dysarthria, what was the psychological 

impact o f acquired dysarthria on the person, how did the person cope with acquired 

dysarthria, how did he or she perceive other people’s reactions to speech and what changes 

had occurred in communication behaviour). The second step involved dividing the main 

research questions into sub-questions. These included specific questions, for example, on 

changes to employment and changes to role. Questions on perception o f dysarthric speech 

were omitted as the direct magnitude estimation scaling task was selected to explore this 

area. The third step involved formulating possible interview topics that would cover the 

areas under investigation. From there, a Topic Guide (appendix 12) was formulated which 

acted to guide the loose structure during the course o f the interviews. This interview guide 

was adapted as the interviews went on. For example, during the sixth interview one person 

gave negative feedback on speech and language therapy. This prompted me to add 

‘feedback on speech and language therapy’ on the Topic Guide for subsequent interviews. 

Details on where and how the interviews were conducted are described further in the 

following chapter on ‘implementing the tools’.

7.7 Summary

The research tools, both quantitative and qualitative, used to generate data in this study have 

been described. Where relevant, issues relating to validity and reliability have been 

discussed. The following chapter will describe how the data was gathered using these tools 

and the approach taken to analyse this data.
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8. METHODOLOGY: IMPLEMENTING THE TOOLS

8.1 Introduction

After the tools for the study were devised and the people with acquired dysarthria were 

recruited to take part in the study, the data collection commenced. This chapter begins with 

an overview o f the assessment schedule for data collection. This is followed by a 

description of specific procedures relating to the administration o f some o f the tools. 

Finally, the preparation of the data for analysis is described.

8.2 The Data Collection Schedule

A proforma (appendix 13) was completed on each person with acquired dysarthria who 

agreed to participate in the study. People with acquired dysarthria were either visited in 

their own homes or seen in their local Speech and Language Therapy Department. Data was 

generated for the entire study over a number of sessions.

8.2.1 The First Data Collection Session

On this first session, The Dysarthria Questionnaire and the HISD scale were completed. The 

Dysarthria Questiormaire was administered in order to provide a measure o f the impact o f 

acquired dysarthria on the speaker. Although the questionnaire could be completed by the 

individual alone, it was usually completed with the researcher as some people had difficulty 

writing. The HISD scale was also completed with the researcher. Data collection in the first 

session included making a recording of the person’s speech for the DME task^”̂ (see section 

7.5.4). In addition, the person with acquired dysarthria was asked to nominate a primary 

communication partner to complete The Questionnaire for Primary Communication 

Partners and this questiormaire was forwarded to the nominated partner for completion. An 

appointment was then made for the next data collection session.

This DME task was not completed on the 10 people at the UK site (see section 6.6.1).
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8.2.2 The Second Data Collection Session

28At the following session , written results of The Dysarthria Questionnaire was provided to 

the person with dysarthria, relevant items were clarified if necessary and the questionnaire 

was re-scored accordingly. The DME task, which involved scaling the perception of the 

intelligibility o f other dysarthric speakers (‘Set A’ speech samples) was then carried out. 

The person also scaled his or her perception of the intelligibility o f his or her speech. The 

Questionnaire For Primary Communication Partners was collected if  possible from the 

partners. A fiirther appointment was arranged with the people with acquired dysarthria if  

they were participating in the in-depth interviews. If people were not participating in the in- 

depth interviews, then a further appointment was given for the repeat assessments six 

months later.

8.2.3 The Third Data Collection Session

This involved carrying out in-depth interviews with 11 people with acquired dysarthria. 

Because of fatigue, these interviews were often carried out over two or more sessions.

8.2.4 The Fourth Data Collection Session

This was carried out six months after the initial session and involved the re-administration 

of The Dysarthria Questionnaire and the HISD scale.

8.2.5 Additional Data Collection Sessions

The scaling of perceptions of speech intelligibility of ‘Set A’ and ‘Set B’ speech samples 

was carried out with speech and language therapists and naive listeners over a number o f 

additional sessions.

8.3 The Dysarthria Questionnaire

The administration and scoring of this questionnaire was already described in section 7.2.4. 

If the questionnaire was completed with the therapist, the person with acquired dysarthria 

Was provided with a copy of the questionnaire and each statement was read aloud by the 

researcher. The person was asked if they strongly agreed, agreed, disagreed or strongly 

disagreed with each statement. They were reminded of the ‘Not sure’ category if  they had

There was generally a gap of one to two weeks between sessions.
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difficulty responding. At the end o f each section of the questionnaire, the researcher wrote 

comments made in response to the question; ‘Are there any other items you consider 

important?’ If the person with acquired dysarthria opted to complete the questionnaire on 

his or her own, then the format o f the questionnaire was explained to the person first, and 

written instructions and a completed example of two statements were provided with the 

questionnaire.

8.4 The Head Injury Semantic Differential (HISD) Scale

The HISD scale has already been described in section 7.3. On this scale, people with 

dysarthria were asked to rate themselves on the 20 given constructs (unhappy - happy, etc) 

given. Two forms were provided, one for Past Self (appendix 14) and one for Present Self 

(appendix 15). People were asked to rate themselves first with respect to how they viewed 

themselves about 6 months prior to the onset o f dysarthria (Past Self) and second, over the 

two weeks prior to the interview (Present Self).

The first item on the form was used as an example. People were asked to place a mark (X) 

on the respective line to indicate whether they saw themselves in the past as being for 

example: ‘Greatly Withdrawn’, ‘Fairly Withdrawn’, ‘Slightly Withdrawn’, ‘Halfi'Half, 

‘Slightly Sociable’, ‘Fairly Sociable’ or ‘Greatly Sociable’. The scale was administered 

orally with all 31 people. Each construct pair was read out in turn. When the person made a 

choice of adjective the researcher asked whether the chosen adjective was being rated 

‘sHghtly’, ‘fairly’ or ‘greatly’. If the person experienced difficulty deciding between two 

adjectives, he or she was reminded of the ‘half/half option if  it was considered that this 

alternative had been forgotten.

8*5 The Direct Magnitude Estimation (DME) Scale

The DME scaling was carried out in the second data collection session for people with 

acquired dysarthria. The DME recording task and the DME listening task were kept 

separate to minimise the influence of one task on the other, as the same sentences were used 

on both occasions.

The DME task to investigate perception of intelligibility o f dysarthric speech was carried 

out with people with acquired dysarthria, speech and language therapists and naive listeners.
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How it was implemented with each o f these three groups is described in the following 

sections:

8.5.1 The DME Task: People With Acquired Dysarthria

People with acquired dysarthria scaled only one set of speech samples. This was ‘Set A’ 

(see section 7.5.4) which contained speech samples taken from other people with dysarthria. 

The person with acquired dysarthria was given verbal instructions on the DME task 

(appendix 16). All hsteners were familiarised with the sentences used (see section 7.5.6) 

before the listening activity. An earlier study by Beukelman and Yorkston (1980) suggests 

that estimates of intelligibility for moderately dysarthric speakers are influenced by 

familiarity of the passage. Judges familiar with a speech passage tend to overestimate 

intelligibility with this severity group. In this task, the same sentences and paragraphs were 

used in both ‘Set A’ and ‘Set B’ speech samples in an attempt to establish some 

consistency. It was decided to familiarise everyone with the sentences first as listeners 

would readily become familiar with the sentences through listening to the recordings 

anyway. The standard stimulus also used the same sentences and paragraphs. This gradual 

familiarity might result in rating differences between speech samples at the beginning and 

those at the end of the recordings. In addition, a further study by Yorkston and Beukelman 

(1983) found minimal interaction between intelligibility ratings and familiarisation with 

sentences.

The mini-disks containing ‘Set A’ speech samples were played on a Sony Mini-Disk player 

connected to two Sony Mega Bass SRS-A37 speakers in a noise-free environment. A short 

training session was carried out initially and it was emphasised to the people with acquired 

dysarthria that it was intelligibility or ‘how easy it is to understand their speech’ that was 

being scaled. Following the training session, the person was given a DME form to complete 

(appendix 17). The standard stimulus was played initially and its numerical value of 100 

was supplied. The subsequent speech samples were judged relative to that standard 

stimulus. Listeners were asked to scale the perceived speech intelligibility using numbers of 

niagnitude where higher numbers indicated increased intelligibility. For example, given the 

modulus value of the standard stimulus is 100, if the listener judged that one of the speech 

samples is twice as intelligible as the standard stimulus he/she might give it a score of 200. 

If on the other hand the listener judged a sample as only half as intelligible as the standard 

stimulus, it might receive a score of 50. The instructions given for DME, regardless of
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whether or not a modulus has been provided, are important. Southwood (1996) advised that 

listeners be asked to judge magnitudes rather than ratios. She suggests that logarithmic 

response bias in her study may have occurred because o f her DME instructions. Bimbaum 

(1980) and Poulton (1989) also advocate this practice.

When these listeners had rated the eleventh and final speech sample, the fifth speech sample 

in the sequence was replayed to check intra-rater reliability. People were asked to re-score 

this speech sample. They were not informed that it had been played earlier. Finally, the 

modulus was repeated and the person with acquired dysarthria was asked to rate his 

perception of the intelligibility of his or her own speech. The person recorded this scale 

score on the DME form.

8.5.2 The DME Task: Speech And Language Therapists

Ten female speech and language therapists scaled ‘Set A’ and ‘Set B ’ speech samples. In 

the first session, like the people with acquired dysarthria, they scaled ‘Set A ’ speech 

samples using the same procedure that was used with people with acquired dysarthria. 

However, rather than listen individually as the people with dysarthria had, all 10 speech and 

language therapists listened to the speech samples as a group. This listening session was 

carried out in a quiet room in the Speech and Language Therapy Department o f a local 

hospital. The speech and language therapists listened to ‘Set A ’ speech samples in the first 

session and ‘Set B ’ in the second session two weeks later. In both listening sessions, the 

mini-disks containing ‘Set A ’ and ‘Set B ’ speech samples were played on a Sony Mini-Disk 

player connected to two Sony Mega Bass SRS-A37 speakers. The speech and language 

therapists were given verbal instructions (appendix 16) as described above. They also had a 

brief training session on scaling using DME. They were then asked to record their responses 

on a DME form (appendix 17). As with the people with dysarthria, re-scaling the fifth 

speech sample in the sequence assessed intra-rater reliability.

In the second listening session, the therapists scaled ‘Set B speech samples two weeks later 

using a separate form (appendix 18). The same modulus was used. Intra-rater reliability was 

again checked with four speech samples repeated at various stages throughout the session. 

These repeated samples have been described earher in section 7.5.7.
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8.5.3 The DME Task: Naive Listeners

Ten male and 10 female people who were not familiar with dysarthric speech also scaled 

their perception o f the intelligibility o f dysarthric speech. The same format as described 

above for speech and language therapists was used with naive listeners scaling both ‘Set A ’ 

and ‘Set B ’ speech samples. They also completed the scaling task as a group. However, 

these were smaller groups o f four to six people. The same listening conditions were met.

The following section describes the implementation of The Dysarthria Questiormaire for 

Primary Communication Partners.

8.6 The Dysarthria Questionnaire For Primary Communication 

Partners

The Dysarthria Questionnaire for Primary Communication Partners was either posted or 

handed to the communication partner selected by the person with acquired dysarthria. The 

researcher explained that the purpose of the questionnaire was to obtain information on the 

impact of acquired dysarthria on the speaker. The primary communication partner was not 

informed that his or her perceptions would be compared with the perceptions o f the person 

with acquired dysarthria as it was considered that this might influence the primary 

communication partner’s responses. The communication partner was also asked if  possible 

not to discuss his or her responses on the questionnaire with the person with dysarthria to 

ensure that responses were an accurate reflection of the partner’s perceptions o f impact (see 

section 7.4.2). Arrangements were made to collect the questionnaire at the next data 

collecting session or to return it by post in a stamped addressed envelope provided.

Written feedback on the primary communication partner responses, as provided to people 

completing The Dysarthria Questionnaire (see section 7.2.6) was given to the first two 

primary communication partners recruited. However, this aspect of data collection proved 

impractical. It was not possible to meet many of the communication partners to go through 

findings on the questionnaire as some worked or lived too far away or had other 

commitments during the day. It was decided therefore to omit this part of the administration 

of the questionnaire. This concluded the first part of the data collection process. The next 

section describes how the in-depth interviews were conducted.
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8.7 In-Depth /Qualitative Interviewing

A group of 11 people were selected for in-depth interviews. How these people were selected 

was described earlier in section 6.3. These people had already been seen for at least two 

data collection sessions, so some rapport had been established with the researcher at this 

point. These people were interviewed either in their own homes or in the Speech and 

Language Therapy Department in their local hospital. A Topic Guide (appendix 12) referred 

to earlier in section 7.6 was used to direct the interviews. All interviews were audio

recorded on a Panasonic Slimline tape-recorder using a tie-clip condenser microphone 

(Soundlab ALEM-106) positioned approximately 13cms from the speaker’s mouth. Due to 

the nature o f dysarthria, speech was effortful for some people and some interviews were 

carried out over several sessions.

8.8 Repeat Assessments

Six months after the initial data collection, 17 people completed The Dysarthria 

Questionnaire and the HISD scale (see section 6.4). These were completed either with me or 

if the person had completed them alone six months earlier, then they were asked to 

complete the questionnaire alone again on this occasion. People were questioned about any 

changes in their lives or in their speech over the six-month period. Any comments made by 

individuals were documented on the questionnaire. These repeat assessments concluded the 

data collection process. As the data was being collected, it was also being prepared for 

analysis. This is described in the following section.

8.9 Preparation Of Quantitative Data For Analysis

This section describes the preparation of data for analysis. The preparation o f  data from the 

questionnaires and HISD scale is considered first. The preparation of the data from the 

DME task is then described. This is followed by a consideration of the methods to be used 

in analysing the data.

8.9.1 The Dysarthria Questionnaire, The Dysarthria Questionnaire For Primary

Communication Partners And The HISD Scale

The Dysarthria Questionnaire was scored initially for each individual. The score following 

feedback at the second data collection session (section 8.2.2) was the final score recorded.
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The overall impact score for each individual was recorded by calculating the scores for the 

first four sections^^ of the questiormaire. The mean scores for each o f  the first four sections 

were then calculated for each individual. This allowed for comparison across sections for 

each individual. In addition, the mean score per statement for each person was calculated to 

assess which statements attracted the most negative scores. The qualitative data at the end 

of each section of the questionnaire was amalgamated and recorded along with the 

comments made by other people with acquired dysarthria. The data from the repeat o f The 

Dysarthria Questiormaire was prepared for analysis in the same way. The Dysarthria 

Questionnaire for Primaiy Communication Partners was scored in the same way as The 

Dysarthria Questionnaire.

The scores for individuals on the HISD scale and the repeated HISD scale were recorded on 

a specifically devised scoring sheet which had positive constructs grouped on one side and 

its negative correlate on the other (appendix 19). This allowed me to map positive and 

negative changes in Past and Present Self An overall score for Past Self was calculated (see 

section 7.3.4) as well as an overall score for Present Self The difference between Past and 

Present Self was then calculated by subtracting the score for Present Self from Past Self.

8.9.2 Preparation Of Data From The DME Task

The data obtained from the 20 people with dysarthria, the 10 speech and language therapists 

and 20 naifve listeners for ‘Set A’ and ‘Set B’ speech samples, amounted to 100 sets o f data. 

DME does not force a standard rating system on raters. Each individual worked within 

different number ranges and the scores of individual listeners could not be compared 

directly unless their scores were first ‘normalised’ and thus prepared for analysis using 

either descriptive or inferential statistics. This process of normalisation requires the 

listeners’ scores to go through the following steps detailed by Engen (1971):

1 Calculate the Normalisation Factor. The geometric mean o f the individual scores 

is calculated for each listener. The grand geometric mean of all the scores o f all

29
The fifth section involved a ranking scale.

The geometric mean must be used rather than the simple average or arithmetic mean because o f the nature 

of the DME scoring system which places no upper limit on the score given by the listener. (Note: the 

geometric mean o f  X  and Y is the square root of the product, or multiplication, of X and Y whereas the 

arithmetic mean o f  X and Y is one half o f  the sum of X and Y.)
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listeners is also calculated. The ratio of the geometric mean for each listener to the 

grand geometric mean (Normalisation Factor) is the ratio to be used to normalise the 

individual scores for each listener.

2 Normalise the Data. Each individual score is converted to a logarithmic scale. These 

logarithmic scores are then ‘normalised’ by multiplying by the Normalisation Factor 

calculated in Step 1.

3 Reconvert the Normalised Data. The final step converts the normalised individual 

scores back from a logarithmic scale. It will be noticed that the geometric means o f 

the scores o f each rater are now the same. This allows the individual scores to be 

compared directly and statistical analysis to be applied to the data.

8.10 Preparation of Qualitative Interview Data for Analysis

Where possible and when time allowed it, all the interview tapes were transcribed verbatim, 

immediately following the interviews. This was important as the person’s speech was often 

unintelligible in parts and it was easier to transcribe while I could still recall the content o f 

the interview. A standard transcript notation was used (appendix 20). Framework (see 

Ritchie & Spencer, 1994), a highly systematic method for analysis o f interview data was 

used to examine the interview data from the 11 interviewees. This method was developed 

by the Social and Community Planning Research organisation in the UK and has been used 

by other researchers such as Parr, Byng, Gilpin and Ireland (1997), as well as Pound, Parr 

and Duchan (2001). This was used in preference to computer software packages such as 

Ethnograph or Nud*ist, as this allowed for greater immersion in the data.

There are five key stages involved in Framework. These are:

a) Familiarisation,

b) Identifying a thematic fi-amework,

c) Indexing,

d) Charting,

e) Mapping and interpretation.
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8.10.1 Familiarisation

Once the final interview had been completed and transcribed, this first stage involved 

familiarising myself thoroughly with the interview data from all 11 people. Even though I 

was the only person involved in the data collection using in-depth interviews and I was 

aware of some emerging issues and recurrent themes, it was necessary to go back over all 

the transcripts and where necessary to listen again to some o f the interview tapes to clarify 

statements. As well as taking note o f key issues emerging, other themes and differences 

between interviewees were also documented. The data from this exercise was used to tackle 

the second stage o f the analytic process.

8.10.2 Identifying A Thematic Framework

The second stage involved setting up a thematic framework, which was used later to sort 

and code the interview transcripts. The thematic framework was put together using notes 

from the familiarisation stage, the Topic Guide and my research questions on the experience 

of acquired dysarthria (Table 1.1).

A sample (three) of the 11 transcripts were taken and coded using this framework. Further 

revisions were made and eventually an index was formulated (appendix 21). This index 

covered four broad areas relating to the research questions. These were the effect o f 

dysarthria on the person, accepting dysarthria, how the person perceived other people’s 

reaction to speech and how dysarthria affected communication with others. An additional 

index was added which covered areas that were relevant to the overall context o f the 

experience of dysarthria (e.g. medical condition resulting in dysarthria, cultural background 

etc). All the information in all the interviews were indexed to ensure that nothing was 

omitted or overlooked.

8.10.3 Indexing

Indexing refers to the process o f applying the index or thematic framework to the interview 

transcripts. This involved recording the index number on the margins of all the interview 

data (appendix 22). The procedure entails reviewing repeatedly all interview transcripts. 

Some statements or paragraphs had two codes as they fitted into two categories. All data
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from the interviews were assigned an index number so that every piece o f data in the 

transcripts could be accounted for.

To increase the reliability o f the indexing process and reduce subjectivity, an independent 

observer re-coded a sample o f five interview transcripts selected at random. No obvious 

differences were observed in this re-coding exercise. All interviews were re-checked by me 

a month later before charting as I considered that this allowed me some time to ‘stand back’ 

from the data and no further changes were made to the coding of material.

8.10.4 Charting

Charting involved lifting data fi-om their original context and rearranging them according to 

their thematic reference. Charts were drawn up manually rather than on a word-processor, 

as this proved less time-consuming. These charts were drawn up using a case by theme 

approach. This involved drawing up a chart for each key theme with interviewees listed on 

the left hand column o f each chart. The order for all interviewees was kept the same 

throughout the charting process to allow for ease of comparison across and between people. 

Appendix 2 illustrates an example of these charts. Each passage o f text in the interviews 

that corresponded to the theme being charted was summarised and entered on the chart 

along, with the page number on the transcript to allow for easy retrieval.

8.10.5 Mapping And Interpretation

Once all the data was charted, the ranges of different responses were mapped (e.g. people 

who had experienced changes to leisure activities versus those who did not). Key 

dimensions in the data were identified with a number of similar themes emerging. This 

provided an overview o f the experience of acquiring dysarthria as well as information on 

how people attempted to live with their dysarthria. These themes were used to report the 

views expressed by the people interviewed and are presented later in Chapter 10.

•̂11 Summary of the Methodology Chapters

Chapters 6 to 8 have described how I went about answering my research questions. Chapter 

6 described the people recruited to take part in the study, while Chapter 7 described the 

tools used to generate data. This chapter has described how these tools were implemented 

and how the data obtained from these instruments was prepared for analysis. The next four
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chapters present the data results. Chapter 9 presents the results from The Dysarthria

Questionnaire and the Head Injury Semantic Differential scale and answers the questions

posed earlier on the impact of acquired dysarthria using this data. Chapter 10 addresses

questions on the experience of dysarthria using data from the in-depth interviews and

Chapter 11 addresses the question of how people with acquired dysarthria accept, adapt and

cope with their dysarthria. Finally, Chapter 12 asks ‘Do we understand?’ presenting data on

the perceptions of other people using The Dysarthria Questionnaire for Primary 
Communication Partners and the DME scale.



9. THE IMPACT OF ACQUIRED DYSARTHRIA ON THE 

PERSON WITH DYSARTHRIA

9.1 Introduction

This chapter considers the questions posed earlier in Chapter 1 concerning the impact o f 

acquired dysarthria on the individual.

9.1.1 Questions To Be Answered

The overall question on the impact of acquired dysarthria includes seven sub-questions (see 

Table 1.1). These are:

1. What is the effect of acquired dysarthria on the speaker?

2. Does the person with acquired dysarthria accept his/her dysarthria?

3. How does the person with acquired dysarthria perceive other people’s reaction to 

hisAier speech?

4. How does acquired dysarthria affect the person’s communication behaviour?

5. Are some people more affected by their dysarthria than others?

6. Does acquired dysarthria affect the speaker’s self-concept?

7. Does the impact o f acquired dysarthria and self-concept change for the speaker over 

time?

This chapter also addresses questions relating to ‘the intellectual puzzle described in 

section 1.8 which is how does one account for possible differences in reaction to acquired 

dysarthria.

The data presented is based on analyses of results of The Dysarthria Questionnaire and The 

Head Injury Semantic Differential (HISD) scale. Both these measures have been described 

in Chapter 7. The first results reported are from The Dysarthria Questionnaire, which is 

used to answer Questions 1-5. This is followed by results fi-om the HISD scale to answer 

Question 6. An attempt to explain the reason for variation in response to acquired dysarthria 

is then tackled by comparing the impact scores from The Dysarthria Questionnaire with the 

speech intelligibility scores taken from the sentence section of the Assessment o f 

Intelligibility o f  Dysarthric Speech (AIDS) (Yorkston & Beukelman, 1981). To address
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Question 7, a comparison o f scores on the questionnaire and the HISD scale at baseline and 

six months later is carried out. Finally, the chapter concludes with a summary of the 

findings. A description o f further questions identified was carried forward to the qualitative 

evaluation o f the experience o f acquired dysarthria presented in Chapters 10 and 11.

9.1.2 The Dysarthria Questionnaire

The question o f whether acquired dysarthria affects individuals in a negative way was 

addressed using scores obtained from The Dysarthria Questionnaire, which provided a 

measure of the overall impact o f acquired dysarthria. The hypothesis was that acquired 

dysarthria has a negative impact on the speaker. All 31 people with acquired dysarthria 

completed the first four sections o f the questionnaire. However, just 21 people with 

dysarthria completed the final section (i.e. ‘Dysarthria relative to other worries and 

concerns’). This was due to an oversight at the second centre where a speech and language 

therapy student under supervision had collected additional data.

Each statement elicited a score ranging from 1 (most negative impact) to 5 (least negative 

impact). The possible range of scores from all statements in the first four sections o f the 

questionnaire is from 48 to 240. Scores from 48 to 96 are considered low scores as they 

imply that respondents have received an average score o f either one or two for each 

statement. Similarly, a score between 192 and 240 is considered high, with people receiving 

an average rating of four or five for each statement.

The data from each section provides information on different aspects o f impact. A 

comparison of the data from each of the first four sections investigated whether people were 

experiencing greater difficulties in specific areas. This is dealt with later in section 9.2.15. 

The final section ‘Dysarthria relative to other worries and concerns involved ranking 

dysarthria alongside other concerns individuals might have had.

While completing the questionnaire, people were asked to add comments that they felt were 

relevant at the end o f each section. This provided additional qualitative data (appendix 23), 

which is reported after the quantitative analysis of the relevant section. The overall results 

from The Dysarthria Questionnaire are presented next followed by results o f responses from 

each section o f the questioimaire.
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9.2 Results of The Dysarthria Questionnaire

Table 9.1 gives the results o f the total scores of all sections fi*om the questionnaires 

completed by the 31 people with acquired dysarthria.

9.2.1 Overall Scores On The Dysarthria Questionnaire

The results in Table 9.1 indicate that all speakers perceive their dysarthria to have a 

negative impact on them. However, the impact is not uniform as evidenced by the range o f  

individual scores. Two people, Karen and Georgina, have very low total impact scores (90 

and 95, respectively) indicating a very strong negative impact. These are in sharp contrast to 

George and Ron’s total impact scores o f 190 and 213 respectively, indicating a minor 

negative impact.

Table 9.1 Total And Mean S cores From The Dysarthria Q uestionnaire (N=31)

Person
with

Dysarthria

Total
Impact
Score

Mean Score Per 
S tatem ent 

(1=most negative; 
5=least negative)

1 Karen 90 1.88
2 Georgina 95 1.98
3 Vicl<y 100 2.08
4 Joan 104 2.17
5 Sarah 104 2.17
6 Miriam 106 2.21
7 Joseph 108 2.25
8 Paul 111 2.31
9 Liam 113 2.35
10 Roger 113 2.35
11 John 116 2.42
12 Decian 120 2.50
13 David 124 2.58
14 Eric 126 2.63
15 Gladys 128 2.67
16 Michael 130 2.71
17 Donal 131 2.73
18 Maureen 132 2.75
19 Robert 137 2.85
20 Patricia 145 3.02
21 Susan 147 3.06
22 Fred 156 3.25
23 Peter 156 3.25
24 Meiire 157 3.27
25 Walter 165 3.44
26 Jane 166 3.46
27 Rory 175 3.65
28 Clara 177 3.69
29 Olwen 184 3.83
30 George 190 3.96
31 Ron 213 4.44

Mean 136 2.84
Std Dev 31.1 0.65
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The mean score per statement across all 31 people is 2.84. The standard deviation o f those 

scores is 0.65 indicating a wide dispersion in overall scores. This confirms the hypothesis 

that acquired dysarthria has a negative impact on the speaker but also highlights the fact that 

the level o f impact is not consistent and that there are wide variations amongst individuals. 

The mean scores from the first four sections o f the Dysarthria Questionnaire are detailed in 

Table 9.2.

Table 9.2 Scores From The Dysarthria Questionnaire By Section (N=31)

(A) (C) (D)
Effect Of (B) How 1 Feel How Dysarthria Mean

Person Dysarthria Accepting Others Affects My Score
With On Me As iVIy React To Communication (1=most neg;

Dysarthria A Person Dysarthria My Speech With Others 5=least neg)
1 Karen 1.25 2.10 2.36 1.75 1.88
2 Georgina 1.33 1.90 2.29 2.33 1.98
3 Vicky 1.75 2.30 2.29 2.00 2.08
4 Joan 1.75 1.90 2.57 2.33 2.17
5 Sarah 2.17 1.80 2.79 1.75 2.17
6 Miriam 1.92 2,20 2.43 2.25 2.21
7 Joseph 1.42 2.60 3.29 1.58 2.25
8 Paul 2.00 3.20 2.36 1,83 2.31
9 Liam 2.17 2,20 2.71 2.25 2.35
10 Roger 1.58 2.30 3.07 2.33 2.35
11 John 2.42 2.50 2.43 2.33 2.42
12 Declan 2.17 3.00 2.64 2.25 2.50
13 David 2.42 2.30 2.93 2,58 2.58
14 Eric 2.50 2.60 3.07 2,25 2.63
15 Gladys 2.17 2.40 3.29 2.67 2.67
16 Michael 2.50 3.50 2.64 2,33 2.71
17 Donal 2.17 2.50 3.21 2,83 2.73
18 Maureen 2.92 2.20 2.71 3.08 2.75
19 Robert 3.33 3.20 2.29 2.75 2.85
20 Patrick 2.58 2.80 3.71 2.83 3.02
21 Susan 2.92 2.90 3.29 3.08 3.06
22 Fred 2.92 3.30 3.71 3.00 3.25
23 Peter 3.00 3.40 3.71 2.83 3.25
24 M^ire 3.33 3.00 3.64 3.00 3.27
25 Walter 3.00 3.40 3.64 3.67 3.44
26 Jane 2.67 3.50 3.64 4.00 3.46
27 Rory 3.50 3.60 3.71 3.75 3.65
28 Ciara 3.67 3.50 3.86 3.67 3.69
29 Olwen 3.58 3.70 4.00 4.00 3.83
30 George 4.08 4.00 3.86 3.92 3.96
31 Ron 4.75 4.70 3.79 4.67 4.44

Mean 2.58 2.85 3.09 2.77 2.84
_____ Std Dev 0.83 0.70 0.58 0.77 0.65

9-2.2 Section A: The Effect of Dysarthria On Me As A Person: Quantitative Results

What is the effect of acquired dysarthria on the speaker as a person? In other words, what is 

the effect on ‘Self? This question is broached in this section using data from Section A o f  

The Dysarthria Questionnaire. The summary results are detailed in Table 9.3.
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Table 9.3 Responses to Section A: ‘The Effect Of Dysarthria On Me As A Person’ (N=31)’ ’

Statement
S trongly

Agree Agree
Not

Sure Disagree
S trong ly
Disagree

Mean Score 
(1=m ost neg; 
5=least neg)

1 My speech problem has a 
negative effect on how 1 see 
myself

7 (23%) 12(39%) 2 (6%) 9 (29%) 1 (3%) 2.52

2 When 1 speak 1 think 1 sound like 
someone else, not me

9 (29%) 13 (42%) 2 (6%) 6 (19%) 1 (3%) 2.26

3 Even when 1 am not speaking 1 
feel that 1 am a different person 
now

3(10% ) 10 (32%) 2 (6%) 14 (45%) 2 (6%) 3.06

4 My speech problem does not 
make me feel inadequate

• 6(19% ) - 21 (68%) 4 13%) 2.26

5 1 am as confident now as 1 was 
before 1 had a speech problem

2 (6%) 6(19% ) 2 (6%) 12 (39%) 9 (29%) 2.35

6 Because o f my speech 1 am 
more dependent on people now 
than 1 was before

6(19% ) 14 (45%) 9 (29%) 2 (6%) 2.58

7 My speech does not make me 
feel self-conscious

1 (3%) 6(19% ) - 18(58%) 6(19% ) 2.29

8 My speech problem does not 
make me feel incompetent

1 (3%) 11 (35%) 1 (3%) 14 (45%) 4(13% ) 2.71

9 1 do not feel foolish when 1 am 
misunderstood

- 9 (29%) 1 (3%) 15(48%) 6(19% ) 2.42

10 1 feel stupid when someone 
asks me to repeat

3(10% ) 11 (35%) 3 (10%) 15(48%) 1 (3%) 2.94

11 1 feel less in control o f my life 
now because of my speech

7 (23%) 16(52%) * 6(19% ) 2 (6%) 2.35

12 My speech difficulty has not 
changed me fundamentally as a 
person

1 (3%) 19(61%) 1(3%) 5(16% ) 5(16% ) 3.19

Mean 11% 36% 4% 38% 12% 2.58

Quantitative analysis o f the data from Section A confirms that acquired dysarthria can have 

a negative effect on the person. The weighted average score for this section is 2.58 

indicating that there are shghtly more negative than positive responses (mid-point o f scoring 

mechanism is 3.0). Statements 2, 4 and 7 attract the lowest (most negative) scores indicating 

that the predominant effects of acquired dysarthria are those associated with feelings o f 

inadequacy and self-consciousness.

Twenty-five people (81%) indicated that their dysarthria made them feel inadequate. 

Twenty-four (77%) felt that their speech made them feel self-conscious. Twenty-one people 

(68%) felt less confident now than they did before they became dysarthric. Several people 

had robust views on this, with nine of these 21 people strongly disagreeing with the 

statement ‘I  am as confident now as I  was before I had a speech problem . Three quarters o f 

the people with dysarthria (23 out o f 31) felt less in control of their lives because of their 

speech. Twenty people (64%) felt more dependent on others because of their speech, with

The percentages quoted in all the tables in this chapter have been rounded up or down to the nearest integer 

''alue. As a result, not all rows may add up to 100%. The actual numbers of respondents are indicated before 

the percentage value.
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nearly a third o f  these people agreeing strongly with the statement. Eighteen people (58%) 

felt incompetent because o f  their speech.

While two thirds o f people participating in the study felt foolish w hen m isunderstood, less 

than half (14 out o f 31) felt stupid when asked to repeat. Nineteen people (62% ) felt that 

their speech problem had a negative effect on how they perceived them selves, w ith seven 

out of these strongly agreeing with the statement ‘My speech problem  has a negative effect 

on how I see m y se lf’

Twenty-two people (71%) felt that when they spoke they sounded like som eone else rather 

than themselves. This statement also evoked a strong reaction with nine o f  the 22 people 

(41%) strongly agreeing with this statement. Ten people (32%)  disagreed with the statement 

‘My speech problem has not changed me fundamentally as a person’, with five o f  these 

strongly disagreeing with the statement.

9.2.3 Section A: The Effect Of Dysarthria On Me As A Person: Qualitative Results

The comments made by people with acquired dysarthria at the end o f  this section are 

enlightening. One person commented:

“The main effect is not being understood.”

The effect o f acquired dysarthria on the speaker is emphasised by the following comments 

from two people:

“I don’t feel a whole person because of the speech. Communication is so important, i f  you can’t 
communicate what you want to say, you don’t feel right.”

“There’s so little you can do without help, it’s bound to change you.

The effect o f acquired dysarthria on the person’s self-esteem is highlighted by the remark:

“My confidence has been affected, I feel frustrated and inadequate.

Robert who is wheelchair bound commented on how his physical impairment contributes to 

making him feel inadequate:

“When you’re in a crowded room you feel very inadequate especially when you are talking to 
people who are upright.”

The following comments from three people highlight the psychological impact o f acquired 

dysarthria on the speaker:
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“I get very down at times because o f  the speech.”

“My speech problem has made me become irritable occasionally.”

“I hate being dependent on my husband to answer phone calls.”

One comment draws attention to the negative effect o f feeling self-conscious:

“Self-conscious/self-imposed stress when about to speak could be the main cause o f  noticeable 
speech problems.”

On the questionnaire, 45% o f  people felt stupid when asked to repeat. The following 

comments suggest that requests to repeat may evoke other emotions:

“I feel armoyed rather than stupid when someone asks me to repeat.”

“It’s off-putting having to repeat yourself”

Three people commented on the effect o f the underlying neurological condition rather than 

the dysarthria:

“My speech hasn’t changed me as a person but it will. I feel that the disease [multisystem  
a t r o p h y has changed me as a person.”

“It’s the Parkinson’s rather than the speech which has had an effect on m e.”

“I am more dependent but it’s not because of the speech.”

Two people comment on the greater impact o f their physical disabilities.

“I cannot divorce my speech from my physical disability. My physical disability has more o f  an 
effect on me as a person.”

“My leg has affected me more.”

It is evident that the effect o f  dysarthria on the person needs to be considered in the context 

of people’s overall illness and accompanying loss o f physical body function. Further data is 

presented on this in section 9.2.14 and the theme is taken up again in Chapter 13.

The information in italics within brackets is added throughout this qualitative data to clarify comments.
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9.2.4 Section A: The Effect of Dysarthria On Me As A Person: Summary

The data from this section confirms the hypothesis that acquired dysarthria can have a 

negative impact on the speaker’s concept o f self and self-esteem. The majority o f people 

feel inadequate and self-conscious because o f dysarthria. People can feel incompetent and 

lack confidence because of their speech. They can feel less in control and more dependent 

on others. They can feel foolish or armoyed when people ask them to repeat. They may also 

feel irritable and depressed. While the majority of people in the study did not feel they had 

changed as a person because o f acquired dysarthria, some of those who did clearly felt 

strongly about this. Comments made at the end o f this section support these findings. It also 

emphasises the effect of chronic illness and loss of physical body function on the person.

9.2.5 Section B: Accepting Dysarthria: Quantitative Results

The question o f  whether people have difficulty accepting their dysarthria is addressed using 

data from this section o f the questionnaire. The results are detailed in Table 9.4.

Table 9.4 Responses To Section B; ‘Accepting Dysarthria’ (N=31)

Mean Score
Strongly Not Strongly (1=mostneg;

Statement_____________ Agree Agree______Sure Disagree Disagree 5=least neg)
1 1 do not try to hide my speech 

problem
2 (6%) 15(48%) 2 (6%) 11 (35%) 1 (3%) 3.19

2 1 get mad when people do not 
understand me

3(10%) 14(45%) 4(13% ) 8 (26%) 2 (6%) 2.74

3 1 am not happy with my speech 
as it Is now

10 (32%) 18(58%) 1 (3%) 1 (3%) 1 (3%) 1.87

4 1 am sensitive about my speech 8 (26%) 16(52%) 1 (3%) 5 (16%) 1 (3%) 2.19
5 1 do not worry about my speech 1 (3%) 10(32%) 2 (6%) 12 (39%) 6 (19%) 2.61

6 It does not bother me to admit 
that 1 have a speech problem

1 (3%) 17 (55%) 2 (6%) 9 (29%) 2(6%) 3.19

7 1 would rather miss out on 
conversation than admit to 
having a speech problem

1 (3%) 11 (35%) 1 (3%) 16 (52%) 2 (6%) 3.23

8 My speech has affected my life 
more than anything else has

3(10% ) 10(32%) 2 (6%) 14 (45%) 2 (6%) 3.06

9 1 do not get angry when 1 cannot 
make myself understood

- 10(32%)
■

21(68%) 2.65

10 1 have many other qualities 
besides speech that are 
important

4 (13%) 22 (71%) 1 (3%) 3 (10%) 1(3%) 3.81

Mean 11% 46% 5% 32% 6% 2.85

The quantitative analysis o f this section of the questionnaire indicates that some people 

have difficulty accepting their dysarthria. The weighted average score for Section B is 2.85. 

Statements 3 and 4 attract the most negative (lowest) scores indicating that m ost people are 

unhappy and sensitive about their speech.
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Twenty-eight o f the 31 people with acquired dysarthria who completed the questionnaires 

(90%) were not happy with their speech as it was at the time o f data collection. Ten of these 

28 people (36%) strongly agreed with the statement ‘I am not happy with my speech as it is 

now’ suggesting strong feelings on this. Only two people (6%) were content with their 

speech and one commented that his speech was much better now because o f  speech and 

language therapy. Twenty-four people (78%) reported that they were sensitive about their 

speech with eight of these strongly agreeing with the statement. Eighteen people (58%) 

worried about their speech. Thirteen people (42%) felt that their speech had affected their 

lives more than anything else had.

Twelve people (38%) would rather miss conversation than admit to having a speech 

problem. Twelve people (38%) agreed that they try to hide their speech problem. It bothered 

11 people (35%) to admit that they have a speech problem Seventeen people (55%) 

admitted that they get mad when people do not understand them. Nevertheless, the majority 

(84%) of people with acquired dysarthria felt that they had many other qualities besides 

speech that were important.

9.2.6 Section B: Accepting Dysarthria: Qualitative Results

Lack of acceptance is illustrated by the following comments from three people:

“I am hoping my speech will get back to normal.”

“I want to be normal for my son.”

“I wish I could ‘fix’ it.”

The following comments suggest that a sense of loss exists following dysarthria:

“It’s hard not being able to use a phone as in conversation.

“I miss the telephone. I feel less in control because of it. Even when I couldn t walk, I could use 
the phone and now I can’t do that.”

Two further comments suggest some acceptance or resignation to dysarthria:

“I don’t get angry any more when people don’t understand me.

“I used to get angry but I don’t anymore.”

Two people commented that they are unable to hide their dysarthria:

“I can’t hide it.”
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“I can’t hide it, I have to talk.”

One person expressed her fears regarding dysarthria:

“I worry about further deterioration.”

The written comments also suggest that a number of factors may influence acceptance. The 

following comment suggests that the ‘taken for granted-ness’ o f  speech before dysarthria 

might make acceptance more difficult.

“I find it so hard to live with because talking was so natural before. There was a lot o f  things I done 
that I can’t do now.”

The physical characteristics of speech as well as the presence of other disabilities might also 

influence acceptance. Two people commented on this:

“The only thing I notice is when I get out o f breath, I get tired. It takes me longer and I fumble the 
words.”

“My swallowing is also affected.”

The importance o f speech may be an influencing factor. Two people commented:

“Nothing is as important as my speech.”

“Your voice is terribly important. Without it you can’t state your point.”

Time post-onset may be another important factor in acceptance. One person commented:

“I have a speech problem for 12 years; 1 am more accepting now.”

Two people commented on what helps acceptance:

“Humour helps.”

“I feel I need to be patient with myself and with other people.’

One person commented on what makes acceptance more difficult:

“Have not been able to find an example of someone who has successfully coped with dysarthria.”

9.2.7 Section B: Accepting Dysarthria: Summary

In summary, the majority of people in this study are dissatisfied with their speech. The data 

indicates that many people are sensitive about their speech and they experience anger and 

frustration because o f acquired dysarthria. It can be argued that these emotions do not meet 

'vith the definition o f acceptance given earlier (section 3.2). The data also suggests that a
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small group of people in this study show greater difficulty than others with acceptance of 

their dysarthria. The comments made at the end of this section add further insight into these 

people’s acceptance of dysarthria. Wanting to ‘be normal’, along with statements 

suggesting a sense of loss as well as emotions such as anger, fear, acceptance are all 

expressed in this section. These comments propose that a range of factors can influence 

acceptance and indicate that it is appropriate to explore the grief reaction to acquired 

dysarthria. This is investigated in Chapter 11.

9.2.8 Section C: How I Feel Others React To My Speech: Quantitative Results

The question of how people with acquired dysarthria perceive other people’s reactions to 

their speech is addressed using data fi-om this section of the questionnaire. This is detailed 

in Table 9.5.

Table 9.5 Responses To Section C: ‘How I Feel Others React To My Speech’ (N=31)

Statement
Strongly

Agree Agree
Not

Sure Disagree
Strongly
Disagree

Mean Score 
(1=most neg; 
5=least neg)

1 1 am conscious of other people's 
reactions to my speech

2 (6%) 21 (68%) 1(3%) 6(19%) 1(3%) 2.45

2 My family never get annoyed 
when they do not understand 
what 1 am saying

3 (10%) 20 (65%) 2 (6%) 5(16%) 1 (3%) 3.61

3 1 don’t care what people think of 
my speech

1 (3%) 10(32%) 1 (3%) 15(48%) 4(13%) 2.65

4 People treat me as if 1 am stupid 
because they can’t understand 
me
People don’t get embarrassed 
when 1 can’t mai<e myself 
understood

2 (6%) 11 (35%) 3 (10%) 15(48%) 3.00

5 - 14 (45%) 3(10%) 14 (45%) - 3.00

6 Strangers do not treat me 
negatively because 1 have a 
speech problem

13 (42%) 6 (19%) 11 (35%) 1 (3%) 3.00

7 People are usually patient when 
1 speak slowly

1(3%) 28 (90%) 1(3%) 1(3%) 3.94

8 My friends make more of an 
effort to understand me than my 
family does

1 (3%) 7 (23%) 2 (6%) 20 (65%) 1 (3%) 3.42

9 People pretend to understand 
what 1 have said when 1 know 
they haven’t

4(13%) 16(52%) 2 (6%) 9 (29%) 2.52

10 People sometimes think 1 have 
been drinking when 1 haven’t

4(13%) 8 (26%) 3 (10%) 15(48%) 1 (3%) 3.03

11 Most people make an effort to 
understand what 1 am saying

2 (6%) 26 (84%) 1 (3%) 2 (6%) 3.90

12 Other peoples’ opinions of my 
speech matter to me

3 (10%) 17 (55%)
■

10 (32%) 1 (3%) 2.65

13 1 never feel that others laugh or 
make fun of my speech

2 (6%) 26 (84%) 1 (3%) 2 (6%) 3.65

14 People are more condescending 
to me now because of my 
speech

3 (10%) 17 (55%) 10 (32%) 1 (3%) 2.52

Mean 6% 54% 6% 31% 3% 3.09

Quantitative analysis of the data fi-om Section C suggests that most people with acquired
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dysarthria are aware of how others react to their speech (statement 1 receives the lowest, 

most negative score) but are not over-concerned about that reaction (the mean score for all 

questions in this section is 3.09). This section also had a greater number o f ‘Not sure’ 

responses than any other section. 6% of the total responses were scored as ‘Not Sure’ in 

comparison to 4%, 5% and 4% in Sections A, B and D respectively. This may reflect 

people’s uncertainty about other people’s reactions generally as the other sections of the 

questionnaire relate largely to the person’s own perceptions (one person wrote “I don’t 

know how they feel” at the end of this section) or it may suggest that these people are not 

aware of other people’s reactions.

Twenty-eight out of 31 people with dysarthria (90%) who completed the questionnaires 

considered that most listeners make an effort to understand their speech. Twenty-nine 

people (93%) believed that people are usually patient if they speak slowly. Twenty-eight 

people (90%) felt that others do not laugh or make fun of their speech. Three quarters o f the 

31 respondents think that their families never get annoyed with them when they do not 

understand what they are saying.

Eight people (26%) think that their friends make more of an effort to understand them than 

their families do. Twenty-three people (74%) are conscious of other people’s reactions to 

their speech. Only 11 people (35%) do not care about what people think of their speech. 

Four of the nineteen people who do care about other people’s reactions to speech felt 

strongly about this. Two thirds of the 31 respondents felt that people pretend to understand 

what they are saying when the speaker knows that they have not. A similar number perceive 

that others are more condescending to them now because of their speech.

The results for the other statements in the questionnaire are not strong in either direction. 

Thirteen people (41%) agreed, two of them strongly, that others treat them as if  they are 

stupid, while 15 people (48%) believed that they do not. Three were not sure. There was a 

similar split amongst respondents for the statement ‘People don t get embarrassed when I 

can’t make myself understood’ with 45% (14 people) believing that they do get 

embarrassed and 45% considering that they do not. Similarly, 12 people believed that 

strangers treat them negatively because of their speech, while 13 people believed that they 

do not. This statement yielded the highest num ber of Not Sure responses in the entire 

questionnaire with six people (19%) being unsure of strangers’ reactions. Twelve people
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(39%) thought that other people sometimes believe they have been drinking because o f their 

speech with four o f these 12 people strongly agreeing with this statement. These results 

indicate a range o f  responses on how people with acquired dysarthria perceive the reactions 

of other people to their speech.

9.2.9 Section C: How I Feel Others React To My Speech: Qualitative Results

There were many additional comments made by people with acquired dysarthria in this 

section o f the questionnaire. The following comments by five people suggest that they 

perceive listeners evaluate them during interactions:

“I feel that people are listening to how I am speaking rather than what I am saying.”

“People are looking at my stmggle and they’re not listening to what I am saying at all.”

“If I’m talking to two people, I find that when the conversation is over, they’re looking at each 
other and making eyes, throwing their eyes to heaven as if to say ‘What the hell was he on about?”’

“You come across people and you know they’re thinking ‘Is he on something?”’

“I feel I look apprehensive [as if I] expect to be skinned.”

Two people perceived that listeners think they have a hearing impairment:

“I had a few people think I was deaf, older people understand me less.”

“You can see the surprise on people’s face when I start speaking. You can see them thinking ‘Why 
is she speaking like that?’ Then they talk a bit louder,”

Six people commented on their perception that people ignore and avoid them:

“When I am talking, people move away.”

“They just walk away.”

“I feel you don’t get as much heed when you lose your voice. You have to assert yourself and I can 
no longer do that now.”

“People don’t talk to you, they talk to my husband but not to me, that happens quite a bit. 

“Sometimes I feel people don’t want to understand.’

“I have good supportive friends. I have lost a lot [offriends], they pass the door but they don t call 
in. They [friends] would normally treat me as if I wasn t there and direct their questions to Pamela 
[wife] or to someone else who is there.”

Two people commented:

“All people understand when I speak slowly.”
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“I don’t think they really mind.”

However, comments made by three other people emphasise that not all people feel this way:

“People get impatient with you, I feel they’d rather be talking to somebody else - If  they don’t
understand after the second time they give up and change the subject.”

“Sometimes people ask me a question, sometimes they won’t give me time to answer, they answer
for me and that annoys me very much.”

“People are too busy to listen.”

The following four comments suggest that others are condescending to the speaker.

“I am definitely feeling now as the speech problem is more obvious that people think less o f  you -  
you don’t seem to rate. This is the first time I’ve seen it”.

“I feel people think I ’m illiterate and they ask me can I read and I ’m completely literate, I have a 
great education.”

“They think there is something wrong with your brain.”

One person just wrote: “Does he take sugar” in this section o f the questionnaire 

summarising his feelings about the attitudes of others to his speech.

Familiarity with the speaker as well as listeners’ understanding about dysarthria is an 

important factor as these seven comments illustrate;

“I have a small circle of friends who have got used to me. They have to make an effort to 
understand me and they usually do.”

“It’s okay once people know me.”

“I am worried about speaking with strangers.”

“Sometimes strangers treat me negatively because of my speech, they look at me.

“When I speak people look at me, I cannot talk to strangers.

“People think I’m able to talk and talk to me and I don’t be able to answer them.

“Some people take time to listen; more so my family ’

However, not all families are perceived as patient. Six people disagreed with Statement 2, 

family never get armoyed when they do not understand what I am saying (see Table 

9-4). Comments made by five people add further insight into this perception.

“My husband gets annoyed when he doesn’t understand what I am saying.

“My husband might get annoyed because he thinks I don’t try and make an effort. Not annoyed but 
irritated possibly.”
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“My family get annoyed when I’m not trying [to make m yself understood]."

“My family are very impatient always.”

These comments also suggest that people differentiate between listeners.

9.2.10 Section C: How I Feel Others React To My Speech: Summary

The data from the responses to the questionnaire indicate that people with acquired 

dysarthria have mixed feelings about how others react to their speech. On the one hand, 

they feel that people make an effort and take time to understand their speech while on the 

other, they feel that people can react negatively towards them. The data suggests that 

speakers differentiate between family, friends and strangers with regard to reactions to their 

speech. The additional comments at the end o f the questionnaire provide further insight into 

how people with acquired dysarthria perceive reactions o f listeners. They perceive that 

people are condescending towards them and that they are being evaluated during 

interactions. They also perceive that they are avoided or ignored by listeners.

9.2.11 Section D: How Dysarthria Affects My Communication With Others: 

Quantitative Results

The question o f how acquired dysarthria affects communication behaviour is addressed 

using data from this section o f the questionnaire. These results are detailed in Table 9.6.



Table 9-6 R esponses To Section D: ‘How Dysarthria Affects My Communication With O thers’ (N=31)

S ta tem en t
Strongly

A gree A gree
Not

Sure D isagree
S trong ly
D isagree

M ean S co re  
(1=m ost neg; 
5 = least neg)

1 Although 1 have difficulty 
speaking 1 do not avoid 
communicating with people 1 
know

5(16% ) 19(61% ) 1(3%) 5(16% ) 1 (3%) 3.71

2 My social life has not changed 
as a result of my dysarthria

1(3%) 12 (39%) - 9 (29%) 9 (29%) 2.58

3 1 try other w ays of getting my 
m essage across when people 
don’t understand me

18(58% ) 2(6%) 11(36%)
■

3.23

4 1 avoid using the telephone 
because of my speech

7 (23%) 13(42% ) 3 (10%) 6(19% ) 2 (6%) 2.45

5 1 avoid asking for items in shops 4(13% ) 17(55% ) 1(3%) 8 (26%) 1(3%) 2.52
6 1 rely on others to talk for me 

whenever possible
7 (23%) 15(48% ) - 7 (23%) 2 (6%) 2.42

7 Because of my speech, 1 listen 
rather than take part in 
conversations

8 (26%) 16(52% ) 1 (3%) 5 (16%) 1 (3%) 2.19

8 1 do not avoid talking to 
strangers

1(3%) 15(48% ) 1(3%) 13(42%) 1 (3%) 3.06

9 1 feel comfortable speaking in 
most situations both at home 
and outside

1(3%) 12(39% ) 2 (6%) 10 (32%) 6 (19%) 2.74

10 The difficulties 1 have with my 
speech restrict my social life

8 (26%) 12 (39%) 1(3%) 9 (29%) 1 (3%) 2.45

11 1 only avoid talking when 1 am 
tired

■ 8 (26%) 1(3%) 22 (71%) * 2.55

12 Because of my speech  1 have 
become socially isolated

1(3%) 8 (26%) 3 (10%) 16(52% ) 3(10% ) 3.39

Mean 12% 44% 4% 33% 7% 2.77

Quantitative analysis o f  the data from the final section suggests that many people with 

acquired dysarthria find that their communication with others is affected by their dysarthria. 

The most negative responses relate to statements 4, 5, 6, 7 and 10 indicating that many 

people withdraw from communication and have difficulty in social situations. The second 

most positive response (statement 12) indicates that the majority have not become socially 

isolated.

Six o f the 31 respondents (19%) avoid communicating even with people they know because 

of their dysarthria. Twenty-four people (78%) listen rather than take part in conversation, 

with eight strongly agreeing with this statement. Twenty-two people (71%) agreed with the 

statement T rely on others to talk for me whenever possible with seven agreeing strongly.

Twenty-one people (68%) avoid asking for items in shops. Twenty people (65%) avoid 

using the telephone because o f their speech, with seven agreeing strongly with the 

statement. Fourteen people (45%) avoid talking to strangers. Twenty-two people (71%) 

^drnit that they avoid talking at times other than when they are tired. Six of the 16 people 

who disagreed with the statement T feel comfortable speaking in most situations both at 

home and outside’ disagreed strongly with it. Eighteen people (58%) try other ways o f
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getting their message across when people do not understand them. Eighteen people also 

believe that their social life has changed because of dysarthria and half o f these 18 feel 

strongly about the change, the highest number of strong responses in this section of the 

questionnaire. Nine people (29%) believe that they have become socially isolated because 

of their speech but more than twice as many disagree with the statement.

9.2.12 Section D: How Dysarthria Affects My Communication With Others: 

Qualitative Results

Dysarthria does not result in a change in communication behaviour for all people in this 

study. This is emphasised by the following comments:

“I don’t avoid talking, I always talk.”

“It hasn’t affected my life really at all. If people don’t understand me, I say it again and speak 
slower.”

However, the following comments from nine people illustrate some of the changes that have 

occurred because o f dysarthria;

“Before I was the one who did all the talking.”

“My speech problem has affected my life because now I don’t have the ability to converse 
effectively.”

“When I am out, I ’d prefer to have someone else with me.”

“I can’t speak out like I used to before.”

“Not being able to get your point across, not being able to hold a normal conversation with close 
friends without help from family, not being able to use a phone, as in conversation.

“I apologise for my speech.”

“You miss out on conversation one way or another.”

“I find it difficult to get my message across.”

“I feel less inclined to go in and start talking.”

Four people made comments regarding the effect of dysarthria on their social life:

“It [the dysarthria] affects me going out.”

“I used to enjoy life but since this happened, I don’t go out. It stops me from going out.

“I have been forced to accept that social isolation is central to the disease [motor neurone 
disease]."
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“The social isolation is self-inflicted. It’s easier.”

Five people mentioned other factors that influence communication behaviour:

“The enviroimient is important.”

“Talking one-to-one is very tiring.”

“I run out o f breath.”

“I lift my head to talk to someone from the wheelchair and because of my position, the saliva goes 
down the wrong way.”

“I am conscious of my mother’s reaction to my speech. It’s difficult because she is hard of 
hearing.”

Five people commented on avoiding or being uncomfortable with certain people, 

particularly strangers:

“I avoid talking to people I don’t know.”

“I avoid talking to people if I haven’t met them in a while.”

“I avoid calling assistants in shops because 1 have no hope at all with them.”

“I am uneasy with strangers sometimes.”

“I would miss out on conversation particularly with strangers.”

Eight people commented on avoiding or being uncomfortable in certain situations:

“The telephone is very hard.”

“There’s an underlying hesitation when going to make telephone calls.”

“Asking for bus fares is hard.”

“I avoid asking for items in shops, my sister shops for me.”

“I don’t go into shops.”

“I avoid leaving a message on an answering machine and recording in general.

“I’m more confident talking at home.”

“I find it very hard when there are a number of people together, to break into conversation because 
they don’t understand me.”

Five people commented on how they do not take part in conversations and rely on others to 

talk for them.

“I tend not to speak in case I ’m not understood.”
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“I ask my wife to speak for me - 1 feel comfortable speaking at home only.”

“I don’t avoid talking to strangers, but it depends on how I feel, sometimes I would listen rather 
than talk.”

“I listen a bit more than I would before.”

“There are certain places I’d be and I wouldn’t speak if I could help it. You feel you want to join 
in. You feel a bit nervous if you don’t get the first few words. My husband knows w hat I want to 
say and he says it for me.”

Four people mention using specific strategies to help communication.

“I say it again and I speak slower.”

“When people can’t understand me, I can’t use my hands so I point to the alphabet.”

“I did try other ways but since I got bad, I don’t bother.”

“I am conscious o f  the need to have a drink nearby when planning to speak.”

9.2.13 Section D: How Dysarthria Affects My Communication With Others: 

Summary

The data suggests that acquired dysarthria has a notable impact on communication 

behaviour for the people in this study. The majority adopt the role o f bystander in 

conversations, relying on others to talk for them. They avoid specific communication 

situations such as using the telephone and asking for items in shops, not just because they 

are tired. Some may also avoid talking to strangers. These findings are supported by 

comments made at the end o f this section of the questionnaire. Dysarthria has a negative 

effect on the social life o f some of these people with acquired dysarthria to the extent that a 

small number have become socially isolated.

9.2.14 Dysarthria Relative To Other Worries And Concerns

The need to place the impact o f acquired dysarthria in perspective is addressed in this final 

section. The hypothesis is that not all people with acquired dysarthria are worried or 

concerned about their dysarthria. The results of this section are detailed in Table 9.7.



Table 9.7 Responses To Section E: ‘Dysarthria Relative To Other Worries And Concerns’ (N=21)

Most Slightly Least
Concerned Or Very Concerned Concerned Or Concerned Or Concerned Or
Worried About Or Worried Worried About Worried About Worried About

Dysarthria About Dysarthria Dysarthria dysarthria Dysarthria
Score 1 Score 2 Score 3 Score 4 Score 5

5 people (24%) 3 people (14%) 6 people (19%) 4 people (19%) 3 people (14%)

Twenty-one people with acquired dysarthria were asked to hst four things apart from 

dysarthria that worried or concerned them. They were then asked to rate these four items 

along with speech on a scale from one to five. Speech was the main concern for only five of 

the 21 people (24%). It was still a significant worry or concern for nine other people (33%). 

Relative to other worries and concerns, 23% of people with acquired dysarthria were only 

slightly or least concerned about their speech. These results confirm my hypothesis that not 

everyone with acquired dysarthria is worried or concerned about dysarthria particularly 

when considered in the context of other issues. This data together with comments made by 

people earlier in section 9.2 on the impact o f their illness and physical disabilities 

emphasise the importance o f taking a holistic approach to examining the impact o f acquired 

dysarthria on the person.

9.2.15 Comparison O f Sections Of The Questionnaire

The question o f whether there was variation in the data, with people experiencing greater 

difficulty in one particular area (e.g. acceptance of dysarthria) was addressed using the 

scores from the first four sections of the questionnaire (Table 9.2). The final section was 

excluded as it involved ranking the importance of dysarthria and differed from the other 

four sections in this respect. The results are depicted graphically in Figure 9.1.

In general, there was wide variation in responses and limited difference in the mean scores 

by section. People tended to feel more negative when responding to statements in Section 

A: ‘The Effect o f  Dysarthria on Me as a Person’ (mean score of 2.58) and less negative 

when responding to statements in Section C: ‘How I Feel Others React To My Speech 

(mean score o f 3.09).
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Minus 1 Std 
Deviation

Mott 
Negative

Effect Of Dysarthria Accepting My How I Feel O thers How Dysarthria Affects
On Me As A P erson Dysarthria React To My Speech My Communication

With O thers

Figure 9.1 The Dysarthria Questionnaire: Mean Scores and Variations by Sub-category

The large standard deviations within each section suggest that any differences in means 

between sections are insignificant. However, are there any significant differences between 

sections for individual speakers, and if so, what might that tell us?

Using the statistical software analysis package SPSS , more detailed statistical analysis was 

carried out using a one-way Analysis O f  Variance (ANOVA) test. The answers to all 48 

statements were analysed across all 31 respondents, using the section (A, B, C or D) as the 

independent variable. Scheffe’s Post Hoc test was also selected as part o f  the analysis, using 

0.05 as the significance level. The results in Table 9.8 suggested that there might be 

significant differences in section scores for 10 of the 31 people.

Software Package for the Social Sciences (SPSS) version 10.0 for Windows.
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Table 9.8 Significant Differences Between Sections (Weighted Average Scores By Section) (N=10)

Person
With

Dysarthria

(A) 
Effect Of 

Dysarthria 
On IVIe As 
A Person

(B)
Accepting

IVIy
Dysarthria

(C) 
How 1 Feel 

Others 
React To 

My Speech

(D)
How Dysarthria 

Affects My 
Communication 

With Others F Value
Significance

P<
7 Joseph 1.42 2.60 3.29 1.58 7.963 0.01
26 Jane 2.67 3.50 3.64 4.00 4.921 0.01
31 Ron 4.75 4.70 3.79 4.67 4.521 0.01
8 Paul 2.00 3.20 2.36 1.83 4.287 0.01
1 Karen 1.25 2.10 2.36 1.75 4.137 0.05
15 Gladys 2.17 2.40 3.29 2.67 3.963 0.05
20 Patrick 2.58 2.80 3.71 2.83 3.387 0.05
19 Robert 3.33 3.20 2.29 2.75 3.205 0.05
10 Roger 1.58 2.30 3.07 2.33 3.163 0.05
17 Donal 2.17 2.50 3.21 2.92 2.989 0.05

The Scheffe Post Hoc test was then used to identify which sections, if  any, were responsible 

for the significant differences between sections for these 10 speakers. The results are shown 

in Table 9.9.

Table 9.9 Significant Differences Between Sections for 10 of the 31 Speakers

(D)
(A) (C) How Dysarthria

Effect Of (B) How 1 Feel Affects My
Person Dysarthria On Accepting My Others React To Communication

With Me As A Person Dysarthria My Speech With Others
Dysarthria P< P< P <

1 Karen 0.05 (A and C) 0.05 (A and C)
7 Joseph 0.01 (A and C) 0.01 (A and C)

0.01 (C and D) 0.01 (C and 0)
8 Paul 0.05 (A and B) 0.05 (A and B)

0.05 (B and D) 0.05 (B and D)
10 Roger 0.05 (A and C) 0.05 (A and C)
15 Gladys 0.05 (A and C) 0.05 (A and C)

0.01 (A and D)26 Jane 0.01 (A and D)
0.05 (A and C)31 Ron 0.05 (A and C)

These results indicate significant differences between sections for seven o f the 10 speakers 

but only two people (Joseph and Jane) showed differences at the 0.01 significance level. 

Joseph’s dysarthria has had a profound effect on him as a person (mean score o f 1.42 for 

Section A, the third lowest o f all 31 respondents) and on his communication with others 

(mean score o f 1.58 for section D, the lowest of all respondents). Yet, he shows a more 

positive score than most respondents on Section C (‘How I Feel Others React To My 

Speech’) with a mean score o f 3.29. In Jane’s case, her dysarthria has had a similar effect on 

her as a person as many o f the other 30 respondents to the questionnaire (mean score o f 2.67 

for Section A). However, she feels that her ability to communicate with others has hardly 

hfien affected (mean score o f 4.00 for Section D, the second highest of all the respondents).
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While there are no significant differences between the responses to the four sections of the 

questionnaire for the population of 31 respondents, there are extremely wide variations in 

scores for individual people indicating that some people (such as Joseph and Jane) have 

vastly different reactions to their dysarthria.

9.2.16 Intra-Rater Reliability

The questionnaire incorporated a repetition o f one statement in each section o f the 

questionnaire in order to monitor rater reliability. Providing the person with feedback on the 

questionnaire findings further increased reliability with clarifications o f any discrepancies in 

the data (see section 7.2.2). The results of rater reliability for each section are given here.

Intra-Rater Reliability (Section A: ‘The Effect o f  Dysarthria On Me As A Person ’)

Statements 3 and 12 were repeated in this section (see Table 8.10).

Table 9.10 R e sp o n ses To R epeat S tatem ents 3 & 12 (N=31)

S tatem ent
Negative Scores 
(Scores of 1 or 2)

Positive S cores 
(Scores of 4 or 5)

3 Even when 1 am not speaking 1 feel 13 16
that 1 am a different person now

12 My speech difficulty has not changed 10 20
me fundamentally as  a person

Thirteen people either strongly agreed or agreed with the statement ‘Even when I am not 

speaking I feel that I am a different person now’. Sixteen disagreed and the remaining two 

were ‘Not Sure’. Ten people either strongly disagreed or disagreed with the statement ‘My 

speech difficulty has not changed me fundamentally as a person’. Twenty agreed and one 

was ‘Not Sure’. A chi-square (X^) test (two-tailed) gave a value o f 0.407 indicating that 

there were no significant differences in the results of the repeat statements. However, on 

niore detailed analysis o f the individual responses, six of the 31 speakers (Vicky, Liam, 

Roger, David, Gladys and Michael) were found to have given contradictory responses by 

cither agreeing or disagreeing with both statements. To double-check the results, a 

relationship between both statements was examined statistically using a product moment 

correlation coefficient (Pearson r). Despite the six contradictory responses, the responses to 

statement 12 are significantly correlated with the responses to statement 3 (r=0.653, 

P<0.Q1).
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Intra-Rater Reliability (Section B: ‘Acceptins M y Dysarthria ’)

Statements 2 and 9 were repeated in this section (see Table 9.11).

Table 9.11 R esponses To Repeat Statements 2 & 9 (N=31)

Statement
Negative Scores 
(Scores of 1 or 2)

Positive Scores 
(Scores of 4 or 5)

2 1 get mad when people do not 17 10
understand me

9 1 do not get angry when 1 cannot 21 10
make myself understood

Seventeen people either strongly agreed or agreed with the statement ‘I get mad when 

people do not understand me’. Similarly, 21 people also either strongly disagreed or 

disagreed with the statement ‘I do not get angry when I cannot make m yself understood’. 

There were four ‘Not Sure’ responses to statement 2 but there was only one contradictory 

answer: Ciara disagreed with both statements. A chi-square test (two-tailed) showed that 

there are no significant differences between responses to both statements (A^=0.011). This is 

confirmed by a Pearson correlation of the responses to both questions (r=0.826, p<0.01) 

indicating strong intra-rater reliability in this section of questionnaire.

Intra-Rater Reliability (Section C: ‘How I  Feel Others React To My Speech ’)

In this section, statements 3 and 12 were repeated (see Table 9.12).

Table 9.12 R esponses To Repeat Statements 3 & 12 (N=31)

Statement
Negative Scores 
(Scores of 1 or 2)

Positive Scores 
(Scores of 4 or 5)

•i 1 don’t care  w hat people think of my 19 11
speech

12 Other peop les’ opinions of my 20 11
speech m atter to me

Eleven people with acquired dysarthria either strongly agreed or agreed with the statement 

I don’t care what people think o f my speech’. Eleven people either strongly disagreed or 

disagreed with the statement ‘Other people’s opinions of my speech matter to m e’. None o f 

^he 31 speakers gave contradictory answers to both statements. The reliability o f this section 

of the questionnaire is very strong, confirmed statistically by the results of the Chi-square 

test (A^=0.029) and by the Pearson r (r=0.975, p<0.01).

Page 143



Intra-Rater Reliability (Section D: ‘How Dysarthria Affects My Communication With 

Others ’)

Statements 2 and 10 were repeated to monitor intra-rater reliability (see Table 9.13).

Table 9.13 Responses To Repeat Statements 2 & 10 (N=31)

Negative Scores Positive Scores
Statement (Scores of 1 o r 2) (Scores of 4 or 5)

2 My social life has not changed as a 18 13
result of my dysarthria

10 The difficulties 1 have with my 20 10
speech restrict my social life

Thirteen people either agreed or strongly agreed with the statement ‘My social life has not 

changed as a result of my dysarthria’ while 10 people either disagreed or strongly disagreed 

with the statement, ‘The difficulties I have with my speech restrict my social life’. Only 

Patrick and Walter contradicted themselves by agreeing with both statements. Results o f a 

chi-square test =0.184) and Pearson r (r=0.911, p<0.01) confirm strong intra-rater 

reliability in this section o f the questionnaire.

Overall Intra-Rater Reliability

In conclusion, the overall results for all of the sections of the questionnaire indicate a strong 

level of intra-rater reliability, at least as far as responding to these two statements goes. 

Despite the inconsistencies in Section A, with six speakers contradicting themselves in their 

responses to the repeated questions, the level of intra-rater reliability is still strong. This is 

discussed further in Chapter 13.

9.2.17 Sum m ary O f Findings On The Dysarthria Questionnaire

The findings on The Dysarthria Questionnaire indicate that acquired dysarthria does have a 

negative impact on the person with dysarthria and that this impact varies significantly 

^ o n g s t individuals. The majority o f people completing questionnaires felt inadequate and 

self-conscious because o f their dysarthria. They also experienced a variety of other negative 

crnotions. The data suggests that some people had difficulty accepting their dysarthria with 

the majority o f people expressing dissatisfaction with their speech. People with acquired 

dysarthria partaking in this study are generally aware of other people s reactions to their 

speech and perceive that they are being evaluated during interactions with others. Data also 

suggests that acquired dysarthria affects the communication behaviour of people with 

dysarthria and that it can have negative social and psychological effects on the lives o f these
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people. Despite this, dysarthria did not necessarily feature as the main concern for all 

respondents, underlining the fact that the impact o f acquired dysarthria on the person needs 

to be considered in the context of its underlying aetiology and other associated disabilities.

9.3 The Relationship Between The Dysarthria Questionnaire Scores 

And Dysarthria Intelligibility Ratings

The previous sections indicated that the impact o f  acquired dysarthria on people’s lives is 

variable. In searching for reasons why this might be so and in keeping with my ‘intellectual 

puzzle’ referred to earlier, one obvious contender concerns the level o f  intelligibility 

experienced by the speaker. This section examines the question o f  whether there was a 

direct relationship between the rated impact on The Dysarthria Questiormaire and the 

intelligibility scores from the AIDS. The intelligibility scores for each person were charted 

against their questiormaire or ‘impact’ scores (Table 9.14).



Table 9.14 C om parison Of S p eech  Intelligibility S co res  (AIDS) A nd Im pact S c o r e s  From The Dysarthria 

Questionnaire (N=31)

Person with 
Dysarthria

Total Impact 
S c o r e s  on The 

Dysarthria  
Q uestionnaire

Speech  
Intelligibility 

Scores on AIDS
Karen 90 61%

Georgina 95 77%

Vicky 100 84%

Joan 104 79%

Sarah 104 66%

Miriam 106 78%

Joseph 109 50%

Paul 111 95%

Liam 113 72%

John 115 56%

Roger 116 84%

Declan 120 89%

David 124 70%

Eric 126 41%

Dona! 127 100%

Gladys 128 77%

Michael 130 88%

Maureen 132 90%

Robert 137 97%

Patrick 145 73%

Susan 147 91%

Fred 155 89%

Peter 156 23%

M îre 159 68%

Walter 165 88%

Jane 166 86%

Rory 175 99%

Ciara 177 75%

Olwen 184 83%

George 190 99%
Ron 213 94%

My hypothesis was that there is no. a strong relationship between the impact seores from 

The Dysarthria Questionnaire and speech intelligtbility scores. The scattergram in Figure 

9.2 depicts the relationship between impact scores and intelhgibility scores.

Statistical analysis was carried out using a „o„-parametric test. Spea^ran’s ranJc order
. pnTTplation between both sets of scores correlation test (one-tailed) indicates a strong corr

, . ■ • and the alternate hypothesis that there is(rs=0.376, p<0.05). The null hypothesis is rejected and

 ̂correlation between both sets of scores is accepted.
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Figure 9.2 S cattergram  Depicting The Relationship Between Intelligibility And Im pact (N=31)

The correlation would be even greater without one or two o f the outliers. For example, if  

Peter (intelligibility o f 23%) were excluded from the sample, the correlation would be 

significantly stronger.

9.4 Results Of The Head Injury Semantic Differential Scale

This section o f this chapter moves on to address two further questions on the impact o f 

acquired dysarthria. First, does acquired dysarthria affect the self-concept o f people with 

dysarthria? Second, if  self-concept does change, which constructs show the greatest 

differences? Answers are based on results obtained from the HISD scale. People rated their 

Past Self (i.e. before dysarthria) on 20 bipolar constructs. They then rated their Present Self 

on the same constructs. The hypothesis is that there are differences between Past and 

Present Self. To answer the first question on overall changes to self-concept, total scores 

from Past Self and Present Self for each person with acquired dysarthria were tabulated 

(Table 9.15).



Table 9.15 Differences Between Past And Present Self Scores On The HISD Scale, By Individual (N=31)

Name P ast Self Present Self Difference
Joan 119 30 -89
Karen 123 45 -78
Declan 129 56 -73
Georgina 123 57 -66
Vicky 106 44 -62
Sarah 98 43 -55
Joseph 123 71 -52
Paul 120 70 -50
Jane 124 74 -50
Roger 126 77 -49
Patrick 111 69 -42
John 127 85 -42
Fred 130 92 -38
Eric 102 68 -34
Miriam 113 82 -31
Gladys 111 85 -26
Ciara 112 86 -26
Olwen 124 98 -26
David 100 77 -23
Liam 79 63 -16
Walter 104 89 -15
Robert 108 94 -14
Susan 110 96 -14
Peter 118 104 -14
Donal 105 92 -13
George 122 113 -9
Rory 116 108 -8
Mdire 111 105 -6
Maureen 79 76 -3
Ron 114 118 4
Michael 58 80 22

Descriptive analysis of the scores suggests that people with acquired dysarthria generally 

rated their Present Self more negatively than Past Self. Two people, Michael and Ron, 

demonstrated positive changes in self-concept. The overall scores suggest that acquired 

dysarthria has a negative impact on self-concept for most people with dysarthria. To 

examine if the differences between overall Past and Present Self scores were statistically 

significant, the Wilcoxon signed ranks test (one-tailed) was applied. This confirmed that the 

differences between both sets of scores were significant (Z=-4.587; p<0.01) supporting the 

hypothesis that acquired dysarthria has a negative impact on self concept.

The question o f which constructs show tnost change .s addressed using the overall mean 

scores for all individuals for each construct. The mean group ratings for Past Self and 

Present Self, completed on all 31 people are presented in Figure 9.3.
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This figure illustrates that the Present Self scores are more negative than Past Self scores for 

all constructs, except ‘Friendly-Unfriendly' where both scores are the same. Statistical 

analysis using the Wilcoxon Signed Ranks test (one-tailed) confirms that these differences
■ ‘TJripnaiv-Unfriendly’ a n d ‘Intelligent-Stupid’. The

are significant in all but two constructs, rnenoiy u y

significances o f these differences are detailed in Table 9.16.

These findings support the hypothesis that there are significant differences between the Past 

Self and Present Self constructs, with very significant differences (p<0.01) for 15 o f  the 20 

constructs.
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Table 9.16 Significance Of Differences Between Past And Present Self Scores On The HISD Scale 

(N=31)

Mean Mean Wilcoxon
Score Score Signed
(Past (Present Ranks Significance

Constructs Self) Self) Z = P<
Un-selfconscious -  Selfconscious 5.6 2.1 -4.661 0.01
Capable - Incapable 6.3 5.6 -4.307 0.01
Selfconfident -  Lacks confidence 5.1 3.4 -3.880 0.01
Sociable - Withdrawn 5.7 3.3 -3.865 0.01
In Control - Helpless 6.1 3.8 -3.851 0.01
Happy - Unhappy 6.2 4.2 -3.836 0.01
Independent - Dependent 5.9 3.9 -3.822 0.01
Competent - Incompetent 6.3 4.9 -3.700 0.01
Of Value - Worthless 6.1 4.1 -3.642 0.01
Not Irritable - Irritable 5.3 3.5 -3.621 0.01
Relaxed - Tense 5.0 3.1 -3.430 0.01
Assertive - Unassertive 5.1 3.6 -3.220 0.01
Hopeful - Despondent 6.0 4.4 -2.866 0.01
Satisfied - Dissatisfied 5.5 2.3 -2.864 0.01
Attractive -  Unattractive* 3.7 2.8 -2.816 0.01
Caring - Unfeeling 6.5 5.8 -2.414 0.05
Stable-Unstable ** 3.7 3.0 -2.375 0.05
Patient - Impatient 4.5 3.7 -2.106 0.05
Intelligent- Stupid 6.1 5.6 -1.697 Not significant
Friendly - Unfriendly 6.3 6.3 0.000 Not significant

‘  as a person *’  emotionally

9.5 Repeat Of The Dysarthria Questionnaire And The HISD Scale

The final question put forward in this chapter relates to whether the impact of acquired 

dysarthria and the effect of acquired dysarthria on self-concept alter over time. No 

h>pothesis was formulated, as this was an exploratory question. The question was addressed 

using the scores fi-om The Dysarthria Questionnaire and HISD scale, which were repeated 

six months following the initial assessment. These assessments were repeated on 17 of the 

31 people with acquired dysarthria (see section 6.4 for explanation of why the assessment 

could not be completed on all 31 people). Demographic information on these 17 people is 

summarised earlier in Table 6.5.

•̂5.1 Repeat Of The Dysarthria Questionnaire

The question of whether the impact, as defined by The Dysarthria Questionnaire, had 

changed over six months is dealt with using the overall scores on the questiormaire. Table 

•̂17 gives the results of the repeat (I"**) questionnaires along with the scores obtained six 

nionths earlier (1®').
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Table 9.17 Differences In Questionnaire Scores Over Six-Month Period (N=17)

Name

(A) 
Effect Of 

Dysarthria 
On Me As A 

Person
p» _ mM

(B)
Accepting

My
Dysarthria

(C)
How 1 Feel 

Others React 
To My Speech

(D) 
How 

Dysarthria 
Affects My 
Communic
ation With 

Others Total Score

Difference 
(2"" Score 
minus 1*‘ 

Score)
r Z ’” r ' r r 2 'io r 2na-----

Karen 15 13 21 22 33 32 21 18 90 85 -5
Miriam 23 25 22 30 34 42 27 30 106 124 +18
Paul 24 22 32 29 33 31 22 25 111 107 -4
Liam 26 20 22 19 38 31 27 26 113 96 -17
John 29 28 25 27 34 37 28 23 116 115 -1
Declan 26 23 30 21 37 35 27 28 120 107 -13
Eric 30 27 26 22 43 42 27 30 126 121 -5
Donal 26 30 25 31 42 40 34 34 127 135 +8
Michael 30 34 35 33 37 28 28 28 130 123 -7
Maureen 35 28 22 22 38 43 37 30 132 123 -9
Robert 40 38 32 39 32 35 33 40 137 152 +15
Susan 35 29 29 30 46 41 37 31 147 131 -16
Fred 35 28 32 28 52 46 36 42 155 144 -11
Michael 42 48 30 36 51 50 36 36 159 162 +3
Olwen 42 44 37 38 56 51 48 44 184 177 -7
George 49 51 40 38 54 54 47 49 190 192 +2
Ron 57 57 47 42 53 57 56 57 213 213 0
Mean 33.2 32.1 29.8 29.8 41.9 40.9 33.6 33.6 138.6 135.7 ■2.9
Std Dev 10.4 11.9 7.1 7.1 8.4 8.6 9.5 10.0 32.7 34.3

The total mean score for the 17 people who completed questionnaires on the first occasion 

was 138.6 (SD: 32.7). On the repeat questionnaires, the total mean score was 135.7 (SD; 

34.3). Five individuals demonstrate at least a 10% change from their scores obtained six 

months later. Miriam and Robert show positive changes in scores while Liam, Declan and 

Susan all showed a decrease.

Descriptive comments made by these individuals may be relevant in explaining some o f the 

differences in these impact scores. While Robert did not refer to anything that might 

account for the improvement in his scores during completion of the second questionnaire, 

Miriam stated that:

“I am used to my speech. I accept it a lot better now. I find I am a little more confident as time has 
gone on, I can sing again.”

Over the six-month period, Susan had tried new medication for her Parkinson s disease. At 

^he six-month repeat assessments, she reported that the medication had not worked. She had 

returned to her previous medication but felt that her speech had deteriorated because o f the 

changes in medication. At the time o f completion of the first questionnaire, Declan had 

become a father for the first time. At the six-monthly repeat o f the questionnaire, he voiced
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his frustration at his dysarthria and his worries that his baby daughter would not be able to 

understand his speech. He wrote:

“I worry that [baby daughter] won’t understand what I ’m saying to her.”

“The other things like my walking have improved, but the speech is the same, the speech is the 
worst.”

While Liam did not write anything on his questionnaire, his dysarthria and medical 

condition had deteriorated significantly at the six-month repeat. His speech was largely 

unintelligible and he was attending the local hospice for respite care.

To answer the question of whether overall there are statistically significant differences 

between sections of the questionnaire over the six-month period, a t-test for related samples 

(two-tailed) was carried out on both sets of scores from each section. The observed value of 

t is less than the critical value for significance (t=1.201, df=16, p=0.247) indicating that 

there are no statistically significant differences between both sets of scores for each section 

(Table 9.18). This suggests that, despite the findings from descriptive analysis, the overall 

impact of acquired dysarthria as defined by The Dysarthria Questionnaire had not changed 

for this group over the six-month period with no statistically significant differences between 

the scores.

Table 9.18 Significance of Differences Between Scores On Sections Of The Q uestionnaire  (N=17)

Q uestionnaire
Section t Value df P

Significance
Level

(A) The effect of dysarthria on 
me as a person

1.144 16 0.270 Not significant

(B) Accepting dysarthria 0.000 16 1.000 Not significant
(C) How 1 feel others react to 

my speech
0.954 16 0.354 Not significant

(U) How dysarthria affects my 
communication with others

0.000 16 1.000 Not significant

Overall 1.201 16 0.247 Not S ignificant

A further question is posed regarding changes over the six month period for specific 

individuals on sections of the questionnaire. Do these people with acquired dysarthria 

experience a change specifically in some sections of the questiomiaire? Descriptive analysis 

earlier suggested that five individuals demonstrated some differences in impact on the 

repeated questionnaire. Table 9.19 shows an analysis o f the differences by section for each 

of these five individuals.
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Table 9-19 Individuals With G reatest Differences in Q uestionnaire S co res  O ver Six-Month Period

Name

(A) 
Effect Of 

Dysarthria 
On Me As A 

Person

(B)
Accepting

My
Dysarthria

(C)
How 1 Feel 

Others React 
To My Speech

(D)
How Dysarthria 

Affects My 
Communication 

With Others
Miriam 9% 36% 24% 11%
Liam -23% -14% -18% -4%
Declan -12% -30% -5% 4%
Robert -5% 22% 9% 21%
Susan -17% 3% -11% -16%

Miriam had a 36% improvement in her scores for Section B (‘Accepting M y Dysarthria) 

and a 24% increase for Section C (‘How I Feel Others React To My Speech’). The 

difference in acceptance scores is supported by her comments on acceptance at the end o f 

the questionnaire (cited above). Individual analysis o f Declan’s scores indicates that the 

differences in his scores over the six-month period can be largely attributed to a change in 

scores on accepting dysarthria (30% drop in score). This finding supports written comments 

made by Declan on the questionnaire (also cited above). Susan demonstrates a similar 

change in scores in all sections except the section on accepting dysarthria. Liam’s scores 

indicate most change on the sections on the effect of dysarthria and perceptions o f other 

people’s reactions to speech. Robert’s scores indicate greatest change in sections on 

acceptance of dysarthria and effect of dysarthria on communication behaviour. This is 

discussed further in Chapter 13.

9.5.2 Repeat O f The HISD Scale

Table 9.20 indicates the differences between Past Self, repeated Past Self, Present Self and 

repeated Present Self scores on the HISD scale.

Statistical analysis using the Wilcoxon matched-pairs signed-ranks test (two-tailed) 

indicated no significant differences between the HISD scale scores over a six-month period 

(Z=-1.042; p=0.297 for positive ranks while Z=-0.592; p=0.554 for negative ranks). This is 

in agreement with results on The Dysarthria Questionnaire. Descriptive statistics indicate 

some differences in scores. Individuals who have more marked differences in scores over 

^he six-month period are Fred, Eric, Paul, and Susan. For three of these four people, 

differences in scores may be accounted for in part by differences in scoring Past Self on 

both occasions. For example, Fred scores his Past Self more negatively than he had six 

•Months earlier. Possible reasons for this and its influence on the application o f this 

assessment are discussed later in Chapter 13.
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Table 9.20 Differences Between Repeated Past And Present Self Scores On HISD Scale (N=17)

Name Past Self Present Self

Difference between 
Past & Present Self 

Scores
1st 2nd 1st 2nd 1st ^}d

Karen 123 114 45 30 -78 -84
Miriam 113 114 82 77 -31 -37
Paul 120 108 70 74 -50 -34
Liam 79 87 63 74 -16 -13
John 127 117 85 68 -42 -49
Declan 129 123 56 60 -73 -63
Eric 102 98 68 86 -34 -12
Donal 105 93 92 95 -13 2
Michael 58 71 80 89 22 18
Maureen 79 88 76 71 -3 -17
Robert 108 110 94 112 -14 2
Susan 110 122 96 90 -14 -32
Fred 130 108 92 99 -38 -9
Mdlre 111 97 105 92 -6 -5
Olwen 124 135 98 107 -26 -28
George 122 114 113 116 -9 2
Ron 114 103 118 116 4 -2

9.6 Chapter Conclusion

This chapter has presented the results of the analyses of data obtained from The Dysarthria 

Questionnaire and the HISD scale. The data supports the hypothesis that acquired dysarthria 

has a negative effect on the person with dysarthria and suggests that this impact can vary 

amongst individuals. Statistical analysis of the results disproves the hypothesis that the 

impact of acquired dysarthria on the individual, as defined by The Dysarthria Questionnaire, 

is not related to the severity of the dysarthria, as defined by the AIDS dysarthria assessment. 

Statistical analysis o f the results of the HISD scale support the hypothesis that acquired 

dysarthria has a negative effect on the individual’s self-concept. Re-administration o f The 

Dysarthria Questionnaire after six months shows no differences in overall scores for the 

group of speakers as a whole suggesting that little has changed in that period for the 

speakers. However, descriptive analysis reveals some differences in individual scores. 

Repeat of the HISD scale also shows no statistically significant differences for the group 

over the six-month period.

data from The Dysarthria Questionnaire and the HISD scale provide an overview o f the 

>nipact of acquired dysarthria on the speaker. However, at the end of this chapter our 

^owledge o f the individual experience of acquiring and living with dysarthria remains 

limited. The comments added to the sections of the questionnaire, while providing
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additional insight into the impact of dysarthria, draw attention to the individual experience 

of acquired dysarthria. This gives rise to the question: what is it like to become dysarthric 

and to live with this dysarthria? This question is addressed in the following chapter.



10. THE EXPERIENCE OF ACQUIRED DYSARTHRIA

10.1 Introduction

Results from The Dysarthria Questionnaire and the Head Injury Semantic Differential scale 

(HISD) presented in Chapter 9 provide an overview o f the impact o f  acquired dysarthria on 

a small population o f people. While these measures have provided a group perspective, as 

highlighted at several points in Chapter 9, individuals in the group had profiles at variance 

with the overall group suggesting that there is in fact considerable variation in how people 

react to, cope with, and experience acquired dysarthria. Quantitative measures provide only 

very general insight into these experiences. To gain more direct access to the actual 

experience of dysarthria, a qualitative approach to data gathering and analysis was adopted. 

Using qualitative methodology, 11 people were selected to take part in in-depth interviews 

to explore the experience of acquired dysarthria in more detail. A description o f the format 

of these interviews is provided in section 7.6. The results o f The Dysarthria Questionnaire 

and the literature from other related areas highlighted specific areas that I wanted to 

explore. These were detailed on the Topic Guide (appendix 12) and used to structure the 

interviews. Demographic details of participants are provided in Table 6.3. Samples o f the 

interview transcripts are contained in appendix 24. The following is an account o f the 

themes that emerged from the interview data. These interviews were systematically 

analysed using Framework (Ritchie & Spencer, 1994) (see section 8.10). In accordance with 

qualitative methodology, the chapter does not start out with a hypothesis. Rather it begins 

with a single question: ‘What is the experience of people living with acquired dysarthria?’

Morse and Johnson (1991) state that the first requirement in understanding the experience 

of illness is to look at the entire experience of illness. This chapter begins with the onset o f 

dysarthria and the emotions associated with acquired dysarthria. Data is then presented on 

changes that may have occurred because of acquired dysarthria. This incorporates changes 

not only in the individual’s life but also changes to the speaker as a person. The latter is 

iniportant as results on the HISD scale described earlier in section 9.4 indicate that acquired 

dysarthria has a significant effect on the speaker’s self-concept.

Results of the final section o f The Dysarthria Questionnaire (section 9.2.14), which 

examined acquired dysarthria relative to other worries and concerns, suggested that some
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speakers might not be concerned about dysarthria. This emphasises the importance of 

looking at dysarthria in the context of other disabilities. Interview data on other physical 

impairments accompanying dysarthria and the impact o f these on the person are presented.

Results of The Dysarthria Questionnaire (section 9.2.8 and 9.2.9) indicate that people with 

acquired dysarthria perceive that listeners evaluate them. Opinions expressed during the 

interviews on how people with acquired dysarthria perceive others’ reactions to speech and 

how dysarthria affects communication behaviour is presented. Views on other perceptions 

referred to during interviews and of relevance to our understanding o f  acquired dysarthria 

are provided. Finally, a summary of all the data in the chapter is presented along with new 

questions that are identified in this chapter. Extracts from interviews are used throughout to 

illustrate different points. For these extracts, a standard transcript convention is used. This is 

as follows:

a) Non-verbal accompaniments to speech such as laughter, sighing etc., are noted in 

brackets, e.g. (Loud sigh)

b) /?/ denotes that something was said but could not be deciphered at the time o f 

transcribing the interview.

c) The sign: - following a word indicates that the speaker cut off the word or the phrase 

at that point. This is typically used when the speaker has had a false start on a 

sentence or phrase.

d) Italics indicate emphatic stress.

e) CAPITAL LETTERS indicate more emphatic stress.

0 ... (i.e. three dots) indicate a pause.

g) Long pauses are indicated by the phrase [long pause] in the text.

h) Additional information which helps clarify statements for the reader are added in 

brackets in italics e.g. [John’s wife]

It is important to note at this point that in keeping with qualitative methodology, the data 

presented in this chapter represents the range of responses mapped during data analysis. 

Although the responses to various themes are often referred to in terms of frequency in the 

text, lower frequency items do not mean that these items are any less significant. High 

frequency items may indicate that the particular item is more common for this group but it 

^oes not signify that it is more important. The frequency o f items recorded is there to
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highlight the differences and the variation of response amongst interviewees. It is also used 

as an additional measure to monitor researcher bias discussed in section 5.5.

10.2 The Onset of Dysarthria

The onset o f dysarthria clearly varies amongst individuals. The onset o f  acquired dysarthria 

can be entangled in a mesh of other neurological symptoms that can be equally distressing 

for the person. Occasionally, dysarthria is the first and sole indication that something is not 

right. The following paragraphs describe how this group o f people experienced the onset o f 

their dysarthria.

10.2.1 Initial Reactions

People reacted differently to the onset of dysarthria. The reactions o f Ron and Michael 

represent both ends o f the spectrum. Michael was affected by the onset o f his dysarthria 

while Ron was not.

Extract 10.1

Extract 10.2

Michael: Well in the beginning, when I w a s ,... very self-conscious o f  it, I really

wanted to die. I felt a failure. 1 was very unhappy.

Interviewer: When did you first notice the dysarthria?

Michael: About, w e ll,... it really got bad in my thirties and I became very self-

conscious and withdrawn.

Interviewer: What was your first reaction to discovering you had dysarthria?

Ron: Basically, it didn’t really matter to me one bit. I think unless you sort o f

feel yourself there is a problem, then it really doesn’t impact on you.

The onset of dysarthria can be sudden or gradual. The following section outlines the 

differences in reaction between both groups.

Extract 10.3

10.2.2 Sudden Versus Gradual Onset - "Em, it's difficult to ... eh, to draw a line and 

say definitely speech problem from that point on. (Donal)

All 11 people interviewed (except for Robert) had a progressive neurological dysarthria, 

l^obert had dysarthria following a stroke. Robert, Paul and Karen experienced a sudden 

onset of their dysarthria while the other eight people reported a gradual onset of symptoms. 

Unlike some o f the others, the cause o f Robert’s dysarthria was immediately apparent. Paul
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and Karen’s dysarthria was triggered but not caused by surgery. Karen was aware at the 

time of onset that she had a progressive neurological condition. For Paul, dysarthria was the 

initial sign o f  what was diagnosed eventually as Friedreich’s ataxia. His dysarthria became 

apparent following spinal surgery. Paul initially attributed his dysarthria to medication.

Extract 10.4
Interviewer: When did you develop dysarthria?

P^ul: It happened after I had the spinal fusion.

Interviewer: Which was when?

P^ul: Back in ’9 2 .1 always remember waking up the m orning after the

operation to hear about the war in Iraq, you know.

Interviewer: And?

Paul: A n d ,... it was -, I had the operation I was released from the hospital,

went to see -, went back to see [Paul names a medical consultant]. He 

noticed a slur in my speech and he asked me was everything all right 

and I said “Yeah.” He re-examined me. I think he got a fright maybe, 

they were after crossing something somewhere, you know (laughs). He 

sent me up to [Paul names a neurologist] to have a look at me, who in 

tum tumed around and said to me “I’m 95% percent sure you have MS 

[multiple sclerosis]." He asked me then if I would come in and have 

tests done, so 1 went in and I had a lumbar puncture. They done the 

thing for the myelin and all that. 1 had a CAT scan on the brain and so 

forth, and then they couldn’t find anything. And then he said “No, it’s 

not, eh, MS because there is no scarring o f tissue on the myelin.” So, 

they put it down to, eh, a spinal cerebellar degeneration.

Interviewer: When you woke up after the operation and you found that your speech

was slurred, what was your reaction?

Paul: I thought it might have been the drugs. I was on a fair bit o f  medication

and I was on a drip and they kept putting stuff into the drip, you know, 

and I thought well, as soon as it goes out o f my system. I ’d be okay, you 

know.

Karen’s dysarthria became apparent following surgery to her neck.

Extract 10.5
Interviewer: Can you tell me a little about your speech problem? W hen did it start?

Karen: When I fell down the stairs.

Interviewer: When you fell down the stairs?

Karen: Yes and I had .. had an operation in my neck in hospital and after that

I found I wasn’t able to talk.

Interviewer: Had the disease [multisystem atrophy] been diagnosed at that stage?

Karen: It had.
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For the other eight people, dysarthria began gradually. Michael already knew that he had a 

progressive neurological illness.

Extract 10.6
Interviewer: How did the dysarthria start? Was it sudden o r gradual?

Michael: It was a gradual weakening o f  the vocal cords and the m uscle in the

voice box.

With gradual onset, it can sometimes be difficult to identify when the dysarthria began. This 

is illustrated in the following excerpts from interviews with Susan and Donal.

Extract 10.7

Extract 10.8

Interviewer:

Susan:

Interviewer:

Susan:

Donal:

Tell me when did you first notice changes in your speech?

Soon after I had started my Sinemet^^ tablets.

Right. When was that?

Oh, about 12 years a g o ,... about 12. I ’m not too sure. This is my 

sixteenth year with Parkinson’s.

Em, but my first, in terms o f MS, my first speech problem, I think 

would have been ab o u t... six years ago. Then I would have noticed a 

... a gradual, eh, slowing o f  pace in my speech. And, em ... a possible 

thickening, just the words came out a bit thicker than normal. But I 

couldn’t say definitely, I’d say about five or six years ago.

Before the onset o f dysarthria Michael, Eric, Donal and Susan already had to come to terms 

with their neurological conditions. Sometimes, dysarthria is even anticipated in the course 

of the illness.

Extract 10.9
Donal: S o ,... it was just another thing that went. It was a , ... a progression.

In contrast to these people. Paul had to come to terns with a progressive and fatal condition 

at the same time as he became aware of his dysarthna. The reaction to the onset o f  

dysarthria can be over-shadowed by this news. Infomiation on dysarthria as the initial sign 

of a neurological condition is provided in the following section.

dedication for Parkinson’s disease.
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10.2.3 Dysarthria As The First Sign Of Illness -  ‘‘‘‘The speech was the only serious 

symptom that I  had" (Liam)

Dysarthria was one o f the first signs of neurological illness for three people. For Paul and 

Liam, dysarthria predominantly signalled the onset o f a progressive neurological disease. 

For Liam, dysarthria was one of the first signs o f motor neurone disease. At first, the 

dysarthria was intermittent and he had difficulty convincing his general practitioner that 

there was something wrong.

Extract 10.10
Liam: It was about 10 years ago, when I was living in London and I noticed

when I had a couple o f drinks I sounded as if  I was drunk. That was my 

first signs of i t ... in fact it was as if  my macho image was taking a 

hammering.

Extract 10.11
Liam: I tried to mention it to my GP, and he couldn’t, ... he couldn’t, ...

couldn’t notice anything.

Interviewer: Right. And were you very conscious o f it by then?

Liam: Well I was. 1 knew there was something wrong but when I needed to

demonstrate it, it wouldn’t ... it wouldn’t show. So, he kind o f  patted me 

on the head (points to head and laughs) and then after six months or a 

year I went back to him and there was definitely something there but he 

couldn’t hear it.

For Maureen, while dysarthria was not a predominant symptom, it was also one o f the first 

signs of a progressive neurological condition. Maureen had been experiencing both motor 

and speech difficulties for some time before she was hospitalised for investigation.

Extract 10.12
Maureen: I was a hairdresser. I worked in [Maureen names the locality]. 1 used to

trip and I’d fall over customers and one day I was doing someone’s hair 

and I literally couldn’t do it. I got sick and then I came in here [hospital] 

and they discovered about my cerebellum.

Paul was aware o f his dysarthria from the early stages of his illness. Information presented 

in the following section indicates that people are not always conscious of their dysarthria.

10.2.4 Awareness Of Dysarthria - “Afy wiyfe w o H c e c ? (Eric)

Four of the 11 people interviewed were initially unaware o f their dysarthria. Liam was 

aware of his dysarthria from an early stage. However, his friends later told him that they had 

noticed it even earlier.
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Extract 10.13
Liam; People have told m e since I becam e ill that they had noticed it much 

earlier but hadn’t mentioned it to me.

Eric’s wife noticed his dysarthria first. Miriam became aware o f her dysarthria when she 

discovered she could not sing in church. She then became conscious o f  people’s reactions to 

her speech.

Extract 10.14
Interviewer:

Miriam:

Interviewer:

Miriam:

Interviewer:

Miriam;

When did you first notice your dysarthria?

I found that I wasn’t able to sing at Mass. And then .. .e h ,.. .1 noticed  

that when I was talking and ... when I asked people for things in 

shops...that they’d ask-, they’d question, they . . .  eh, know  they’d say 

w ell “Pardon, I didn’t hear you” and eh, I found that intensely  

embarrassing.

Did your husband or anyone else notice this?

My husband never mentioned it to me but h e - . . .  until lately, he never 

said anything, until the las t ... maybe six months. M y niece was the first 

one that really drew my attention to it. I hadn’t been on terms with the 

family for some time and then she heard about it [the P ark in son ’s ]  and 

rang me up and I noticed she was finding it very hard to hear me and she 

used to say “You know your voice has got very low , can you speak up a 

bit, can you try and speak nearer the phone?”

Okay

Near you know, the mouthpiece.

Ron was not conscious o f his dysarthria until he was referred for speech and language 

therapy. As speakers become aware of their dysarthria, this may have a negative effect on 

their communication.

>‘T thpti that mv voice was affected, ... badly10.2.5 Becoming Self-Conscious - 1 realised then inai y  

affected” (Miriam)

One person mentioned on The Dysarthria Ques«o„„ai,e (see.,on 9.2.3) that beeoming self- 

eonseious made his speeeh worse. During the interviews, four people referred to the fact

. . th p v  became self-conscious and thisthat as soon as they became aware o f their dysa > 

affected their speech.

Extract 10.15 first n o t i c e  y o u r  dysarthria?
Interviewer; W h e n  did you first u

1. r, hut it wasn’t like until I was told what I had thatMaureen; Em, oh ages ago, but

I  f e l t  I  was more conscious o f  it then. 1 d nave astarted to get worse. i i  wa
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conversation but, em, I just felt it wasn’t coming out right and I just 

used to sit and not get involved, and it was only then when I found out, 

it got worse ‘cos I was more conscious.

Okay, so as soon as you became more conscious of it, you felt it got 

worse?

Yeah.

How did you react to that [the onset o f  dysarthria]?

Well I wasn’t very pleased and slightly self-conscious which I believe 

spurred it on, made it worse.

The majority o f people interviewed experienced deterioration in their speech for other 

reasons, as drawn out in the following section.

10.2.6 Deterioration Following Onset - "And it's been getting w orse” (Karen)

Ten of the 11 people interviewed either experienced no change or experienced deterioration 

in speech following onset. This is anticipated since their dysarthria is progressive. In 

contrast, the only person interviewed without a progressive dysarthria, Robert, told of an 

improvement in speech following its onset as might have been expected with stroke as its 

aetiology.

Extract 10.17
Robert: I got exercises and that, to do with [names a speech and language

therapist] and 1 was quite good when I came home.

This is consistent with a non-progressive dysarthria.

10.2.7 Summary

The contributions from these people suggest that the onset of acquired neurological 

dysarthria varies. Some people experienced a gradual onset while for others it was sudden. 

It may signal the onset of a neurological illness as in Paul s case or be a further symptom of 

an already diagnosed condition. Its onset can be insidious, not apparent even to the speakers 

themselves. The range of differences in onset of dysarthria highlights further the variance 

that can exist in the reaction and experience of acquired dysarthria. The views expressed 

here suggest that when people become aware of their dysarthria, they can become self- 

conscious and may perceive that communication is more difficult as a result. This raises 

^rther questions. People describe feeling self-conscious. What other emotions do these 

people experience because of acquired dysarthria? The people interviewed have told about
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the onset o f dysarthria as it happened as long ago as 23 years for Michael, or as recent as 30 

months for Miriam. Further questions arise regarding the subsequent experiences of these 

people. What changes have occurred in their lives because o f dysarthria? Both these 

questions ŵ ill be addressed in sections 10.3 and 10.4.

10.3 Emotions Associated With Dysarthria

Throughout the interviews, it was evident that dysarthria evoked a number o f  emotions for 

people with acquired dysarthria. These are outlined in Table 10.1 and expanded in the 

subsequent sections.

Table 10.1 Em otions A ssociated  With Dysarthria (N=11)

Emotion Number of 
iVlentions

Embarrassment and sensitivity 8
Won7 and fear 5
Feeling hurt and upset 5
Fnjstration and annoyance 4
Lack of confidence and feeling inadequate 7
Feeling nervous and uncomfortable 4
Feeling lonely and Isolated 3
Loss of control 5

10.3.1 Embarrassment and Sensitivity - “Ifeel a bit embarrassed" (Eric)

Eight of the 11 people interviewed mentioned sensitivity and embarrassment regarding their 

speech. On The Dysarthria Questionnaire (section 9.2.5), 24 of the 30 respondents (78%) 

reported that they were sensitive about their speech. The following two examples from 

interviews with Ron and Donal illustrate this. Donal has a heightened sensitivity about his 

speech.

Extract 10.18
Interviewer: Are you aware of other people’s reactions to your speech?

Donal: Em, I can be. Because I am over-sensitive to my speech and I can be

aware o f that.

Ron is embarrassed when he hears a recording o f his dysarthria.

Extract 10.19
Ron: I know I have a speech impediment. All I have to do is go to the

answering machine on the phone or tape m yself and I would know and 

that’s embarrassing.

10.3.2 Worry And Fear - “I  worry about not being able to talk...about not being heard”
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(Karen)

Five people mentioned worry and fear about their dysarthria. Donal worries about the 

clarity of his speech.

Extract 10.20
Donal: Bu t ... I would be afraid o f  doing that, even the short, pithy little

comment, I would be afraid of-, in case it didn’t come out properly.”

Paul also mentioned fears similar to Donal’s.

Extract 10.21
P^ul: I worry about the way I come across, that type o f  thing.

Extract 10.22
Paul: I’m afraid of how other people might pick me up.

Karen and Liam worry about their speech in the future. Karen worries about not being able 

to talk and not being heard. When Liam was questioned about his greatest fear, he replied, 

“Not being able to communicate at all.” Michael used to worry about his speech but does 

not any more as he has become more confident (see Extract 10.27).

10.3.3 Feeling Hurt And Upset - "I was a bit upset ” (Susan)

Five people mentioned feeling hurt or upset because of dysarthria. The reasons for this 

varied. Three people mention being upset in the initial stages o f dysarthria. Maureen was 

hurt and upset by dysarthria exercises in speech and language therapy. Susan was upset at 

discovering that Parkinson’s had affected her speech. Eric was upset when people did not 

understand him.

Extract 10.23
Interviewer: Did people have difficulty understanding you?

Eric: They did, yes.

Interviewer: So how did you feel then?

Eric: It was upsetting.

Donal mentioned being upset during a lecture he was giving because his speech became 

more dysarthnc. Karen feels upset now because her husband has difficulty understanding 

her.

Page 165



10.3.4 Frustration And Annoyance - "Part o f the frustration is not being able to 

express m y se lf (Liam)

Four people expressed either annoyance or frustration because of their dysarthria. Maureen 

gets frustrated when people do not understand her.

Extract 10.24
Maureen; I do lose my temper if  someone doesn’t understand what I have said. 

Paul, Eric and Liam get frustrated with trying to express themselves verbally.

Extract 10.25
Paul: It’s frustrating,... knowing you want to say certain things and knowing

it’s going to come out tongue-tied.

10.3.5 Lack of Confidence And Feeling Inadequate - "I think ‘Did I  do that right; Did 

I  say that right?’” (Paul)

During the interviews, seven people referred to the fact that they lack confidence or feel 

inadequate because of their dysarthria. Eighty-one percent of people completing The 

Dysarthria Questionnaire felt inadequate because of dysarthria (see section 9.2.2). Sixty- 

eight percent reported that they felt less confident following the onset of dysarthria. Donal 

mentioned both emotions during the interviews.

Extract 10.26
Donal: Em. [Long pause.] The psychological effects would b e ... inadequacy. I

think would be the main-.

Interviewer: Feeling inadequate?

Donal: Yes, feeling inadequate. [Long pause]. Eh, yeah, yeah, confidence is

pretty low if I am speaking about something, I wouldn’t be as confident 

as I would have been.

In the interviews, Susan and Miriam said that they do not feel confident about their speech

when they go out socially (see section 10.4.4 for further elaboration on this). Eric said he

Was not very confident in the past and is still not confident. He also feels inadequate. 

Michael on the other hand is feeling more confident than he did in the past.

Extract 10.27
Interviewer: Are you still self-conscious about your speech?

Michael: Em, Oh it’s only a little but I don’t worry about it now and it’s certainly

not as embarrassing now as it was in the beginning, because I’ve got a 

little more confident.



10.3.6 Feeling Nervous And Uncomfortable - " I’m still nervous ” (Susan)

Four people reported that they feel nervous or uncomfortable because o f their dysarthria. 

Susan feels nervous if  the phone rings and she is alone in the house, as people may not 

understand what she is saying. Ron feels that becoming aware o f his dysarthria made him 

more nervous at interviews. Maureen and Eric feel uncomfortable when people do not 

understand what they are saying.

Extract 10.28
Eric: Sometimes, there is a blank look on their face when they don’t

understand me.

Interviewer And what do you do then?

Eric: I just ignore it.

Interviewer How does that make you feel?

Eric: A bit uncomfortable.

10.3.7 Feeling Lonely And Isolated - “It [dysarthria] isolates you completely, 

completely” (Liam)

Three people referred to loneliness and isolation because o f dysarthria. Miriam and Liam 

feel socially isolated. Karen refers to loneliness.

Extract 10.29
Interviewer: What is the worst thing about your speech problem? The thing you

really find hardest to cope with?

Karen; The loneliness.

10.3.8 Loss O f Control - ‘‘I 'd  like to, eh, grab the reins o f my life and live my way but I  

cannot do i t” (Michael)

During the interviews, five people mentioned that they feel less in control o f their lives 

because of dysarthria. Results o f The Dysarthria Questionnaire (section 9.2.2) indicated that 

75% of people felt less in control following the onset of dysarthria. This perception o f loss 

of control stems largely from a perception of loss of independence. Liam feels less in 

control because o f what he perceives as the paternalistic attitude of society.

Extract 10.30
Interviewer: With the speech problem do you feel that you are less in control?

Liam: That’s right and you are supposed to be incompetent, you ’re supposed

not to have any control over your affairs. You are supposed to be taken 

care o f  by the system. That is the kernel o f  it.
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Eric and Miriam feel less in control because o f changes in their roles (this is mentioned 

again in section 10.4.1). Michael and Karen feel less in control because they are dependent 

on others because of their physical and communication difficulties.

10.3.9 Summary

These views suggest that acquired dysarthria can result in a range o f negative emotions. 

Embarrassment and sensitivity, lack of confidence and feeling inadequate are the most 

common emotions experienced by the present group o f people. Many o f these emotions 

have arisen in response to changes experienced in the lives o f  these people with acquired 

dysarthria. The succeeding section takes up the issue o f the nature and extent o f these 

changes.

10.4 Changes As A Result Of Acquired Dysarthria

Contributions from the in-depth interviews identified seven principal areas o f change in the 

lives of people with acquired dysarthria:

1. Role change,

2. Changes in employment,

3. Changes in leisure activities,

4. Changes to social hfe,

5. Changes in relationships,

6. Changes in self-perception,

7. Changes in communication behaviour.

The number o f people experiencing change in these areas is shown in Figure 10.1. Each 

area will be considered separately with an overview of the findings at the end.
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Figure 10.1 Summary Of Changes Following The Onset Of Dysarthria (N=11)

10.4.1 Role Change -  “He has taken over now" (Miriam)

Role change refers to someone taking over what people with acquired dysarthria perceived 

to be their role. Three o f the 11 people interviewed experienced a change in role because o f 

their dysarthria. Paul, Miriam and Eric’s spouses have taken over duties they considered 

theirs in the past. Maureen is fighting a threat to her role but this threat is attributed to her 

physical impairment rather than dysarthria.

Although some o f  Paul’s role change is due to his physical disability, his dysarthria is also a 

contributory factor. Paul’s wife Tara^^ now goes out to work and he looks after the home. 

Tara also does tasks involving communication that Paul would have done before the onset 

of dysarthria. She, for example, makes enquiries and organises their holidays.

Extract 10.31
Paul: Oh Tara has definitely taken over.

Interviewer: So is there a role change then?

Paul: Oh there is, a definite role change. Oh m ost definitely.

Interviewer: D o you mind that?

Pseudonyms are used throughout the interviews to protect the person s identity.
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Em, not now, not now. You know it’s a total role reversal, as it were, 

where Tara goes out to work. /  collect Amy [youngest daughter]. /  

prepare the evening meal. You know I ’ve even leam t to iron, use the 

washing machine, the whole lot, you know. So, things like that.

This role change has meant that Paul now has another valued role. This is an important 

factor in helping him adapt to dysarthria and will be discussed further in Chapter 11. In 

contrast, Miriam and Eric have lost part of their previous roles and unlike Paul, there is no 

reference to taking on another role. Miriam’s husband has taken over tasks such as paying 

the bills.

Extract 10.32
Miriam: I don’t deal with anything to do with the Laser card^® or anything. I let

my husband do all that. He never did it before, I did it always. I did 

everything. He never paid a bill. He does all that now.

This change in role can give rise to a number of emotions such as loss o f  control (see 

section 10.3.8). For example, Eric’s wife now deals with the family finances.

Extract 10.33
Interviewer Do you still feel in control at home or has that changed because o f  the 

speech?

Eric: I ’m less in control.

Interviewer Y ou’re less in control?

Eric: Yes.

Interviewer Why is that?

Eric: M y wife does all the things 1 used to do, like going into town and paying 

the bills, things like that. /?/ My wife does all that now.

Interviewer And you’d have done all that before?

Eric: Yes.

Interviewer Is that because of the speech?

Eric: Yes. I couldn’t pay a bill on my own. My wife can’t always be with me.

Statements also suggest that emotions such as feeling inadequate and helpless, discussed 

earlier in section 10.3.5 and 10.3.8 can be related to role change.

Extract 10.34
Interviewer And how does that make you feel?

Eric: It makes me feel inadequate. /?/

Extract 10.35
Miriam; He has taken over now.

Laser is the national bank debit card system in Ireland.
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Interviewer: And how do you feel about that?

Miriam: I don’t hke it. But I can’t do anything about it.

10.4.2 Changes In Employment - "the greatest challenge I ’ve had to face has been the 

fact that I ’ve lost my jo b ” (Ron)

Dysarthria can cause changes in employment as well as reduce other career opportunities. 

Seven people interviewed have experienced these effects in some way. These changes can 

have financial as well as psychological implications. The results from this section are 

summarised in Table 10.2.

Table 10.2 Changes In Employment And Opportunities For People With Dysarthria (N=11)

Number of
_________________________ Changes____________________________ Mentions
Dysarthria affecting other career opportunities 4
Loss of employment because of dysarthria and physical disabilities 3
Loss of employment purely because of dysarthria_____________________________ 2_

Five people had already retired from employment outside the home before they developed 

dysarthria. Apart fi-om Eric who had to give up employment because o f his physical 

disability, the other four had either retired or left work voluntarily for other reasons. O f the 

remaining six people, two (Liam and Donal) experienced changes in employment

specifically because o f dysarthria. Liam had to give up his job as an engineer, opting for one 

that required little communication.

Extract 10.36
Liam: I stopped work then about nine years ago and I did some work on my

own but it became increasingly draughting work ... drawing work where 

I didn’t have to communicate with consultants and that.

Donal had started his career as a lecturer but found that he was no longer able to stand up 

confidently and speak to an audience.

Extract 10.37 , ^  u  r
Interviewer: Okay. Can you tell me what has changed for you because o f  your

speech?

Donal: T h e , ... em, work or hobby or whatever that I do is - [Donal describes

his work]. I would still be afraid o f standing up in a crowded hall to 

make a spee-, to make a point. I don’t make speeches anymore, my 

contributions tend to be shorter and more pithy nowadays because I 

w ouldn’t be able to stand up and talk for five minutes, eh, confidently.
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Dysarthria has affected his hopes and ambitions for the future in this area.

Extract 10.38
Interviewer: Do you feel that your speech affects your job or work opportunities?

Donal: Oh yes. Em I would have-, a couple o f  years back -. I go through phases

of “I’d be a great doctor or I ’d be a great, whatever.” Em, I would have 

liked to have been a lecturer, at one stage but that’s simply closed off 

now.

Dysarthria alone might not always result in changes or loss o f  employment, but it can be 

influential when combined with a physical disability. Ron feels that he carmot distinguish 

whether dysarthria or his physical disability caused him to lose his job.

Extract 10.39
Interviewer;

Ron:

Interviewer:

Ron:

Okay. Since you developed dysarthria, what has been the w orst time for 

you?

Well I can’t separate out the physical and the speech so I ’d say the 

greatest-, well the greatest challenge. I ’ve had to face has been the fact 

that I’ve lost my job and had to come to terms with that, trying to build 

myself up again.

Do you think the dysarthria contributed to you losing your job?

Well I never saw it as being a major factor; it probably was to other 

people.

Three people had to give up work because of their physical disabilities as well as their 

communication difficulties. While dysarthria might not have directly caused a change in 

employment for these people, it has affected further career opportunities for four others. 

Paul and Michael describe their difficulties in interviews.

Extract 10.40
Interviewer: Does the speech difficulty affect your job opportunities?

Paul: Oh yeah, to sit down and talk on a one to one, and normally at the

interviews there’d be a panel.

Interviewer: Right.

Paul: Now it could be three people, or rather two men and woman or two

women and one man, it was usually mixed. They talk at you and they 

ask questions. They might have asked a question where you might have 

to TGpccit the question in your answer, some of the words, I becam e 

tongue-tied on and it wasn’t lack o f confidence, it w a s ,... the tongue, 

trying to get the words to roll off, you know. I end up, as I’ve said 

before, biting my lip or biting my tongue and, you k n o w ,... you’d end 

up saying -  although it sounds right to me, I could see them thinking 

“Did we ask him that?” “Did we say that to him?”, you know. They
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would have picked it up totally different, you know, /? / I ’d say that a lot 

of times that’s how I was shot down at the interview s ta g e ,... definitely.

Michael was so worried about his speech that he would work him self ‘into a panic’ before 

interviews and would not attend. Donal is unable to lecture full-time but he also caimot take 

part in guest lecturing.

Extract 10.41
Interviewer; What other opportunities have been affected by your speech?

Donal: Eh, the guest lecturing which is something I had been doing and I still

get invitations for guest lecturing which I don’t do now because a guest 

lecturer will talk for one or two hours. They don’t talk for five or 10 

minutes. It’s not worth their time to bring somebody in to talk for five or 

10 minutes on something, they can read in a book.

Although Susan had already retired from her job outside the home, she had ambitions to re

train as a flower arranger.

Extract 10.42
Interviewer: We were talking about the things that your speech stops you from doing.

Susan: Well I belong to a flower club, and my ambition was to be a flower

arranger and of course that is gone.

Interviewer: Is that because of the physical side o f the Parkinson’s?

Susan: Both. See, flower arranging has to b e - , ... you have to be able to talk, if

you were demonstrating. That was one thing I feel I ’d have been 

successful at.

There are financial implications attached to changes, loss or opportunities for employment.

Extract 10.43
Interviewer: Did having the dysarthria have any economic implications for you?

Michael: Yes. I couldn’t get a good job and the result was that you had to go on

invalidity which was very bad in the early days, a mere pittance.

For Donal, it is not the financial gains o f  lecturing that he misses.

Extract 10.44
Interviewer: To go back to what you said about not lecturmg anymore, what are the

economic implications of that?

Donal: Only slight. I was never a ... I was never a Grade A guest lecturer and I

never really d e v e lo p e d  into a lecturer so it was always more or less 

pocket money, it was never the main source of income.

However, he finds that he is losing interest in his specialist area.
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Extract 10.45
Donal: Em ,... and, eh because, maybe because I’m not lecturing. I’m not

keeping up with developments and research and things. Em, I’m 

allowing myself to slip, a little, m aybe... maybe.

None of the 11 people interviewed for this thesis were employed at the time o f the 

interviews. This suggests that perhaps they have more leisure time at their disposal. How 

dysarthria further influences the use of leisure time is important. This is discussed next.

10.4.3 Changes To Leisure Activities - “I was very fond ofpitch and p u tt” (Eric)

Leisure activities in this context mean hobbies and interests. Leisure activities do not always 

involve socialisation. Changes to social life are therefore considered separately in section 

10.4.4. Reports from the interviews suggest that it is physical disability, rather than 

dysarthria, that has a predominantly negative effect on the leisure activities o f this group o f 

people. This has important imphcations for opportunities for socialisation. Five people 

(Robert, Ron, Donal, Maureen and Miriam) do not experience a significant change in their 

leisure activities following the onset of dysarthria and two (Robert and Ron) do not perceive 

any change to their leisure activities. Donal’s main hobbies are cooking, communicating 

with friends through telephone, letters and e-mail. The only impact that dysarthria has had 

on his leisure activities is that he now needs to choose his social environments a little more 

carefully (see Extract 10.52). Maureen still enjoys the same hobby.

Extract 10.46
Interviewer: What were your hobbies or interests before you developed the speech

problem?

Maureen: Swimming, swimming

Interviewer: And do you still do that?

Maureen: Yeah, I get in. I can swim once I can feel the bottom. If I can’t feel the

bottom, I panic. Swimming I loved. /? / That was all I done. Bowling an

odd time, very odd but swimming I enjoyed.

Miriam has had very few hobbies or outside interests since she retired.

Extract 10.47
Miriam: We used to go on holidays a lot. I did a bit of work for [Miriam names

voluntary organisation] for a few years and that was great. I was all 

right then. That was before anything happened. In fact I was the 

secretary for a while, and then I was put in charge of the clothes.

Interviewer: And outside of that?

Miriam: No, nothing.
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Five other people (Eric, Paul, Michael, Karen and Liam) experience difficulty pursuing 

their previous hobbies primarily because o f their physical disabilities. Eric used to play 

pitch and putt and cannot do so nov̂  ̂because o f  his Parkinson’s disease. Paul’s motor co

ordination has also affected his leisure activities.

Extract 10.48
Interviewer: What were your hobbies before?

Model-making, believe it or not. I got my brother-in-law, who was only 

10 when we married first, into model-making and jigsaws so now,

...with the expertise, lets say, gone, I ’m now into crosswords (Paul 

laughs). But what I’m finding now is that I can’t stay in the square. You

know, number 11 is where? The pen is inclined to jump.

Michael enjoys reading. He used to write for magazines and papers and has published a 

book of poetry. He can no longer write as he now has arthritis as well as an increased 

amount of spasticity in his hands. Karen has very little power in her hands. In the following 

extract, she gave a picture o f her day:

Extract 10.49
Interviewer: What interest or hobbies do you have?

Karen: Nothing. Sit and watch television. Can’t do anything. Can’t even make a

cup of tea. My left hand is paralysed (glances at left hand).

Liam used to run and play karate. His motor neurone disease means he can no longer do 

these physical activities. Only one person (Susan) now experiences a threat to changes in 

her leisure activities because o f speech. Even then, it is the combined effect o f  dysarthria

and motor dyskinesia that interferes with her hobbies.

Extract 10.50
Susan: I play Bridge. I still do. /?/. But you have to speak at Bridge and you

have to use your hands at Bridge so to get a medium with the hands a 

little bit, ... it’s very difficult to organise which one you’re going to 

gain.

Indications from the interviews are that dysarthria has a further impact on the social life o f  

these people with dysarthria.

10.4.4 Changes To Social Life - “Idon ’tgo out” (Karen)

1̂1 people interviewed apart from Ron experienced at least some change in social life 

because of dysarthria.
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Extract 10.51
Well I don’t really tend to go to a pub or anything because o f  the smoky 

atmosphere or even the smell o f  alcohol, sort o f  But I don’t mind 

going out to a pub, I don’t mind going anywhere but eh, it has to be for 

something because I don’t obviously drink. I ’m  not going into a pub just 

to feel sick the next day. But if  I ’m  going there to talk to somebody, you 

know I’d go there. I t’s like the job. I f  I feel I can talk to somebody, I ’ve 

something in common with somebody, you know, I ’ll go, there’s no 

problem.

Unlike Ron, Donal experiences some restriction in social environments and Robert no 

longer attends meetings because of his speech.

Extract 10.52
Interviewer: What about hobbies and other interests? Does your speech prevent you

from doing things there?

Donal: Eh, social activities maybe. Eh, I don’t go to loud pubs or eh, I don’t go

discoing (laughs) because I can’t dance so I w on’t blame the speech on 

that. (Laughs again). If I was going to a loud pub, I just w ouldn’t talk. I 

wouldn’t shout in case I strain my voice.

Interviewer: Okay. Are there enough other places you can go?

Donal: Oh yes, yes.

Interviewer; Is your social life affected then?

Donal: Only in terms of the loud pubs. If somebody was saying “W e’re going

to meet in a bar or in a pub”, I might tend to say “N o”.

Interviewer: Right.

Donal: I prefer... intimate... eh, houses or coffee house type thing, something

like that. There are always other opportunities.

Interviewer: Has the dysarthria affected your life?

Robert: Well, not really.

Interviewer: Is there anything you don’t do now because o f your speech?

Robert: W ell I used to attend a lot of meetings, veterinary meetings and that, but

I don’t go now because, you know, where there is a crowd, they’d have 

a hard job understanding me. I’d be too slow to get things out.

Extract 10.53

However, the other eight people interviewed experience more marked changes to their 

social lives. Liam has become almost a recluse.

Extract 10.54
Liam: There are no possibilities of social intercourse

Karen also said that she does not go out.
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Extract 10.55
Interviewer: If your speech was better, would you go out more often?

Karen: Probably would.

Interviewer: What does your speech stop you from doing?

Karen: Everything. You have no idea.

Susan and Miriam have also experienced changes in their social life. Susan is less confident 

about going out now and has to take the timing o f  her Parkinson’s medication into account.

Extract 10.56
Susan: In fact I try to avoid going out socially. We have friends, we go to their

house every month, we take it in turns. It’s ju st for a drink and supper, a

chat. And I am inclined to say “I don’t think I ’ll go over there tonight”.

Miriam likes having people call but she is also not confident about going out.

Extract 10.57
Interviewer: What did you usually do in the evening?

Miriam: I would go /?/, I might go to a pub or a thing like that, ... a place or visit

friends and things.

Interviewer: Has that changed now?

Miriam: It has, yes. It has. I don’t talk m uch ,... I don’t go visiting people. If

they come in, come to me, well I’m delighted to see them but I don’t go 

out visiting people.

Interviewer: So has your social life changed then?

Miriam: It has changed yes. A good bit.

Maureen does not feel comfortable talking to people when out socially.

Extract 10.58
Interviewer: And what about now, when you go out socially?

Maureen: I intend to be-, to get involved but when I go to a party and there’s

people there, and I just can’t say-. I might say something and they say, 

“W hat did you say?” I’ll say, “Ah, it doesn’t matter.”

However, as people become more aware o f her dysarthria and the cause o f  her dysarthria, 

she has started to gain more confidence when out socially with friends. Michael is also 

going out more than he did in the past but he still would like to be more sociable.

Extract 10.59
Interviewer: W hat does the speech, cind specifically the speech, stop you from  doing?

Michael: Em, I would love to be outgoing and so- socialise but I can not. I w on’t

do it.
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Eric goes out socially with his family but is reliant on them to take him out. He is not happy 

communicating on his own.

Extract 10.60
Eric: I make sure I don’t slip up.

Paul also goes out socially with family. He has lost contact with some o f  his old friends 

because of his dysarthria.

Extract 10.61
Interviewer:

Paul:

Are there friends or acquaintances that you have lost along the way 

because of the speech?

E h ,... they didn’t lose me, I sort o f  gave up on them, purely and simply 

because I didn’t want to embarrass, ... them. Now I know a lot o f  people 

would tum around and say, “That’s a STUPID way o f  looking at 

things”, you know. “So what if  you are out with us and someone thinks 

you’re half-cut^’ or whatever, you know, you’re with us” . But again, it’s 

the way I see it. I don’t want them to be making excuses for me.

The views expressed during the interviews also suggest that people with acquired dysarthria 

not only experience changes in social life but also changes in relationships. Perceptions on 

these changes are presented in the following section.

10.4.5 Changes In Relationships -  “I  mean speech is critical to any relationship; I  

don’t think you realise it until you lose it” (Liam)

Eight people reported a change in relationships with either spouses or friends. Four o f the 

11 people interviewed are single and were not in a relationship at the time o f interview. 

From the remaining seven, three (Susan, Karen and Maureen) experience a change in 

relationship with their spouse. Susan’s husband has become over-protective. Both Miriam 

and Karen report changes that are more negative.

Extract 10.62
Interviewer: Do you think your relationship with your husband has changed because

o f the speech?

Karen: Yes.

Interviewer: In what way?

Karen: It’s not loving. I feel very dependent on him. I was very independent. I

am less in control.

Interviewer: Does that bother you?

Half-cut’ is an Irish slang term used to describe someone who is drunk.
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Karen: It does.

Miriam feels her husband does not understand about her dysarthria. He is more impatient 

with her as a result. She is also impatient with him.

Extract 10.63
Interviewer: Do you think your relationship has changed because o f  the speech?

Miriam: Yes it has.

Interviewer: In what way?

Miriam: Well, he used to say “I can’t hear what you’re saying” a t first. I told you

earlier it’s only lately he began this but he loses the cool. He says “What 

are you saying?” and I say “D on’t say ‘W hat are you saying’, say 'Ib e g  

your pardon.'" Ill I thought it was wrong way to say it “I can’t hear 

what you’re saying.” Sure people have said that on the phone to me, 

they say “I can’t hear what you are saying, can you repeat?”. But I 

didn’t expect that from him. He gets annoyed and says “I C A N ’T 

HEAR A WORD YOU’RE SAYING.” I don’t think he realises that it 

goes with this thing.

Interviewer; That speech difficulty is part o f Parkinson’s disease?

Miriam: Yes, I don’t think he realises that, no.

Karen, along with five others, observes a change in relationships with fiiends and 

acquaintances^*. Robert also feels this.

Extract 10.64
Robert: People get impatient with you, if you can’t make yourself understood. I

find people are not inclined to call in as often as they used to.

Liam also experienced a significant change in relationships with work colleagues.

Extract 10.65
Interviewer: Did it affect your relationships with people from work?

Liam: Oh an extraordinary amount. My life was completely transformed. I

became a bit monastic.

All these changes can arise fi’om, as well as cause, changes in self-perception. Results o f  the 

HISD scale (section 9.4) confirm that there are changes in self-concept following the onset 

of dysarthria. It is difficult to determine from the interviews whether change in self- 

perception is strong enough to affect a change in core constructs and thus a change in self-

This is referred to again in section 10.6 when further data is presented on how people with acquired 

‘dysarthria perceive other people’s reactions to their speech.
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concept. Therefore, the next section considers change in self-perception, which is taken to 

mean a change in how people perceive themselves.

10.4.6 Changes In Self-Perception

On The Dysarthria Questionnaire (section 9.2.2), 62% (19/31) of people felt that their 

dysarthria had a negative effect on how they perceived themselves and 32% (10/31) felt that 

their dysarthria had changed them fundamentally. The people with acquired dysarthria who 

were interviewed generally felt that they were fundamentally the same people that they 

were before the dysarthria. However, all apart from Ron and Robert indicated negative 

changes in self-concept since the onset of dysarthria. These changes to self-perception are 

summarised in Table 10.3.

Table 10.3 Sum m ary Of C h an g es In Self-Perception Taken From Interview A nalysis (N=11)

Changes in Self-Perception
Number Of 
Mentions

More self-conscious 7
Less confident 7
Less sociable 7
Less in control 5
Inadequate 2

Robert perceives that he is still the same person as he was before. However, he perceives 

himself as being less active. He does not report any changes in how he perceives himself 

because of dysarthria.

Extract 10.66
Interviewer: Do you feel that you are the same person now that you were before you

had the stroke?

Robert: Yes, I am the same person but I am not as active as I was.

Interviewer: Do you feel that your self-esteem has been affected?

Robert: Ah it has a bit yet. I find anything I want to get done now, I have to get

someone to do it, like paint outside and doing the garden and all that 

sort o f  thing. And it’s very hard to get anyone to do anything nowadays.

Interviewer: Does that make you feel less in control?

Robert: Oh yes, oh yes. I used to do all the maintenance work you know. I can’t

do it now.

Interviewer: That’s more the effect of the physical side of the stroke rather than the

speech, isn’t it?

Robert: Yes.
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Ron feels he is a ‘stronger’ person since he became dysarthric. This is reflected in his HISD 

scale scores (Table 9.15), which show that his self-concept is now more positive than it had 

been in the past. On the HISD scale, Michael also had positive changes in his self-concept. 

However, from the interviews it is apparent that Michael is not talking about changes before 

and after the onset o f dysarthria but rather changes since the early days following dysarthria 

23 years ago.

Extract 10.67
Interviewer: Do you feel it has changed how you see yourself?

Michael: Oh, I do, yeah.

Interviewer: In what way?

Michael: Well in the beginning, when I w a s,. ..  very self-conscious o f  it, I really

wanted to die. I felt a failure. I was very unhappy.

Nine of the 11 interviewees experienced negative changes to the way they perceived 

themselves because of dysarthria. This includes Michael as his self-concept was affected in 

the initial stages o f his dysarthria. Seven people perceive that they are more self-conscious.

Extract 10.68
Paul: Sometimes there’s a build-up o f eh, saliva in the mouth, and you’re

swallowing and people are-,... I wouldn’t say -, they don’t look all the 

time Again, it’s probably me looking to see have they noticed anything, 

you know.

Extract 10.69
Eric: I am more self-conscious now.

This is consistent with findings on the HISD scale where people saw themselves as more 

self-conscious following the onset o f dysarthria (Figure 9.3). Seven o f the 11 interviewees 

have become less confident because of dysarthria (see section 10.3.5). Seven are also less 

sociable (see section 10.4.4). This is also consistent with findings on the HISD scale (see 

section 9.3). Five of the 11 feel less in control (see section 10.3.8). Two people feel 

inadequate (see section 10.3.5). Karen feels that she is completely different now. This is 

reflected in her scores on the HISD scale (Table 9.15) where she had the second largest 

differences between Past and Present Self

Extract 10.70
Interviewer: When I spoke to you before, you told me that you are a completely

different person now since you became ill. Can you tell me a little bit

more about that?

Karen: I’m completely different.

Interviewer: In what way, tell me.
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Karen: I was vivacious, VIVACIOUS,... and ... I talked a lot, I talked a lot.

There is evidence o f some positive changes to self-esteem as people continue to live with 

dysarthria. This is illustrated in the following extracts from Maureen and Susan;

Extract 10.71
Maureen: I pronounced all the words and they understood and when I left [the

pub] with Kevin [husband], I felt really good because they all knew 

what was wrong and they listened.

Extract 10.72
Susan: Somebody said to me the other day that my speech is very good. And

so, it was good.

Liam feels that his self-esteem has increased because of his isolation.

Extract 10.73
Interviewer: Before all this happened what would you have said about your self

belief, your self-esteem?

Liam: Before this I wouldn’t have thought it was particularly high. No.

Interviewer: Since this has happened which way has it gone, that is your belief in

yourself and your ability to do things?

Liam: If anything it has gone up. 1 don’t know why that is .. .maybe it's

because my field has narrowed. 1 have cut myself off from people and 

so there are fewer demands being made on me. I have become a recluse.

I avoid people if I can.

This quote also emphasises the importance of examining pre-morbid self-concept as people 

may have suffered from low self-esteem and experienced a rather negative concept o f self in 

the past. Changes to self-perception and self-concept must be considered in this context. 

This will be discussed further in Chapter 16 with regard to assessment o f self-concept.

10.4.7 Communication Behaviour

The final issue concerns changes in communication behaviour. Since this was one o f the 

main areas addressed during the interviews, views and perceptions on this are discussed 

separately and in more in detail in section 10.7.

10.4.8 Summary Of Changes Following Acquired Dysarthria

The changes in the lives o f  the people with acquired dysarthria who were interviewed are 

summarised graphically in Figure 10.1. Information on changes following the onset o f
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dysarthria suggests that acquired dysarthria can have a profound effect on the daily lives of 

people with dysarthria. Over half the people in this group experienced change in five of the 

seven areas mentioned. The area of greatest change was to social life with 10 o f the 11 

people (91%) experiencing change in this domain while the areas o f least change because of 

dysarthria for this group were leisure activities and personal roles.

This information on change to leisure activities can be misleading as seven people 

experienced change in this area but because of physical disability rather than speech. This 

suggests that it is often the combination of dysarthria and physical disability rather than 

dysarthria alone, which can result in changes in daily living. This issue is addressed further 

in the next section.

10.5 The Interaction Of Physical Disability and Acquired Dysarthria

The people who were interviewed all had some physical disability. This could clearly 

influence their experience o f dysarthria. The previous section has shown that physical 

impairment can limit participation in leisure activities and affect other opportunities for 

socialisation and communication. The presence of physical disability may influence self- 

concept as suggested from the interview extract for Robert (Extract 10.66). This section o f 

the chapter attempts to gain some insight into how far these physical factors affect the 

people interviewed, and how these interact to influence the impact and experience o f 

acquired dysarthria. Four questions are now posed with regard to this topic;

a) ‘What is the nature o f the physical disabilities experienced by the interviewed 

participants?’

b) ‘Is physical ability more important than speech?’

c) ‘What impact does physical disability have on the person?

d) ‘How do dysarthria and physical disability interact with each other?

10.5.1 The Nature O f The Physical Disabilities Experienced By The Interviewed 

Participants

The Barthel Index scores for these 11 people are given in Table 6.4. An account o f physical 

Mobility and hand function along with these people s scores on the AIDS assessment, and 

Barthel Index score is given in Table 10.4.
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Table 10.4 Nature Of Physical Disabilities And Speech Intelligibility Scores Of Interviewees (N=11)

Name

Barthel
Index
Score

Severity 
Rating on 

The Barthel 
Index

Physical
Mobilitv Hand Function

Intelligibility 
Score on 
Sentence 
Section of 

AIDS
Robert 13 Moderate Wheelchair-

bound
Functional 97%

Michael 8 Severe Wheelchair-
bound

Reduced Function; Writing affected 88%

Karen 8 Severe Wheelchair-
bound

Wheelchair-
bound

Minimal function; Writing affected 61%

Dona! 18 Mild Normal 100%

Ron 20 Independent Ataxia Some in coordination but functional 94%

Maureen 19 Mild Ataxia Some in coordination affecting writing 90%

Paul 19 Mild Ataxia Marked in-coordination affecting 
writing and keyboard use

95%

Susan 18 Mild Walks with 
assistance

Dyskinesia affecting writing 91%

Liam 17 Mild Walks with 
assistance

Functional 72%

Eric 15 Mild Walks with 
assistance

Some tremor; Writing difficult 41%

Miriam 19 Mild Walks with 
assistance

Mild tremor, Functional use 78%

Four of the 11 people interviewed are wheelchair-bound and two others require a 

wheelchair in environments outside the home. Although these six people require 

wheelchairs, all except one (Karen) are independent. Ten of the 11 people also have some 

loss of hand function. This has implications for use of alterative communication systems 

involving the use o f a keyboard or writing and will be discussed further in Chapter 13. From 

the results o f Section E o f The Dysarthria Questionnaire (section 9.2.14), it became clear 

that speech might not be the most important issue for people with acquired dysarthria, 

particularly in relation to other concerns. It was therefore decided to explore the importance 

of speech to the person with acquired dysarthria during the interviews. The views expressed 

on this are considered next as they are relevant to understanding the impact o f physical 

disability on the person with acquired dysarthria.

10.5.2 Is Physical Ability More Important Than Speech?

During the interviews, people were specifically asked if  they valued speech more than 

physical ability. More than half (six o f the 11 interviewees) acknowledged the importance 

of speech but stated that physical ability is more important to them now. One person (Eric) 

could not differentiate between the importance of speech before and now. More than a third.
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(four of the 11) o f  the people interviewed regarded their speech as more important despite 

their significant physical disabilities.

Ron described speech as being extremely important because “it’s the vehicle for conveying 

your thoughts.” However, it is the physical side o f his condition that is causing him to fall. 

Michael also sees speech as being very important, particularly in the past, but now his 

physical impairment is affecting his activities more than speech. Robert could not 

differentiate between speech and physical disability when asked which was more important. 

Donal emphasised that clarity of speech was always important to him. Before the onset o f 

dysarthria, he was a member of the school debating team and a lot o f emphasis was placed 

on articulation. However, physical ability is more important now.

Extract 10.74
Donal: E m ,... nowadays I would say that it’s the m otor element o f  it is

definitely more important because that is the part that has been most 

affected.

Interviewer: Is that what stops you most from doing things?

Donal: Yes. Yes, definitely is.

Speech is also not as important as physical ability for Miriam and Susan.

Extract 10.75
Interviewer: How important is speech to you?

Susan: Very important.

Interviewer: Is it more important that the physical side?

Susan: No I wouldn’t say so. The physical side is very important. I was always

active. I was very house-proud. 1 can t do as much as I used to.

In contrast to these six people, Liam sees speech as more important.

Extract 10.76
Liam: It is the form of communication.

Extract 10.77
Interviewer: Okay, you mentioned last week about the importance o f  speech to you.

Do you find the speech harder to cope with than the physical side o f  the 

MND [motor neurone disease]'!

Liam: Yes, oh yes. It isolates you completely, /? / completely.

Despite being the most physically disabled person interviewed, Karen also sees speech as more 

'Important. Speech is also more important to Maureen because she feels she can hide her 

physical disability.
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Extract 10.78
Maureen: It’s more the speech than the walking, I can disguise that but the talking,

I can’t.

The views expressed here supports the finding on The Dysarthria Questionnaire (section 

9.2.14). The fact that physical ability is more important than speech for the majority o f these 

people suggests that perhaps the impact of physical disability is significant for these people. 

The following section therefore looks at information on the consequences o f  physical 

disability for these people in an attempt to understand dysarthria in this context.

10.5.3 The Impact O f Physical Disability On The Person With Dysarthria

All 11 people referred at some stage during the interviews to the effects that their physical 

disabilities have had on them. The nature of the impact and its psychological effects are 

summarised in Table 10.5.

Table 10.5 T he Im p ac t Of P h y s ic a l D isability On The P erson  With D ysarth ria  (N=11)

N atu re  Of Im p ac t
N um ber Of 
M entions P sy c h o lo g ic a l C o n s e q u e n c e s

Forced to give up work 4 Frustration. L oss of role
Unable to partake in sports 3 -
Unable to continue with hobbies 3 S e n se  of lo ss
Fatigue 3 Becoming d esp o n d en t
Unable to do jobs a s  effectively around the house 3 Loss of control. Frustration
Unable to go out alone 3 Loss of in d ependence
Falling and fear of falling 2 E m barrassm ent. Lack of C onfidence
Reduced career opportunities 2 Frustration
Managing public transport 2 Frustration. E m barrassm en t. Afraid of 

being perceived a s  drunk
Unable to partake in social activities such  a s  dancing 2 -
Unable to drive 1 Loss of independence
Unable to go to sh o p s  alone 1 Loss of independence
Unable to use  a keyboard 1 -
Unable to walk straight through a door-way 1 Afraid of being perceived a s  drunk

-Unable to feed or dress one’s self 1 Loss of independence

This suggests that the psychological consequences of physical disability for the person are 

similar to the consequences o f dysarthria.

10.5.4 How Do Acquired Dysarthria And Physical Disability Interact With Each 

Other?

The views expressed during the interviews suggest that the effects o f acquired dysarthria on 

the person can be exacerbated by the presence of physical disability. Physical disability can 

accentuate the difficulties caused by dysarthria. People with dysarthria might already have
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experienced change to their social life because o f  dysarthria. Activities that do not place the 

same demands on verbal communication can be inaccessible because o f  physical disability. 

Loss of ability to drive, along with difficulty using public transport, and inability to partake 

physically in sports and hobbies (Table 10.5) can result in a further reduction in 

opportunities for socialisation and thus increase the risk o f social isolation.

The interaction o f physical disability with dysarthria may mean that other opportunities for 

employment, which do not rely heavily on verbal communication, are reduced. Paul 

mentioned this.

Extract 10.79
Paul: So, I trained around Well I done courses and that, on computers and

that, you know. But what’s let me down is th e ,... hand-eye co

ordination on the keys. I’m hitting ‘a’ instead o f  ‘s ’ or instead o f  a ‘w ’; 

I’m hitting ‘e’, you know, on the keys.

Difficulty using a keyboard also suggests that other forms o f non-verbal communication 

may be difficult. Six people in this group had difficulty writing (see Table 10.4) thus 

increasing their reliance on speech to communicate.

The interaction o f physical disability and dysarthria can affect self-esteem as the following 

extract fi-om Miriam suggests:

Extract 10.80
Interviewer: Has your self-esteem changed in any way?

Miriam: I think it has slowly but surely.

Interviewer: Uh huh. Why has it changed?

Miriam: A combination of different things /?/. The physical and the speech

problem. /?/

Interviewer: Which o f the two is hardest for you?

Miriam: The physical, I think. You can hide the speech/?/

Perceptions on the ‘invisibility’ o f dysarthria are presented later in Chapter 11.

The co-existence o f physical disability with dysarthria for people with Parkinson s disease 

means that they are often forced to make ‘trade-offs’ with regard to their speech. Susan 

explained this in Extract 10.50.
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Physical disability accompanied by dysarthria can result in additional attitudinal barriers 

that people with dysarthria have to confront. Three people (Paul, Ron and Karen) perceive 

that others discriminate against them because they have both a physical disability and 

dysarthria.

Extract 10.81
Interviewer: Do you think people with a physical disability are discriminated against

more than someone with a speech disability?

I think it’s both. If they see a physical disability and then you start to 

talk with slurred speech, which I ’m not very conscious of, then they 

would automatically think, “For sure this guy’s not the full shilling” and 

that’s regrettable.

Extract 10.82
Karen: At first they think I can talk all right but when I don’t answer, it takes

me a long time to answ er,... they know something is wrong with me. 

[Long pause] They treat me differently then. They treat me differently 

anyway because 1 am in a wheelchair. They talk over you, ... as if  you 

weren’t there.

10.5.5 Summary

The people interviewed have significant physical disabilities. This is common in people 

with dysarthria, particularly people with progressive neurological conditions. The data 

suggests that, while important, dysarthria may not be the most important aspect o f a 

person’s neurological illness. The impact of acquired dysarthria on the person may also be 

more significant when coupled with physical disability. These findings emphasise the 

importance o f exploring the meaning o f dysarthria as suggested by the literature on chronic 

illness in Chapter 2. This topic will be discussed further in Chapter 14.

Earlier in section 10.4.7, change to communication behaviour was referred to briefly in the 

overall presentation o f data on changes following the onset of dysarthria. Perceptions o f 

how acquired dysarthria influences communication behaviour are presented in detail in the 

following sections. It is preceded by information on how people with acquired dysarthria 

perceive other people’s reaction to their speech, having been proposed from the research 

literature discussed in Chapter 2 that this perception influences communication behaviour.



10.6 How I Feel Other People React To My Speech

A number o f themes emerged from the analysis o f  interview data in this section. These link 

in with some o f the findings that emerged from analysis o f The Dysarthria Questioimaire 

(section 9.2.8). The scores from the questionnaire suggested that people distinguish between 

the reactions o f family, friends and strangers. This gives rise to the following questions: 

‘What are the perceptions of reactions of family, friends and strangers to the person with 

acquired dysarthria’s speech?’ and ‘How do these reactions differ?’ The Dysarthria 

Questioimaire responses also suggested that people with acquired dysarthria perceive that 

they are being evaluated by listeners during interactions and that they are also avoided or 

ignored. In what way do speakers feel they are being evaluated? Why do they feel that 

people ignore or avoid them? What is the psychological impact o f these negative reactions 

on the listener? People with dysarthria are frequently asked to repeat words. How do 

speakers feel when they are asked to repeat something? Views expressed in the interviews 

will be presented in the following sections in an attempt to answer these questions.

10.6.1 Reaction Of Family

A variety o f reactions to dysarthria are evident from analysis of the interview data. These 

are summarised in Table 10.6.

Table 10.6 Reactions Of Family To Speech (N=11)

Number of
________  Reactions Of Family____________________________ Mentions
Not talked a b o u t ^
Family m ake light o f  s p e e c h  ^
Family m ake a llo w a n c e s  ^
Husband an d  fam ily no t tak ing  tim e to listen  ^
Spouse o r family g e t  im p atien t o r  a n n o y ed  w h en  they canno t understand sp e e c h  2
General reac tio n  is a  re q u e s t  to  r e p e a t  ^
Family ge t e m b a r ra s s e d  a t p e r s o n ’s  s p e e c h  '

Son finds it difficult to  w a tch  p e rso n  s tru g g le  to sp e a k  '

p e rso n  fee ls  h u sb a n d  d o e s n ’t u n d e rs ta n d  a b o u t dysarthria_______________________________ 1------------

In some families, the dysarthria is not spoken about openly.

Extract 10.83
Ron: They don’t say anything to me, they might say it when they’re talking to

somebody else but they certainly don’t say it to me.



Susan’s eldest son also does not like to talk about her dysarthria (see Extract 9.89).

However, dysarthria is treated light-heartedly in two families and Susan’s daughter plays

down her dysarthria.

Extract 10.84
Paul: The speech is a laugh and joke with the family now.

Extract 10.85
Interviewer: What about your daughter?

Susan: She’s very kind. She wouldn’t say anything about it. I ’d say, “Oh, my

speech is bad.” She’d say, “It’s not too bad at all.” She makes light o f  it.

Two other people (Maureen and Paul) believe that their families make allowances for their 

dysarthria.

Extract 10.86
Maureen: Now even last night, I was out with my brother and his wife, and me

sister and her husband, and I had two glasses o f  Budweiser and after the 

second one, it was so slurred you’d think I was after having five. But, 

because the others knew what was wrong, they made allowances.

One person (Eric) perceives that the main reaction noted is a request to repeat.

Extract 10.87
Interviewer: How did the rest of your family react?

Eric: They have to ask me to repeat what I ’m saying.

Not all reactions o f  families are positive. Four people perceive negative reactions to their 

speech. Two people feel that their families are embarrassed or uncomfortable with their 

speech. Liam lives alone but he feels that his family avoid him and are embarrassed by his 

speech.

Extract 10.88
Interviewer: W hat about your family and people who know you very well?

Liam: Much the same [treat hint much the some as his friends], . .. it  s an

embarrassment.

Susan perceives that her son is uncomfortable with her speech.

Extract 10.89
Susan: W ell my son ... can’t put up with i t ... can’t bear to hear me trying to

talk and -. He is not ashamed. I had this discussion with him. I said “Are 

you ashamed?” “No way, Mom,” he said. “My heart goes out to you. I 

feel it as much as you do, nearly.” I felt he was ashamed so no way /?/.

Two people feel that their families do not take time to listen.
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I- ■. I can’t talk to anybody. No one listens to me.

They don’t listen to you?

They don’t, no. /? /  Husband, They don’t listen to me. I am on

my own.

Peter [her son] is a lovely kid. H e’s worn out and he will come in and 

say to me “Are you all right, M a?” and I say, “I ’m  fine” and he says, 

“Right, I’ll see you later on. I f  you want me, ring my m obile.” Whereas 

Robert is lovable too but he’s a different personality. H e’ll come down 

and say, “How’re you, Ma? Are you all right?” and h e’s off. They seem 

to think that now that I know what it is and I ’m  having speech therapy-, 

they’re not inclined to, em, listen. I t’s like I had i t , ... it’s gone, 

forgotten about. Like when I had it first, they used to sit and listen, but 

now they say, “You can tell me later on.” W hen I say something they 

say, “Ma, I didn’t understand what you said, say that again” and I say, 

“Oh, forget it, I’m too tired.” I find I ’m not getting as much attention 

from the boys, well Kevin [husband] is very good to me but -. They’re 

not taking as much attention as they were.

Robert and Miriam (see Extract 10.63) feel that their spouses get impatient with them.

These extracts indicate that the reactions of families are variable with a mixture o f  both 

positive and negative reactions. These reactions are inter-linked with changes in 

relationships discussed earlier (section 10.4.5). Miriam proposed that a possible reason for 

her husband’s reaction is that he does not understand that her dysarthria is part o f  

Parkinson’s disease. The importance o f understanding the cause o f dysarthria is emphasised 

in the following section.

10.6.2 Reaction of Friends

Understanding the nature and underlying cause of dysarthria is mentioned in the interviews 

^  an important factor in influencing the reaction of friends. The reactions o f  fnends are 

summarised in Table 10.7.

Extract 10.90

Extract 10.91

Karen:

Interviewer;

Karen:

Maureen:



Table 10.7 R eactions Of F riends To Speech (N=11)

Reaction of Friends
Num ber Of 
M entions

Friends don’t visit a s  often 3
Avoiding person withi dysarthria 2
Initially em barrassed  but now taking more time to listen a s  they understand  abou t dysarthria 2
They pretend to understand  sp eech  when they have not 2
Friends do not think there  is anything wrong, therefore do not understand 1
Not conscious of o th er people’s  reactions 1
Impatient 1
Embarrassment 1
Ask to repeat saying they a re  hard of hearing 1
They make an effort to understand 1
They get upset 1

Some of Donal’s friends are not aware o f his dysarthria as it is mild and therefore he feels 

that they do not understand why he is uncomfortable speaking in some situations. Other 

people with acquired dysarthria including Maureen and Michael say that although their 

friends were initially embarrassed, they are taking more time to listen now as they 

understand about dysarthria.

Extract 10.92
Michael: They’re [closefriends] very understanding, because they have learned

about Friedreich’s and they know all the difficulties.

People with acquired dysarthria are aware that their friends sometimes do not understand 

them although they may pretend to understand.

Extract 10.93
Robert: Other men I know quite well come in and I know very well they don’t

know what I’m saying.

Friends can feel uncomfortable asking the person to repeat something.

Extract 10.94
Robert: They don’t like saying “What?” you know (laughs). If they don’t

understand me the first time then they might say, “W hat?” and then they 

pretend they understand (laughs again).

Miriam’s friends pretend that they are hearing impaired.

Extract 10.95
Miriam: Or they'd  say “I ’m not very good at hearing”, .... Say, “I ’m  not very

good, slightly hard of hearing” or that. Whether that’s out o f 

politeness or not I don’t know.
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They may also become impatient (see Extract 10.64 from Robert) or upset.

Extract 10.96
Karen: I was talking to a friend yesterday. She just /? /

Interviewer: She just?

Karen: She just started crying.

Interviewer: Why was that?

Karen: Remembering ... And then I get upset (Karen starts to cry).

This feeling of unease on the part of the listener may result in friends avoiding the person 

with dysarthria.

Extract 10.97
Robert; I find people are not inclined to call in as often as they used to.

Extract 10.98
Liam: They avoid i t ... they avoid me. There’s no doubt about it, the bottom

line is they just can’t communicate with me. The logic . . .o f  that is avoid 

it.

10.6.3 Reaction O f Others

The perception that friends avoid or ignore the person with acquired dysarthria is carried 

through to the reaction of people other than friends and family. The reactions of other 

people are summarised in Table 10.8.

Table 10.8 Reactions Of Others To Speech (N=11)

Number Of
__________ Reaction of Others_______________ Mentions

Avoid or ignoring person with dysarthria 6
Ask to repeat 3
Not listening 3
Pretend to understand 3
Not upset by other people’s reactions 2
Hang up when answ er the telephone 2
Inipatience 2
Feel uncomfortable or em barrassed 2
Annoyance   1

From the interviews, the most common reaction perceived by people w,th acquired 

dysarthria is that others avoid or ignore the person because of their dysarthna. A variety o f 

reasons are suggested for this. These include perceptions that the person has been drmkmg, 

difficulty understanding the speaker, the s p e a k e r s  inability to make sma 

embarrassment and ignorance about dysarthria. These reactions further emphasise the need 

for listeners to understand the cause and nature of the person’s dysarthria. More than half of
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the people with dysarthria perceive that others avoid or ignore them. Maureen told how 

people used to avoid her because of her dysarthria.

Extract 10.99
Maureen: People used to avoid me because when I stop and talk, I could hear my

words coming out all slurred. I ’d walk into [names local department 

store] and I’d see a person I ’d know real well and they’d say “H ow ’re 

you Maureen?” and they’d be gone. They used to stop and talk to me 

before. About two or three months ago, I met this girl and she said, “To 

tell you the truth, I used to dread talking to you, I could never 

understand a word you were saying. You sounded like you had drink on 

you^’” and that’s exactly what it sounds like, like I had too m uch drink.

Karen, Paul and Michael also describe their experiences.

Extract 10.100

Extract 10.101

Extract 10.102

Karen: When I am talking, people move away, they ju st walk away.

Paul: I could be sitting here and if you’re my mother [pointing to researcher]

and Tara [wife] could be sitting over there (Paul points to a chair in the 

room), and someone says, “How is he?” I’m here, ASK ME. /? /  Or if 

I ’m talking on the phone and someone says “Is Tara there?” I say, “Do 

you want to speak to her?” And they ask her questions I’ve already 

answered.

Michael: Em, 1 find that a lot o f people,... my former friends, they avoid  asking

me out and a lot of other people ring up and when I answer, they hang 

u p , ... they want to speak to someone else other than me, some o f  them 

don’t even say who they are but I know.

Eric is also subjected to people hanging up when he answers the telephone.

Extract 10.103
Eric; j f  j answer the phone and my voice is a bit slurred, they think I ve been

drinking and they put the phone down on me.

Miriam felt that she was ignored while on a recent hospital visit because she was unable to 

niake small talk with the nurses.

Extract 10.104
Miriam: I think I came across as sullen or something. /?/ (laughter). It’s possibly

the fact that 1 can’t make small talk as easily. When 1 was there, there

Colloquial phrase meaning “you sounded like you were drunk.
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was another old lady there and they were really nice to her. She was full 

of chat and maybe that was it. They seemed to get on better with her. /?/ 

Interviewer: So are you saying that if  you had chatted to the nurses that they may

have treated you differently?

Miriam: Yes.

Liam feels that people get embarrassed when he is speaking. Eric feels that listeners become 

uncomfortable.

Extract 10.105
Eric: They probably think I look uncomfortable, and they probably feel it if

they can’t understand what I am saying.

Interviewer They feel uncomfortable as well?

Eric: Yes, they feel uncomfortable.

Another frequent reaction perceived by people with acquired dysarthria is that other people 

get annoyed, do not listen or give them attention and are impatient.

Extract 10.106

Extract 10.107

Extract 10.108

Interviewer: What has been the reaction of people to your speech generally?

Miriam: Annoyance. ... Some more than most.

Miriam: People are too busy to listen.

Interviewer: You were talking to me earlier about the speech problem. W hat do you

find hardest?

Karen The listening. People don't listen.

Interviewer: Are some people better than others at listening?

Karen: All the women are poor listeners. Men are better listeners.

Interviewer: I wonder why that is?

Karen: I don’t know.

People with acquired dysarthria often need time to speak. Robert and Miriam feel that 

listeners do not allow them this time, often putting them under pressure.

Extract 10.109

E x tra c t 10 .1 1 0

Miriam: The checkout, when there’s somebody behind you. They can be a bit o f

a bully, pushing you.

Robert: Where there is a crowd, they’d have a hard job understanding me. I ’d be

too slow to get things out.



Like friends and family, people with acquired dysarthria perceive that others pretend to 

understand when they have not.

Extract 10.111
Interviewer:

Michael:

Interviewer:

Michael:

Interviewer:

Michael:

You mentioned earlier about people hanging up on the phone, how do 

people react generally to your speech?

W ell,... if I’m among them, some of them, those that are what I call 

‘stupid’, they let on they know what you said but it’s obvious they 

don’t. Others will ask ... to repeat it.

Okay. What about strangers and people in shops for example, people 

you don’t know?

E m ,... they ask to repeat.

And do you mind repeating?

No.

People with acquired dysarthria are frequently asked to repeat because the listener does not 

understand their speech. Unlike Michael, other people like Maureen get upset when asked 

to repeat a word or phrase. On The Dysarthria Questionnaire (section 9.2.5), 17 people 

(55%) admitted that they ‘get mad’ when people do not understand them. During the 

interviews, five people expressed their reactions to other people’s requests to repeat words 

or sentences. These reactions are summarised in Table 10.9.

Table 10.9 Reactions Of Speakers To Requests To Repeat (N=5)

Person With
Dysarthria Responses To Request To Repeat

Michael Does not mind
Maureen Frustration. Withdraws from interaction
Eric Feels embarrassed with people outside the family
Donal Embarrassed. Repeats using funny accent
Miriam Annoyance at husband. Upset with others if they are also impatient

Requests to repeat can be perceived as a negative evaluation (see earlier quote from Miriam, 

Extract 10.14). In the ft)llowing extract, Maureen evaluates her competence as a speaker 

following a social night out with some friends. She feels good because nobody asked her to 

repeat.

Extract 10.112
Maureen: None of them said, “What’s that you said?” That now really annoys me,

if someone says, “What did you say?” because I think, “Oh, no, were 

they not listening?” or maybe it didn’t come out right, ... maybe it’s my 

fault and I just sit back then and-. I do lose my temper if somebody 

doesn’t understand what I said.
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Not all people felt negatively about other people’s reactions to speech. Ron and Michael 

appear less concerned about the reactions o f listeners. Both view themselves as different but 

competent communicators and listeners as rude or ignorant about speech. The following 

quotes from both speakers illustrate this point.

Extract 10.113
Michael;

Extract 10.114

Interviewer:

Michael:

Ron:

Interviewer:

Ron:

Em, I find that a lot o f  peop le,... my former friends, they avoid  asking 

me out and a lot o f  other people ring up and when I answer, they hang 

up, ... they want to speak to someone else other than me, some o f  them 

don’t even say who they are but I know.

That must be hard.

Well, it used to be in the beginning but now I say they are the ignorant 

ones.

You talk about making friends and eh, acquaintances, they may judge 

you superficially. But if genuine people want to get to know you, in my 

experience in life then they will get to know you. One o f  the things you 

find with dysarthria, or disability is the tendency for people that don’t 

particularly have anything in common with you, to try and walk on you 

and I won’t allow that to happen.

Right.

No matter who they are, and no matter how much money they have 

(laughs) or how much power. I’d be polite, like I’m always very polite 

but if  they want to make judgements before, so be it.

10.6.4 Summary Of Reactions

There are some common reactions among the three groups of people (i.e. family, friends 

and others). All three groups ask people to repeat and are perceived as impatient and 

embarrassed by the person’s speech. The psychological impact o f these reactions is 

considered fiirther in section 10.6.6. This information on listener reaction supports earlier 

findings on The Dysarthria Questionnaire (section 9.2.9) that people with dysarthria are 

acutely aware of reactions to their speech and suggests that speakers perceive that listeners 

evaluate them. The question of how it is perceived that the listener evaluates the speaker and 

whether this evaluation is positive or negative is tackled in the following section.



10.6.5 Evaluating the Speaker - "I know that I  appear different” (Miriam) 

All the people interviewed had the feeling that listeners evaluate them and that they are 

perceived differently because o f their dysarthria. The following quote by Miriam illustrates 

this point.

Extract 10.115
Miriam: Well it’s not that I see m yself differently as a person but I know that I 

am different. I know that 1 appear different.

In what way?

That I am not able to talk, to communicate as good as I was. I feel that, 

eh, that’s obvious, . . .  must be obvious to people.

Interviewer: Do you think people see you or perceive you differently?

Miriam: I think so, I think so.

Interviewer

Miriam:

It is also apparent that these people with acquired dysarthria evaluate their own speech. 

Nine o f the 11 people with dysarthria perceive themselves to be incompetent 

communicators.

Extract 10.116

Extract 10.117

Donal: I might have things to say that other people could, ...em, learn

something from. But I can’t because my speech is inadequate for giving 

it out.

Maureen: Eh, if  I had-. Before I found out about the cerebellum, if  I was out with

Kevin [husband], I’d have a drink. Now I don’t usually drink, after 

about two glasses it’s all slurred and it’s impossible to understand me.

Participants also suggested that they are very aware of non-verbal signals from listeners 

during interaction.

Extract 10.118

Extract 10.119

E x tra c t 1 0 .1 2 0

Eric: Sometimes, there is a blank look on their face when they don’t

understand me.

Paul: .. .and I used to notice people, you know, straining to listen. (Paul places

hand behind his ear to demonstrate). Even now people -, I m ight say 

something and I’m staring at the person, speaking at them, they go (Paul 

puts on questioning expression), and they take a totally different 

meaning from it, you know.

Donal: If  they [listeners] frown, if I see them and they frown as if  they haven’t

understood som ething, I will tend to re-state it, um, more clearly or the 

old way (laughs), louder.

Page 198



Liam believes that because his speech is slurred he is perceived as being drunk and is 

evaluated accordingly.

Extract 10.121
Interviewer: So did it [the dysarthria] change you as a person?

Liam; Y e s I ... it became an embarrassment. People quite pointedly would

think coming in [to the pub] that I was drunk and would pointedly 

ignore me ... and it appeared to affect people’s opinion o f my 

intelligence and [they] would see me as a half-wit.

In Extract 10.99, Maureen described how someone avoided her because they thought she 

had been drinking. Paul also expressed that he feels he is perceived as being drunk.

Extract 10.122
Paul: Before my neighbours knew, they said, “We always thought you’d been

down to the pub and had a few drinks”

Extract 10.123
Paul: People used to think I might have drink taken or something like that,

you know. And, eh, 1 remember one time I went into a mini-market and 

I asked for coleslaw. Now I say that slowly but when I said it to them, 

the girl looked at me in horror, you know? And I walked out o f the 

shop,... which is the wrong thing to do, because it left her with the ever 

lasting /? / about this ‘head-banger’ and saying “I wonder what he’d said 

to me” and all this.

Five of the 11 people interviewed felt that others perceive them as drunk because o f their

dysarthria. This was the most common evaluation referred to during interviews (Table

10. 10).

Table 10.10 Perceptions Of Others To People With Dysarthria (N=11)

Number Of
_________ Perception______________ M e n ^
Speaker has been drinking ^
Speaker is stupid, unintelligent ^
Speaker is on drugs  ____ ____

Three people feel that others perceive them as being less intelligent because o f their 

dysarthria. Ron described this earlier (Extract 10.51) with reference to physical disability 

and dysarthria.



Extract 10.124
Liam: People assess you on how you sound and if  you sound like an idiot then

the same logic applies. /? / The people who sound like idiots are idiots,

• ■ • are idiots.

Paul also feels that people may think he is taking medication or drugs.

Extract 10.125

If I have to go in somewhere and ask, ... I ’m wondering “Do I sound 

right/” Whereas the person picking me up, ... as a person thinks, “Oh 

here we have a looper'"’, he must be on something. There’s no smell of 

drink, is he on dmgs, his speech being the way it is,” you know.

People with acquired dysarthria perceive that because they are being evaluated, they are 

now cast in a subordinate role. On The Dysarthria Questionnaire (section 9.2.8), 20 people 

(65%) felt that listeners were more condescending to them now because o f  their speech. 

Three people interviewed (Liam, Karen, and Paul) perceive that listeners are condescending 

to them since the onset o f  dysarthria.

Extract 10.126
Liam: I feel I was never treated as an idiot before and now I am. You become a

non-person.

In Extract 10.101, Paul described the condescending attitude o f  people towards him. He also 

said:

Extract 10.127
Paul: They talk down to me, you know.

Karen feels at more o f  a disadvantage because she is in a wheelchair (see Extract 10.82). 

Liam perceives that this condescending attitude is also apparent in medical and paramedical 

professionals.

Extract 10.128
Liam: Underlying it all there is an attitude as if you were half-witted and it is

very hard to understand that in professionals... Ill

Interviewer: Can you think of specific incidences remembering that I am here as a

researcher rather than a speech and language therapist, where people 

were condescending or patronising?

Looper is a slang term that is used to describe someone who is insane.
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Liam: Well they would all be pretty petty. There was one time I was in

hospital and one yoimg nurse ... it was at night and I was having trouble 

breathing and I was sitting up in bed ... it was easier for me and she told 

me to go and lie down. It didn’t seem to occur to her that I was having 

difficulty breathing.

Interviewer; Any other incidences?

Liam: Well no that type o f attitude prevailed. Even [neurologist] who is quite

a reasonable person but his pervasive attitude is would you not go in 

somewhere and be taken care of? Why not (laughs) hide yourself from 

public view.

Four people mentioned comments that people have made about their speech. Paul 

mentioned how people tell him that his speech is good on the telephone. Susan and Maureen 

mentioned positive comments that people have made about their speech. People told Liam 

that they had noticed his dysarthria earlier than he had but did not mention it to him (see 

Extract 10.13). Maureen questioned the sincerity of feedback given by participants in an 

interaction;

Extract 10.129
Maureen: People are saying to me, “You sound well”, but are they saying it to

keep me happy or just saying it.

The appropriateness o f passing comment on a person’s speech is discussed further in 

Chapter 14 and is linked in with the process of evaluating the speaker. While listeners may 

verbally give positive feedback to people with acquired dysarthria in these instances, the 

common perception held by speakers is that evaluations by the listeners are negative.

A possible factor that may influence how speakers feel they are being evaluated concerns 

how they themselves perceived people with dysarthria or other communication disorders 

before their own speech started to change. This question is taken up later in section 10.8.2. 

Before that, people’s view on how their perception of being evaluated negatively affects 

them is tackled in the following section.

10.6.6 The Psychological Impact of Negative Reactions on The Speaker

bu^act Of Negative Reactions O f Listener

The emotions associated with dysarthria are portrayed earlier in section 10.3. Some o f these 

^motions can arise because o f negative perceptions and reactions of listeners. These are 

summarised in Table 10.11. One person (Ron) is not bothered by listeners’ reactions and
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another (Michael) perceives that listeners who react negatively are ‘stupid’ or ‘ignorant’. 

The most common emotion experienced in response to listeners’ perceptions and reactions 

is feeling embarrassed (see 10.3.1) although most o f the emotions occur to the same extent.

Table 10.11 E m otional R eac tio n s  Of S peakers To L is ten e r R eac tio n  (N=11)

E m otion
Num ber o f 
IVIentions

Embarrassment 3
Self-conscious 2
Lacking confidence 2
More withdrawn 2
Annoyed 2
Upset 2
Don't care 1
Listeners are ignorant 1
Inadequate 1
Feeling under p ressu re 1
Uncomfortable 1
Lonely 1
Resentment 1
Afraid of how people will interpret speech 1

Extract 10.130
Liam: It was usually while I was drinking that I choked and you feel guilty and

your macho image is being dismissed ... you can’t hold your drink /?/ 

There was that element to it. It was funny in one sense but embarrassing 

in another.

People are afraid o f how others will interpret what they say (section 10.3.2); they are upset 

(section 10.3.3), fhistrated and annoyed (section 10.3.4), lack confidence and feel 

inadequate (section 10.3.5) and feel nervous and uncomfortable (section 10.3.6). Miriam 

feels under pressure by the reactions o f others. Karen said that she feels lonely and Liam 

resents people’s attitude to his speech. The most negative reaction is one where the person 

with acquired dysarthria threatens to withdraw from social interactions. Two people referred 

to reacting in this manner. In the following extract, Paul threatens not to go out socially 

^gain following an incident which happened before the interview.

Extract 10.131
Paul; Only last week, I was out for a drink, for a drink, last Thursday, my

father, myself, my older brother, and his friend. Now I had three drinks, 

and we came out and called a taxi to bring us home. When we called the 

taxi he said “Sure”. A fellow comes in and says, “Taxi for Mr. X.” I 

said, “I’ll be with you now” and went to get my coat on, and am 

walking out the door and my older brother has his hand on my elbow. 

When we got down to the taxi; he said, “Are you okay?” And I foolishly
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turned around and said, “He’s okay, yeah”. He said, “I’m not talking 

about him, I’m talking about you”. Now I thought I was walking okay 

but he drove off and left us there. Another cab was coming down the 

road, we waved him down, got in and he took us but it’s got too 

personal now. Last week, I came home and I sat on the side of the bed 

and said, “That’s it”. Tara [wife] came in and said to me, ‘Are you 

okay?’ I said, “That’s it, I’m not going out any more.” But it only takes 

something small like that to really make you think. In the taxi, the others 

are speaking, I will not engage in a conversation. Although I might have 

had only two or three drinks, I know to listen to me, I sound drunk.

Reaction To Condescendins Attitude O f Listeners

Paul and Liam describe how the condescending attitude of others makes them feel.

Extract 10.132
Interviewer: How did that make you feel?

Liam: Oh intensely angry and fmstrated.

Extract 10.133
Paul: You know,... it’s ANNOYING, from my point of view, you notice it.

10.6.7 Summary

The views expressed during the interviews support the findings o f The Dysarthria 

Questionnaire. They confirm that people with acquired dysarthria are aware o f other 

people’s reactions to their speech and that these reactions are predominantly negative. They 

also confirm the finding that people with acquired dysarthria perceive that others evaluate 

their speech. These evaluations can be either verbal or non-verbal. People with acquired 

dysarthria perceive that family, friends and other people such as acquaintances and 

strangers, can differ in their reactions to dysarthria. All three sets o f listeners (family, 

friends and others) are similar in that they ask speakers to repeat, they are impatient and 

they may be embarrassed by the person’s speech.

These perceived reactions o f others must have some impact on the communication 

behaviour o f people with acquired dysarthria. The question: How does acquired dysarthria 

affect communication with others?’ is addressed in the following section.



10.7 How Acquired Dysarthria Affects Communication With Others

Responses during the interviews with these 11 speakers suggest that there are four areas of 

change in the communication behaviour o f these people with acquired dysarthria. These 

changes are as follows:

1. Change in the style of communication,

2. Avoiding communication situations,

3. Avoiding words,

4. Changing one’s stance in communicative interactions.

Possible reasons for these changes (apart from the effects o f negative listener reaction 

referred to earlier in section 10.6.6) include the impairment associated with dysarthria, loss 

of opportunities for social interaction and external factors relating to the communication 

environment. Information on these three areas is presented initially. This section then goes 

on to provide data on each of four changes outlined above. Finally, data is presented on 

strategies used by the speaker to facilitate communication.

10.7.1 The Nature of Dysarthria Makes Communication Difficult

From the interviews, it is suggested that the impairment aspect o f dysarthria makes 

communication difficult for some people. Table 10.12 contains a summary o f  the types o f 

impairment experienced by the people interviewed.

Table 10.12 Summary Of Impairment Experienced By Interviewees (N=11)

Number Of
Nature of Impairment________Mentions

General fatigue affecting voice 8
Difficulty with articulation 5
Dysarthrophonia 3
Problems with nasal re so n an ce  2
Monotonous voice 2
Build-up of saliva 1
_Spasticitv of miisr.lfis 1

^  people Michael »<i Paul, have .0 deal .U h  a .ysan h .a  IhaUs p .o s .e s .„ .

fluue rapidly. For Susan and Eric there is the added unpredictability o f dysarthna beca

. . . , f  fUe 11 people are also expenencmg fatiguethe Parkinson’s disease medication. Eight o •,
frnm the interview with Maureenbecause o f  their neurological illness. These exc rp 

demonstrate this point.
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Extract 10.134
Maureen; Oh I feel tired, it’s funny, I rush to go to have a sleep. The others come

in and 1 say to Kevin [husband], “Give me an hour”, and he says, “Are 

you going to bed?” and I say, “Yeah.” The minute I hit the pillow and 

Kevin comes in and I’m out cold. I tire more easily than I used to.

This fatigue can affects vocal volume as well as tolerance for conversing with people.

Extract 10.135
Maureen: Talking face-to-face,... I can do all right but if  there is a few people

you’re kind a going from one to the other and the voice goes down when 

I get tired.

Extract 10.136
Maureen: When 1 say something they [her sons] say, “Ma, I didn’t understand

what you said, say that again” and I say “Oh, forget it. I ’m too tired.”

As well as dysarthria itself, a further impact of the underlying neurological condition is the 

loss of opportunities to meet and interact with other people. Data on this is presented in the 

next section.

10.7.2 Loss O f Opportunities For Interaction

Table 10.13 details the losses o f opportunities for interaction experienced by people 

interviewed.

Table 10.13 Loss of Opportunities For Social Interaction Experienced By Interviewees (N=11)

Number Of
Opportunity for Interaction_____________ Mentions.  . . £  --

Loss of employment or job opportunities 
Loss of previous leisure activities ^
Reduced social circle o
Unable to communicate effectively on the telephone ^
House-bound  ______________________ ____________

. r’nmmunicative interaction due to theirAll 11 people interviewed have lost opportunities
, . ac to 1 pi cure activities because o f their physicalneurological condition and dysarthria. Changes t

1 n / I T h i s  together with changes to employment anddisabilities are descnbed m section 10.4.3. Inis g

« 1 • • / 1 n 4 as well as changes to social life (section 10.4.4)employment opportunities (section 10.4.2) as wen ds

red.ce the possibilities for social interaction. Two people interviewed (Michael and Karen) 

are housebound and dependent on others to take them out socially. Three people 

fKends do not come and visit them as they did before (see section 10.6.2). This reduces
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further the opportunities for socialisation. People like Miriam may be unable to 

conununicate effectively using the telephone.

Extract 10.137
Miriam: I hate the phone but ! , . . . !  have to speak on it. It’s the worst o f  all I

find.

10.7.3 External Factors Relating To The Communication Environment

Five factors were mentioned during the interviews, which affect communication with other 

people. These factors (Table 10.14) are predominantly environmental and are barriers to 

effective communication.

Table 10.14 E nv iro n m en ta l B arrie rs To C om m unication

B arrier To C o m m u n ica tio n
Number Of 
IVIentlons

People who are  Impatient 5
Noisy environments 3
Relative who Is hearing im paired 2
Glass screens In banks and  post-offices 1
Insufficient amplification on phone 1

Paul explained how he feels the glass screen commonly used in financial institutions makes 

communication harder for him.

Extract 10.138
Paul: Like in banks, post-offices, you have the glass in front o f  you, you

know. Eh, although you might have a lodgement slip, and the best thing 

that I have found in recent years is the ‘Express Lodgement’. It’s written 

out for me, put the money in an envelope, seal it and it goes straight in 

the box. Terrific. That suits me to a ‘T ’. But if  I have to go up and 

speak, I’m speaking at them, but yet the glass is there-”.

These factors along with the nature o f dysarthria and lack of opportunities for socialisation 

result in a change in the communication behaviour of people with acquired dysarthria. In 

the following section, data from the interviews on changes to communication style is dealt

with.

10-7.4 Changes in The Communication Styles of People With Acquired Dysarthria

Four of the 11 people interviewed experienced a change in their communication styles

because of dysarthria. These changes are summarised in Table 10.15.
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Tablo 10.15 Changes In Communication Style For Interviewees (N=4)

Number Of
Changes In Communication Style M entinnQ
Using non-verbal com m unication 2
Unable to m ake sm all tali< 1
Unable to show  em otion in voice 1
Keep conversations short__________________ 2

Liam now writes down messages when he goes shopping because he finds it difficult to 

make himself understood.

Extract 10.139
Liam: I write one or two things when I have to.... go into a shop, I write it out

and I don’t get into the communication...produce the piece o f  paper and

disappear as quickly.

Karen is unable to converse with her friends.

Extract 10.140
Interviewer; Do you still listen to friends now?

Karen: Yes. I d o , ... but I can’t talk to them.

Paul points to items in shops. Miriam finds she is unable to make small talk (see Extract 

10.104) because o f  dysarthria. She also feels that she is unable to show emotion in her 

voice.

Extract 10.141
Miriam: I just realise that when 1 speak my voice is monotonous. I can’t put the

feeling into my voice that I’d like to.

Maureen keeps her conversations short because of difficulty communicating on the 

telephone.

Extract 10.142
Maureen: I shorten the sentences, whereas before I d have a bit o f  a joke.

Paul also keeps his sentences short to facilitate communication.

Extract 10.143
Paul: I f  I ’m  down collecting Amy [daughter] and there’s someone talking

there “God it’s cold today.” I’d say “It sure is” or someone would say 

“Hello, how are you?” and that would be it. I wouldn’t engage in 

conversation, purely and simply because I don’t want to, ... trip m yself 

up.
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A further change in communication behaviour because o f dysarthria is the avoidance of 

situations where the person has to speak. Data on this and differences between 

communication situations are presented next.

10.7.5 Avoiding Situations Involving Communication

Analysis o f interview data indicates that these people with acquired dysarthria avoid 

difficult situations. On The Dysarthria Questionnaire (section 9.2.11), 68% o f people avoid 

asking for items in shops. Sixty-five percent avoid using the telephone because o f their 

speech. Other situations mentioned by people interviewed are detailed in Table 10.16.

Table 10.16 Com m unication Situations Avoided (N=11)

C om m unication S ituations Avoided
Number Of 
Mentions

Asking for items in shops 4
Using the telephone 4
Getting involved in conversations with strangers 4
Talking in a group situation 3
Making financial transactions that Involve speech 3
Lecturing, making speeches 2
Making the journey to the shops 1
Going for interview/s 1
Making enquiries/asking questions 1

The four people interviewed who avoid using the telephone do so because they find it 

difficult to make themselves understood. Michael avoided going for interviews in the past 

(see section 10.4.2). Robert no longer takes part in veterinary meetings (see Extract 10.53) 

because he finds communication in group situations difficult. Donal avoids speaking out at 

meetings and Paul avoids speaking out at parent-teacher meetings at his children’s school.

Extract 10.144
Paul: The speech would stop you getting involved, .. .where you would go for

a parent-teacher thing, no. You know, I wouldn’t ask questions. With 

changing the books in the school or em-.

Maureen, Paul, Miriam and Eric avoid getting involved in conversations with strangers 

when they are out socially.

Extract 10.145 j  u  c uo
Interviewer: Are there some things you avoid now because of your speech?

Miriam: Oh yeah. I avoid getting involved in conversations so I am out o f it.

Miriam, Eric and Paul avoid making transactions that involve communication. Paul avoids 

making enquires. He also does not ask questions.
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Extract 10.146
Paul; I am inclined to hold back, not ask questions, you know.

Susan avoids making the journey to the shops.

Extract 10.147
Susan: Well going to the shops I’d hate to meet anybody. If I meet a neighbour,

I can’t talk very well and I’d have to explain about the medication so it’s 

easier not to go.

Some situations are perceived as easier than others. However, these perceptions can vary 

from individual to individual. Both Maureen and Robert mention that speaking in a one-to- 

one situation is easier while Paul, as the above interview extract suggests, finds it harder. 

People were questioned about easy communication situations during the interviews. Donal 

mentioned a time before he became dysarthric and Robert mentioned talking to people on 

an individual basis. People gave more information on difficult situations. These are 

summarised in Table 10.17.

Table 10.17 Communication Situations Perceived To Be Difficult By People With Dysarthria (N=11)

Difficult Situation
Number Of 
Mentions

Speaking publicly in a group 4
Answering the phone and  taking telephone m essages 4
Requesting items in shops 4
Speaking in noisy environm ent 2
Going to interviews 2
Making enquiries/asking questions 1

This links in with situations described in Table 10.16 ‘Communication situations avoided’. 

Differences in figures exist between both tables because not all difficult situations are 

avoided. As well as avoiding communication situations, people with acquired dysarthria 

may also avoid difficult words, which is the topic of the following section.

10.7.6 Avoiding Words

Two people interviewed avoid words that are difficult for them to say.

Extract 10.148
Maureen: There is some words now I’ll avoid. Em, I know, em when I used to see

[Maureen names a speech and language therapist], she gave me a 

sentence “juice or coffee on the shelf’. Well that was one of the words I 

hated because I could never say “shelf’. It was difficult, and I got to the 

stage where I was using words that would mean the same or else avoid 

it, and I used /? /•
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Interviewer: And do you still do that; avoid words?

Maureen: I will. I f  I can’t think o f the other word, I’ll stop /? /. There’s a few

words I will avoid.

Paul also avoids certain words.

Extract 10.149
Interviewer: 

Paul:

Interviewer:

Paul:

This final reference by Paul 

section.

10.7.7 Change In Position During Interactions

On The Dysarthria Questionnaire (section 9.2.11) 78% of people reported that they listen 

rather than take part in conversation because of their dysarthria. Seventy one percent relied 

on others to talk for them whenever possible. On analysis of the interview data, six o f the 11 

people interviewed do not take part in conversations, relying instead on other people to talk 

for them. Donal waits for other people to make comments at lectures and discussions.

Extract 10.150
Donal: But I would tend to hold back and wait to see does somebody else make

the point.

Adopting this stance o f bystander rather than active participant in communication may be a 

response to perceptions o f being evaluated or may be an indication of how the person adapts 

to dysarthria. This issue is returned to in section 11.4.2 and is taken up for discussion in 

Chapter 14.

Karen told how she does not take part in conversations when she is out socially.

Extract 10.151
Interviewer; Are there things you avoid now?

Okay. Tell me how do you feel about your speech now?

Em, ... I’m more cautious in certain things. I pick words, easy words 

that are easy for ME to say, you know. Instead o f  going around and 

saying “Will you draw up a petition” or something like that, you know, I 

say, “you get a list together” (Interviewer and Paul both laugh). Things 

like that, you know, that are easy for me to say, you know, but have the 

same meaning.

So are you avoiding words?

Avoiding yes, definitely avoiding words and if  Tara [Paul's wife] is 

with me, I let her do the talking.

to letting his wife ‘do the talking’ is the topic o f the next
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Karen: Don’t talk at a ll .... When I go out with my sisters and I don’t talk at all.

This may make the other interactants uncomfortable which in turn may add to the person 

with dysarthria’s discomfort.

Extract 10.152

Extract 10.153

Interviewer;

Liam:

Interviewer:

Liam:

Maureen:

Interviewer:

Maureen:

And how did you feel when you did go out socially after the dysarthria? 

I felt people resented my lack of participation.

How did that make you feel?

Much more self-conscious.

... People often say to Kevin [husband] ‘She’s very quiet, your wife is 

very quiet’ and / aw if I go out in company. Kevin tells me, “They’re all 

saying you’re very quiet” and that annoys me because I think they want 

me to talk.

Do you feel under pressure?

Yeah.

People with acquired dysarthria may not assume this stance in interactions at all times. The 

views expressed during the interviews suggest that people with acquired dysarthria adapt 

their communication behaviour according to the situation and to whom they are 

communicating with. The following section looks at people whom the speakers perceive as 

‘easy to talk to’ and those whom they perceive as difficult.

10.7.8 “It All Depends On Who I Am Talking To”

During the interviews, people with acquired dysarthria referred to a number o f  different 

people who they felt were ‘easy’ to talk to. These are summarised in Table 10.18. Families 

were regarded as the easiest people to talk to.

Extract 10.154
Donal:

Interviewer:

Donal:

I would tend to be lazier around family, um, just allow myself to slip 

more but with strangers I would tend to be more thoughtful. Like more 

careful about how I speak.

What about friends?

With some friends I’d be lazy, depends on how well I know them.
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Table 10.18 P eople Perceived As ‘Easy To Talk To’ By Interview ees (N=11)

Easy P eople To Talk To
Number Of 
Mentions

Family 5
Nurses, medical professionals 2
Close friends 1
Speech and language therapists 1
People who work in hospitals 1

Four people felt that people who worked in the nursing, medical and paramedical 

professions were also easy to talk to.

Extract 10.155
Interviewer: Okay. So who are the easiest people to talk to?

Miriam: A ll, ... anything to do with the medical profession, eh, yourselves.

Interviewer: And outside of that?

Miriam: (sigh) Your own family are the eas ie s t,... and relatives, you know.

This extends also to people working in the hospital environment.

Extract 10.156
Paul: People who work in hospitals are, I think, more-, they’re listening out

for- you know, “this person h e re ,... there could be something wrong.” 

They’ll say, “Sorry, you were saying?”

People who are perceived as ‘difficult to talk to’ are summarised in Table 10.19.

Table 10.19 P eople P erceived  As ‘Difficult To Talk To’ By Interviewees {N=11)

Number Of
 Difficult P eop le  To Talk To_________ Mentions
Strangers 2
Family 2
People in sliops 2
Unable to differentiate/don’t know 2
Acquaintances 1
People in reception a re a s  1
People in banks and  post-offices 1

^People you  have notliing in com m on with________ 1

Not all people feel that their family are easy to talk to. Maureen feels that her sons are 

difficult to communicate with now (see Extract 10.91). Karen feels similarly.

Extract 10.157
Interviewer: Who are the hardest people to talk to?

Karen: My husband ... is the hardest. He doesn’t listen. ... My daughter and

my son are also not easy.

Interviewer: Why?

Karen: They don’t understand me.
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Eric and Maureen both feel that strangers are difficult.

Extract 10.158
Interviewer: And who are the hardest people to talk to?

Strangers and acquaintances that I  come across when I am out.

Maureen questioned whether strangers would understand about her dysarthria.

Extract 10.159
Maureen: But if they were strangers, would they make allowances? Like if  you go

in somewhere and someone started talking and you didn’t understand 

them, you’re not going to listen to them. But I can’t go round with a 

sign “I have a speech problem” and em /? /.

Paul was quite specific about the strangers he perceives as difficult to talk to.

Extract 10.160
Paul: The hardest people to speak to would b e , ... people in, ... ‘institutions’

would be the wrong word, reception. When I have to ask someone or 

say, “I have an appointment with -, can you tell me”-.

Although people perceived specific communication situations and people as difficult, their 

strategies are not always to avoid words, situations or adopt the role o f bystander. The 

following section presents data on some of the positive strategies that people used to 

facilitate communication.

10.7.9 Use of Strategies to Facilitate Communication

Four people with acquired dysarthria in this study referred to using techniques to improve 

their communication. In the following extract, Donal explained what helps his speech:

Extract 10.161
Donal: Silence first and foremost, u m , ... then speakmg slower and attempting

to be more clear about things and drinking loads o f water.

These and other strategies referred to during the interviews are summarised in Table 10.20.



Table 10.20 Strategies Used By Interviewees (N=4)

S tra teg ies
Number Of 
Mentions

Slowing down sp e e c n  rate 2
Taking a drinic of w ater 1
Making an effort to sp eak  distinctly 1
Writing things down 1
Rehearses w ords and  sen ten ces 1

Despite the fact that everyone who took part in the interviews, apart from Michael, had 

received speech and language therapy and thus advice on strategies to help communication, 

avoiding words and communication situations were the more common strategies reported. 

This would seem to suggest that these people use predominantly negative strategies to cope 

with their dysarthria.

10.7.10 Summary

The views expressed and presented in this section support the earlier findings on The 

Dysarthria Questionnaire regarding the negative effect of dysarthria on communication 

behaviour. The nature o f the impairment, reduced opportunities for socialisation and 

environmental factors all contribute to changes in communication behaviour. Change in 

communication is manifested through change in communication styles and change in how 

one participates in interactions with others. Although there is some evidence o f knowledge 

and use o f some positive strategies to facilitate communication, negative tactics such as 

avoiding communication situations may be more common. The perception o f the speaker on 

strategies such as slowing down speech rate and improving articulation are included in the 

following section with additional data on other views held by the person with acquired 

dysarthria.

10.8 The Person With Acquired Dysarthria: Additional Perceptions

The focus o f speech and language therapy is on the use of what are perceived by clinicians 

^  positive strategies that aim to increase intelligibility and maximise communication 

efficiency. During the interviews, some people were asked about their perceptions o f  speech 

^ d  language therapy and its usefiilness. Data on these perceptions and strategies taught is 

presented here. People were also asked about their perceptions of people with dysarthria 

before they developed dysarthria. These perceptions are important as they can give
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additional insight into changes in self-perception and the perception o f  stigma that might be 

associated with having difficulty communicating.

10.8.1 Perception Of Speech And Language Therapy

Views expressed to questions regarding this area may have been influenced by my links 

with speech and language therapy. This is discussed further in Chapter 16. During the 

interviews, Robert refers to the progress he made in speech and language therapy following 

his stroke (see Extract 10.17). When asked, Eric said he did find speech and language 

therapy useful but did not elaborate. Maureen and Ron both provide feedback that is 

enlightening on speech and language therapy. Ron did not find therapy helpful. He 

explained how slowing down his speech rate did not improve communication.

Extract 10.162
Interviewer: Did you find speech therapy useful then?

Ron: It probably wasn’t for me at the time but at least it brought home that I

had a problem, which 1 didn’t probably even realise or-,

Interviewer: Why did you go to speech therapy?

Ron: I was referred and so 1 went. It was useful getting me to slow down a bit

and helping me to be aware that there was a problem. Do you know, the 

thing about not knowing is that you could go on for the rest o f  your life, 

say talking to people, and they could be laughing and talking behind 

your back and you’d never know. So, it was great to know. But slowing 

down, not only did it draw attention to my speech when I said it /? /  but 

it made you very self-conscious when you met people. So, in that 

respect, it makes you very conscious, and you know if you are very 

conscious o f anything, it’s worse. Do you know when you go to an 

interview, you are very conscious o f things, this way, you’d probably 

get very nervous so it’s the same with your speech. If you get very 

conscious o f  your speech, I think you tend to draw attention to your 

speech as though you are not in control.

Maureen described how she felt about strategies taught to improve her communication. 

Extract 10.163
Interviewer: Did you find the speech therapy useful.

Maureen: Yeah.

Interviewer: Do you use any of the strategies you were taught to use?

Maureen: (Maureen shakes her head) No. Because I feel that it was making my

speech ‘posher’ and I said, “No, I ’m  not going to speak the way-. I ’m 

not going to put on airs and graces.” It was false. I never finished my
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words and when I got home I said, “N o, I ’m  not going to”-. An odd time 

I might.

Maureen also expressed how she felt when she initially started speech and language 

therapy.

Extract 10.164
Maureen: [speech and language therapist] gave me loads and loads o f  pages to

leam all these words. I used to break down and all w ith  [speech

and language therapist]. I said, “This is like going back to kindergarten 

to leam,” but she said, “You have to leam  the words all over again.”

That was hard.

Interviewer: I can imagine.

Maureen: It was so upsetting because it was like-. I knew m y writing had gone bad

too.

Ron advised on what he felt would have helped him in speech and language therapy.

Extract 10.165
Ron: I think the emphasis in speech therapy really should have been on-,

maybe, “It’s not really your fault, you have a problem, what do you 

think is the best way to overcome it, you know.” I found the techniques 

extremely hard to do.

Interviewer: What would have made it easier?

Ron: To have had more regular-, the speech therapy on a more regular basis.

Interviewer: More than once or twice a week?

Ron: Yeah. I think as well, people have a certain way o f talking and it’s very

hard when they reach a certain age to tell them “No, you can’t speak 

like that anymore.” You know it’s not like a light switch where you can 

just flick on and o ff They would probably revert to their old way of 

talking after a while. So 1 think the emphasis should be more on tricks 

as you would say, to overcome the problem, to realise that I have a 

problem but to try and come to terms with it and not to make them feel 

“Well if  you don’t slow down”-... the onus is on you  to make other 

people understand, it’s not on them.

People with acquired dysarthria often require an augmentative and alternative 

communication (AAC) system. The introduction of this system is a sensitive issue. Yet, it is 

part o f the speech and language therapist’s role to introduce this system especially if  the 

person’s speech is deteriorating rapidly as in motor neurone disease. How this system is 

introduced is important as the following extract from the interview with Liam suggests.
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Extract 10.166
Interviewer: When someone introduced the Lightwriter,'*' how  did you feel?

Liam: I was quite resentful that I was reduced to this and this again made me

more thick-witted. I never really accepted it and for the moment that’s 

further down the road.

None o f the people interviewed used any AAC system o f  communication despite the fact 

that people like Eric and Karen had relatively low intelligibility scores on the AIDS and 

their speech was difficult to understand. The manner o f  the introduction o f  these systems by 

speech and language therapists may have further implications for their use by people with 

acquired dysarthria.

The implications o f  these findings for clinical practice will be discussed further in Chapter 

16.

10.8.2 Perception O f Other Dysarthric Speakers

The perceptions that people with acquired dysarthria had o f other dysarthric speakers in the 

past are also insightful. Five o f the 11 interviewees give their attitudes to people with 

communication difficulties before they themselves became dysarthric. This extract from 

Donal’s interview highlights the link between attitudes held pre-morbidly and their effect on 

self-perception.

Extract 10.167
Interviewer:

Donal:

Interviewer:

Donal:

Interviewer:

Donal:

Do you feel that there is a stigma attached to having a speech problem? 

Yes. I do. Most definitely, there is. Intemally you feel you stigmatise 

yourself or you feel that yourself-, you have a stigma and that gets 

mentally to you but, em, 1 would be very aware as the person I was 

before I developed a speech problem that 1 would have looked on people 

WITH speech difficulties as being different in some way.

What would you have thought of them?

[Long pause], Em, this is, like, making me sound very bad (laughs). 

(Laughs). Tell me.

I would have thought of them as -, to use the PC'*  ̂terminology, as being 

intellectually challenged in some way, or that their contributions o f what 

they were saying were less, they had less of a value than someone who 

could speak clearly.

Portable electronic augmentative communication system. 

Politically correct.
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Did you know anyone with a speech problem?

Yes, I remember there was a fellow pupil in secondary school who had a 

stammer.

Yes?

And he would have been a friend. B u t ... even though he was a friend, 

we were teenagers and, yeah, he was open for mockery.

Common attitudes held by people with acquired dysarthria who were interviewed are 

summarised in Table 10.21.

Table 10.21 Pre-M orbId A ttitu d es  Of Interviewees To O th e rs  With A C o m m u n ica tio n  D ifficulty (N=11)

N um ber Of
A ttitude M entions

They are less  intelligent 4
They are drunk 3

People with acquired dysarthria may still have a negative attitude towards other dysarthric 

speakers. Liam indicated that he would feel embarrassed if  he met up with other people with 

dysarthria.

Extract 10.168

Interviewer: What would your reaction be to meeting up with a group o f  people with

dysarthria?

Liam: (laughs) For a conversation? (Burst o f  laughter).

Interviewer; Would you find that useful?

Liam: Oh no, NO.

Interviewer: Why?

Liam: The embarrassment, the collective embarrassment.

Interviewer: Would you find consolation in meeting other people with dysarthria?

Liam: No.

Interviewer: Why?

Liam: No. No. Well that’s not me; that’s not my make-up.

Liam also voiced his opinion on people who use an augmentative communication system. 

Extract 10.169
Interviewer: How do you feel or what do you think when you see people using

communication devices?

Liam: They sound very inhuman._______________ {names well known personality

who uses a communication aid\ sits there like a man from Mars. It’s

hard to accept that he must be human.

Interviewer: Because o f  all the switches and so on?

Interviewer:

Donal:

Interviewer:

Donal:
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Liam; (laughs) and also because there is a halo effect in there.

He is reluctant to use his Lightwriter as he feels he is not “at that stage yet.” The subject of 

AAC and people with acquired dysarthria is returned to in Chapters 13 and 16.

10.8.3 Summary O f Views

This section presented the perceptions of people with acquired dysarthria on speech and 

language therapy and their pre-morbid perceptions on people with communication 

difficulties. The negative opinions of speech and language therapy are useful in allowing us 

to examine our approach to the management of acquired dysarthria. The attitudes o f  people 

with acquired dysarthria towards other people with communication difficulties are useful in 

providing insight into their current self-perception. Both these topics will be discussed 

further in Chapter 14.

10.9 Chapter Summary And Conclusions

This chapter presented expressions of the experience of dysarthria from the viewpoint o f 11 

people who have acquired this speech disorder. The views indicate that this experience is 

varied with people like Ron who state that dysarthria does not have an impact on him and 

Liam who talks about isolating himself because of his dysarthria. The experience o f 

dysarthria begins with an account of its onset. Although all the people interviewed except 

Robert had a progressive dysarthria, there was wide variation in how people experienced the 

beginning o f dysarthria. The relationship between the underlying aetiology o f dysarthria and 

accompanying physical disabilities is emphasised by the data throughout the chapter. It 

begins by reminding us that dysarthria can be the first indication of a neurological condition 

that carries a poor prognosis and emphasises the need to consider dysarthria in this context. 

Information on the impact o f physical disability on the person emphasises the profound 

effect that this can have on the lives o f people with dysarthria and suggests that dysarthria 

should be considered within the context of co-existing physical disability. When questioned 

regarding the importance o f speech relative to physical disability, the majority o f people in 

this group felt that their physical disability was more important than speech despite the 

changes that had occurred in their lives because of dysarthria. The area of greatest change in 

the lives o f these people was to their social life. There were also notable changes to 

relationships, communication behaviour and employment opportunities. Dysarthria can also
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result in negative changes to self-perception and as the data from the HISD scale (section 

9.4) suggests, these changes can be strong enough to effect a change in self-concept.

A range o f negative emotions is associated with acquired dysarthria. The most common 

emotions reported are sensitivity and embarrassment as well as lack o f confidence and 

feeling inadequate. The reaction of other people to dysarthric speech has an important 

influence on the speaker. The person with acquired dysarthria differentiates between the 

reactions o f family, friends and strangers. People felt more comfortable when people 

understand the aetiology and nature of dysarthria. They felt uncomfortable talking to people 

other than close friends and family. These people with acquired dysarthria perceive that 

they are evaluated during interaction and that people are condescending to them because o f 

their dysarthria. They perceive that others think they have been drinking or that they are 

lacking in intelligence. Before they became dysarthric, many o f these people with acquired 

dysarthria held these same attitudes towards other people with a communication disorder.

The responses given during the interviews indicate that acquired dysarthria results in a 

change in communication behaviour. This arises because of the perceived negative reactions 

of others, the nature o f dysarthria impairment, reduced opportunities for socialisation 

because o f physical disability, and environmental barriers. Changes in communication 

behaviour include changes to communication style because o f the dysarthria impairment. 

There are also negative changes such as avoiding communication and not partaking in 

conversations. Additional information on perceptions of speech and language therapy 

suggests a need to question our management of people with dysarthria.

The views expressed by people and presented in this chapter generate some further 

questions on the experience o f acquired dysarthria. People have described some o f the 

losses they experienced because o f dysarthria. Do these people experience a grief reaction 

to these losses? The information from the interviews also suggests that people adapt to 

dysarthria in a negative way through use of avoidance strategies. This gives rise to a number 

of questions:

a) ‘How do people adapt to dysarthria?’

b) ‘What factors influence adaptation?’

c) ‘Do some people adapt better than others?’
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d) ‘What coping strategies do they use?’ 

These questions are addressed in the next chapter.



11. ACCEPTING, ADAPTING TO, AND COPING WITH 

ACQUIRED DYSARTHRIA

11.1 Introduction

This chapter considers the question of whether, and if  so, how do people with acquired 

dysarthria accept, adapt to and cope with their dysarthria. Data from The Dysarthria 

Questiormaire on accepting dysarthria was presented earlier in section 9.2.5. Although 

important as part o f an overall measure of the impact o f acquired dysarthria, the information 

obtained from The Dysarthria Questionnaire is insufficient to provide the depth o f  insight 

into whether and how people accept, adapt to and cope with their dysarthria. To 

complement the questionnaire results, views and information taken from the 11 in-depth 

interviews with people with acquired dysarthria are used to explore this area further.

A number o f questions related to how people with acquired dysarthria accept and adapt to 

dysarthria were identified following a review of the literature and from the data obtained 

from The Dysarthria Questionnaire and from the interviews;

• Losses caused by dysarthria. The types of loss experienced by people with acquired 

dysarthria were described throughout the previous chapter. The first question relates 

to whether people with acquired dysarthria experience a grief reaction to the losses 

caused by their dysarthria. This question is important as earlier in the introductory 

chapters on accepting, adapting to and coping with dysarthria (section 3.3), work 

was cited by Tanner and Gerstenberger (1988) in which they suggest without any 

supporting evidence, that people with acquired dysarthria may experience a grief 

reaction to dysarthria.

•  Accepting dysarthria. The second question relates to whether the people with 

acquired dysarthria in this study accept their dysarthria. The findings from The 

Dysarthria Questionnaire suggest that the people in this study have difficulty 

accepting their dysarthria. Tanner et al. differentiate between acceptance and 

resignation (section 3.3.4) and so it is appropriate to question whether people are 

resigned to rather than accepting of their dysarthria.
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• Adapting to dysarthria and /actors influencim  adaptation. The next questions looks 

at how people with acquired dysarthria adapt to their dysarthria, and what factors 

appear to influence adaptation. Since this thesis also examines the perceptions of 

people with acquired dysarthria, what do the people themselves believe helps them 

cope with dysarthria? Earlier in section 3.5.1, it was suggested from reviewing the 

literature on chronic illness that there might be gender differences in adapting to 

acquired dysarthria.

• Perception o f  gender differences. The question o f  how people with acquired

dysarthria perceive the influence of gender on adapting to dysarthria is also

addressed.

• Stage o f  life differences. The people with acquired dysarthria in this study cover a

broad range o f ages as well as different stages o f life. For example, Donal is 28

years old, single and unemployed while Robert is 77 years old, married with a 

grown-up daughter and retired. How do these people with acquired dysarthria 

perceive the impact o f dysarthria in the context of their current stage o f life?

• Coping strategies. Next, the question of what coping strategies do people with 

acquired dysarthria use is addressed. Other research (Parr, 1994) suggests that 

people with aphasia use an idiosyncratic range of coping strategies. The strategies 

used by people with acquired dysarthria are unknown

• Relationship between impact and accepting, adapting  and coping with

dysarthria. Finally, in section 11.9, I referred to my intellectual puzzle seeking 

possible explanations for why acquired dysarthria might affect some people more 

than others. One question that relates to this is whether differences in impact scores 

for Ron and Paul"* ,̂ for example, could be accounted for by differences in 

acceptance, adapting to or coping with dysarthria.

Paul has a dysarthria intelHgibility score on the AIDS of 95% while Ron has a score of 94%. However, Ron 

had an impact score o f  213 while Paul had a score of 111-
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This chapter addresses each of the questions individually. The first question on whether 

people with acquired dysarthria experience a grief reaction to loss is addressed by 

confirming that people with acquired dysarthria do indeed experience loss because of 

dysarthria.

11.2 Losses Experienced By People With Acquired Dysarthria

Table 11.1 details the losses experienced by the 11 people interviewed with acquired 

dysarthria. Most o f this data has been presented in various sections in the previous chapter 

(Chapter 10). From analysis of this data, it was clear that most people experience a range o f 

different losses following the onset of dysarthria. For example, Ron did not experience the 

losses reported by the other people interviewed although he has lost some o f the 

opportunities that existed pre-morbidly for social interaction (see section 10.7.2).

Table 11.1 Losses Associated With Dysarthria Based On Information From The In-Depth Interviews 

(N=11)

Loss
Number of 
Mentions

Loss of opportunities for social interaction 11
Loss of previous social life 10
Loss or change In relationships 8
Loss of ability to partal<e In conversations 6
Loss of control over life 5
Aslcing for Items in shops 4
Using the te lephone 4
Loss of ca reer opportunities 4
Mailing financial transactions 3
Partal^lng in group d iscussions 3
Loss of previous role. 3
Restricted social environm ents 3
Maicing sp e e c h e s 2
Asking questions/ looking for information 2
Loss of Independence 2
Loss of old job 2
Malting small talk 1
Going to the shops 1
Making travel a rrangem ents 1
Not being able to show  emotion In voice 1
Loss of ability to sing 1

JHaving a joke 1

The most common losses experienced by this group of people are losses relating to 

opportunities for social interaction with loss of their previous social life, the quality o f 

relationships experienced before dysarthria and loss of ability to take part in conversations. 

Ten people reported a change in their social life with a loss o f previous social activities (see 

Section 10.4.4). When they do go out some people can experience a restriction in social
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environments. Eight people reported a negative change in their previous relationships (see 

section 10.4.5). This includes relationships with spouses as well as with friends and 

acquaintances. Six people have lost their ability to take part in conversations as they did 

pre-morbidly (see section 10.7.7). Five people perceive they have lost control over their 

lives (see section 10.3.8). Two out of six**̂  people were unable to continue with their work 

specifically because o f dysarthria and a further four people lost other career opportunities 

because o f dysarthria (Table 10.2). Three people experience a loss o f  their old roles (see 

section 10.4.1).

Daily tasks which involve speaking such as paying bills, asking for items in shops, asking 

questions or looking for information, making travel arrangements are some o f  the other 

losses experienced by these people with dysarthria (Table 10.16). Loss o f ability to use the 

telephone is reported by four people. This includes both making and receiving calls. Susan 

commented:

Extract 11.1
Susan: I miss that, of not being able to make the phone calls. Not being able to

phone friends and have a chat.

Two people perceive that they have lost their independence (see section 10.3.8). Four 

people have lost their pre-morbid style of communication (Table 10.15). Maureen is more 

abrupt with people on the telephone. Paul also cuts conversations short because o f his 

speech.

Extract 11.2
Paul: ... you know, to be able to walk into a shop and say, “Can you tell me

how much are the brown pair of shoes with tassels in the front?”

Instead, now I go in (points) and say How much?

Miriam feels she is unable to make small talk or to show emotion in her voice (see Extract 

10.141). Other losses, which can be associated with dysarthria such as loss o f her ability to 

sing, were also mentioned by Miriam (section 10.2.4).

Three people have lost their ability to take part confidently in group discussions. Both 

Robert’s and Donal’s losses relate to their professional interests (see Extract 10.53 and 

Extract 10.37). Paul’s loss relates to his parental role. He feels unable to take part in parent-

The remaining five interviewees had already retired or were not working at the time of onset o f dysarthria.
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teacher meetings at his children’s school (see Extract 10.144). Speaking in public at family 

weddings is another loss experienced by Paul.

Extract 11.3
Paul: My son got married in 1998 and his father-in-law gave a speech. I was

asked to give a speech and I said “N o.” I did that purely and simply 

because 1 didn’t want people to think “God, your man is plastered"*^ 

already.” Not only that they would think I was plastered but also they’d 

be straining to pick up what you might be saying.

In summary, the views expressed in the interviews confirm that people with acquired 

dysarthria experience a wide range of losses following the onset o f dysarthria. The fact that 

Ron did not suffer the losses experienced by the other people interviewed emphasises that 

uniformity o f response to acquired dysarthria is highly unlikely. The following section 

investigates whether, as predicted by Tanner et al. (1988), there is a grief response 

associated with these perceived losses.

11.3 Accepting Dysarthria: The Grief Response

The question o f whether these people with acquired dysarthria in this study experience a 

grief response to loss associated with dysarthria is tackled by looking individually at the 

grief responses proposed by Tanner et al. (1988) and examining the interview data for 

evidence o f these reactions. Tanner et al. describe five grief responses:

1. Denial,

2. Frustration,

3. Depression,

4. Resignation,

5. Acceptance.

Data on the responses from the 11 interviews is provided in Table 11.2.

Plastered is an Irish slang term, which means ‘to be drunk .
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Table 11.2 Grief Reactions To Losses Associated With Dysarthria (N=11)

Number Of 
Grief Response Mentions

"Resignation 7
Anger I  frustration 4
Acceptance 3
Depression 3*
Denial__________________ 1**
• one person depressed not solely because of dysarthria 

** not complete denial -  partial denial suspected

11.3.1 Denial

None of the participants were in complete denial of their dysarthria. However, one person, 

Karen demonstrated some elements of denial as illustrated in the following quote.

Extract 11.4
Interviewer: Do you feel hurt when people tell you they don’t understand you?

Karen: I do because I think I am speaking perfectly. Sometimes I think my

husband is deaf Maybe he is -  .

This is not complete denial as at other points in the interview she demonstrated some 

acknowledgement of her dysarthria:

Extract 11.5
Karen: At first they think I can talk all right but when I don’t answer, it takes

me a long time to answer,... they know something is wrong with me.

11.3.2 Frustration

Four of the 11 interviewees mentioned frustration, anger or annoyance at their inability to 

communicate effectively (see section 10.3.4).

Extract 11.6
Liam: Part of the frustration is not being able to express m yself and when I

write it, I go over the top.

Liam mentioned both frustration and anger (Extracts 10.126 and 10.128) at what he 

perceives as other people’s condescending attitudes. Maureen demonstrated frustration non

verbally by throwing up her hands to show her frustration when someone asks her to repeat.

Extract 11.7  ̂ ,
Maureen: Say I’m talking to somebody there (pomts to a chair m the comer o f  the

room), and the person says, “What are you saying?” When it gets to the 

stage where I’m tired, I say “Ah” (throws up her hands demonstrating 

frustration).
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Eric referred to annoyance rather than anger or frustration.

Extract 11.8
Eric: When you can’t get the words out, it can be annoying.

11.3.3 Depression

One person, Karen, had commenced on anti-depressants during the project as her medical 

physician considered that she was clinically depressed because o f  her deteriorating medical 

condition. Three other people (Robert, Michael and Paul) commented on depression when 

asked about it during their interviews but only Michael has experienced significant

depression in the past.

Extract 11.9
Interviewer: Did you get depressed after the stroke?

Robert: Well naturally-, eh not too much. I got over it, you have to come to

terms with it, you know.

Extract 11.10
Interviewer: Do you feel it [the dysarthria] has changed how you see yourself?

Michael: Oh, I do, yeah.

Interviewer: In what way?

Michael: Well in the beginning, when I was, ... very self-conscious o f it [the

dysarthria], I really wanted to die. I felt a failure. I was very unhappy.

Interviewer: Were you depressed?

Michael: Well I didn’t want to go on living.

Interviewer: Purely because of the speech?

Michael: Yeah. But after that, I ... came to live with it and accept it, and

understand why it was happening, and I grew more at ease with it.

Paul mentioned in the interview that he was referred to a social worker because he appeared 

depressed but says he felt more fhistrated than depressed.

Extract 11.11
Paul: At some stage, I won’t say it was at the very beginning, but some way

through, I met [Paul names a social worker]. Dr. [Paul names a 

neurologist] had asked me to go and see her. I said, “W hy” and she said,

“you seem fairly depressed”, and I said, “Yeah, I wonder why.” She

said, “I don’t mean it that way, it can be depressing.” I said, “It’s not 

DEPRESSING, i t ' s  frustrating."

11.3.4 Acceptance Versus Resignation

"The final stage o f  the grief response is acceptance. Tanner et al. (1988) differentiate

between acceptance and resignation, proposing that people who are resigned to their
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communication disorder can adopt a fatalistic attitude where the disorder is tolerated 

because the person cannot do anything about it. He/she may still grieve for its loss. 

Acceptance, on the other hand, is regarded as an acceptance o f loss where the person is 

‘emotionally removed’ from the loss. Do these 11 people accept their dysarthria or are they 

just resigned to it? The following section presents data from interviews in an attempt to 

answer this question.

11.3.5 Acceptance

Of the 11 people interviewed, three (Ron, Michael and Robert) satisfy Tarmer et al’s 

definition o f acceptance. Seven (Susan, Maureen, Paul, Miriam, Liam, Karen and Eric) are 

considered resigned rather than accepting of their dysarthria. One person (Donal) 

demonstrates features o f both acceptance and resignation. Ron emphasised throughout the 

interview that he accepts his dysarthria and does not perceive it as a problem. (Extract 10.3). 

He does not grieve for the loss of his previous ability to speak without dysarthria. Robert 

also demonstrated the same acceptance.

Extract 11.12
Interviewer: Has the dysarthria affected your life?

Robert: Well, not really.

He feels he is still the same person as he was before his stroke although he is not as active 

as he was. His hobbies and interests are the same as they were before his stroke. He has 

accepted the changes he has made to his social life because of his speech.

Although Michael’s speech is deteriorating, he demonstrated acceptance o f his dysarthria. 

Extrsct 11 13
Michael: Well in the past I knew I had Friedreich’s /? /  and I knew it was going to

get worse, and I felt hopeless but now I have come to accept it and

expect the things are going to happen, I’ve sort o f acclimatised to it. So, 

now I know that at least I can try harder.

Donal demonstrated elements o f resignation and acceptance in his interview. The statement 

'I ’ve accepted things, it’s happened. I ’ve been there’ suggest acceptance in response to 

questions on his reaction to the onset o f dysarthria. When questioned about changes in his 

ability to cope with dysarthria, he stated that it has got easier.



Extract 11.14
Even though the speech problem has become worse over since it 

started, it’s become worse. It’s become easier because you learn to adapt 

and to cope.

Admitting to others that he has a speech problem is still an obstacle in this acceptance o f his 

dysarthria. This is demonstrated in the following extract from the interview.

Extract 11.15
Donal: But they [his friends] kinda looked at me shocked and said ‘But there’s

nothing wrong with your speech’. It was one o f  the first tim es I actually 

said to somebody “There may not be a lot wrong with it but it plays on 

m e ,... it gets to me, mentally.” It was like acceptance and admitting the 

fact that I have a speech problem and that would be the thing that would 

be holding me back.

Some difficulty with acceptance o f his dysarthria remains as he described his attempts to 

hide his dysarthria.

Extract 11.16
Donal; One of my compensation measures would be if  it [his speech] d idn’t

come out clearly, to pretend it was a funny accent and then repeat i t , ... 

em, louder or more clearly in that funny accent. So, it was a 

compensation measure.

Interviewer: Okay. And do you still compensate in that way?

Donal; A little, yes.

11.3.6 Resignation

The other seven people interviewed (Liam, Paul, Eric, Maureen, Miriam, Susan and Karen) 

are resigned to rather than accepting o f their dysarthria. They adopt fatalistic attitudes where 

the dysarthria is endured because the person perceives that he or she cannot do an}(lhing 

about it. According to Liam:

Extract 11.17
Liam: There are no possibilities of social mtercourse /? / and you must accept

that. /? / 1 have felt it is a fact o f life.

There is evidence that they are still experiencing a sense of loss because of the dysarthria.

Extract 11.18
Liam: But as far as social intercourse, conversation, which is one way to a

social world, that’s gone.
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I’ve had a certain amount o f independence taken a way , . . and 

regardless o f  whether-, although I’ve said I get Tara [P au l’s wife] to 

make enquiries and that, there’s still independence attached where you’d 

like to do things for yourself, you know.

I can’t use the phone, I don’t answer the phone either.

I want to be more sociable and I want to get involved more but it’s hard 

with the speech.

Because of the difficulty with conmiunication, what is the hardest thing 

for you to live with now?

[Long pause] Just the very fact o f  not being able to communicate, or not 

being able to communicate in the same way, not not being able to 

show any emotion or anything.

The information presented in this section suggests that these people with acquired dysarthria 

do not go through the stages of grief response as implied by Tanner et al. (1988). The 11

interviewees exhibit some o f the responses referred to by Tanner et al. Not all people for

example experienced denial or depression. The findings also indicate that the majority of 

people interviewed are resigned to rather than accepting of their dysarthria.

In becoming resigned to or accepting of their dysarthria, it is suggested that these people 

have altered their lives in some way in an attempt to live with this dysarthria. This leads on 

to the next question o f how people with acquired dysarthria adapt to dysarthria.

11.4 Adaptation To Dysarthria

Answering the question o f how people with acquired dysarthria adapt to their dysarthria is 

dealt with using some o f the views expressed in the interviews, with some supporting 

evidence fi'om findings on The Dysarthria Questionnaire and the HISD scale in Chapter 9. 

The exploration o f  accepting dysarthria is extended through applying Charmaz s definition 

of adaptation (see section 3.4). Adaptation according to Charmaz (1995) implies that;

“the individual acknowledges impairment and alters life and self in socially and personally 
acceptable ways.” (p.657)

The following sections examine how people with acquired dysarthria negotiate this process 

of adaptation.

Extract 11.19
Paul:

Extract 11.20
Eric:

Extract 11.21
Maureen:

Extract 11.22
Interviewer:

Miriam:
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11.4.1 People Adapting To Acquired Dysarthria

The same three people who accept their dysarthria (Ron, Michael and Robert) also satisfy 

Charmaz’s definition o f adaptation. All three acknowledge their impairment. Ron has 

altered his life in that he has retrained and is now seeking employment that is more suited to 

his abilities. He feels he has not changed, as a person however there is evidence that he has 

accommodated disability into his identity.

Extract 11.23
I never portray the image o f wanting sympathy. I think, you know 

yourself, the last thing disabled people want is sympathy.

He is optimistic about the future despite the presence o f  a progressive neurological 

condition.

Extract 11.24
Ron; Things will change. I’m very optimistic on that. I ’m intellectual and I’ve

found something that I like and I’m going to get there.

He demonstrates a positive change in self-concept also demonstrated earlier on results o f  

the HISD scale (Table 9.15). He also uses statements such as the following;

Extract 11.25
Ron: I probably would be stronger now, yeah. I think I ’ve done quite well. So

I have been blessed. I have a wide range o f interests and it’s having a 

wide range of interests that makes you happy. I ’m  very lucky. It 

[spinocerebellar degeneration] didn’t affect me intellectually so it’s 

great.

Michael initially reacted negatively to the onset o f dysarthria (see Extracts 10.1 and 10.2).

Extract 11.26
Michael: In the early days, actually I became a recluse.

Interviewer: Purely because of the speech?

Michael: Yeah and my physical inability. But I gradually got over that. I knew I ’d

have to do it or die so-.

Although he expressed a wish that he would like to be more sociable, Michael partakes in 

social activities.

Extract 11.27
Michael: I love classical music and I listen to a lot o f that. I also go out often for

tea or lunch.
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He is not upset by listeners’ requests to repeat or negative responses to his speech (see 

Extract 10.111). There have been positive changes in his self-concept as reflected earlier in 

the scores on the HISD scale (see Table 9.15 and Extract 10.67).

Robert has very mild dysarthria and feels his life has changed little because o f his 

dysarthria. He feels that he is still the same person as he was before the stroke. I f  he has 

experienced a change in self-concept, it is largely attributed to his physical disability rather 

than his dysarthria (see section 10.4.6).

11.4.2 Not Adapting To Dysarthria

The remaining eight people also acknowledge their impairment. However, they have 

adapted their lives to dysarthria using methods that might not be considered ‘personally and 

socially acceptable’ strategies for adaptation. Table 11.3 shows how these eight people 

adapt to dysarthria.

Table 11.3 N egative  A d ap ta tio n  S tra teg ie s  U sed By Interview ees (N=8)

A dap ta tion  To D y sa rth ria
N um ber of 
M entions

Avoid com m unication situations 8
Adopting the role of bystander 6
Avoid people 5
Avoid words 2
Isolation 1

This effect o f acquired dysarthria on communication behaviour is analysed in detail in 

sections 10.7.5, 10.7.6 and 10.7.7. All eight avoid communication situations as a means o f 

adapting to dysarthria (see section 10.7.5). Two people avoid words (see section 10.7.6). 

One person (Liam) uses isolation in an attempt to adapt to his dysarthria. Isolation as an 

adaptation strategy is discussed earlier in section 3.4.1. Six people have adopted the role o f 

bystander in conversations (see section 10.7.7). Paul describes this in the following extract 

from the interviews.

Extract 11.28
Paul: I’ve learned to adapt.

Interviewer: In what way?

Paul: Well, I’ve becom e,.. • what’s the word? Cunning and let other people

speak. As I say for Tara [Paul’s wife] to make enquiries, you know, and 

so forth.”

Page 233



Adopting the role o f bystander may involve the use o f  ‘Passing’ as a means o f  adapting to 

dysarthria. This was described earlier in section 3.4.2. B y not becoming involved in 

conversations particularly with strangers, people with acquired dysarthria may try to hide 

their dysarthria.

While Donal does not avoid communicating in everyday situations such as requesting items 

in shops and speaking when out socially, he has not adapted to his dysarthria as a lecturer. 

Despite an intelligibility score of 100% (see Table 6.3) on the sentence section o f  the AIDS 

assessment, he avoids giving lectures and partaking in debates (see Extract 10.37). As well 

as not adapting through avoiding communication situations, there is evidence that these 

eight people have experienced some changes to self-perception since the onset o f dysarthria. 

This is referred to in section 10.4.6 and confirmed additionally by results o f the HISD scale 

(Table 9.15). This implies that these eight people are not adapting positively to their 

dysarthria.

11.5 Factors Influencing Adaptation

The question o f what might influence adaptation to acquired dysarthria is addressed using 

data from the interviews. From analysis of interview transcripts specific factors were 

highlighted in influencing adaptation to acquired dysarthria. These are outlined in Table 

11.4.

Table 11.4 Factors Associated With Adaptation To Acquired Dysarthria (N=11)

Number Of
_Factors That Influence Adaptation_________________________ Mentions

Social support -  esteem  and companionship ^
Dysarthria a s  a further symptom of a neurological condition 5
Importance of dysarthria relative to other disabilities 4
Pre-morbid personality ^
The invisibility of dysarthria ^
Confirmation and knowledge of medical diagnosis 3
Attitude of listeners to speakers ^
Feeling needed by others ^
Dysarthria influenced by medication ^
Coping with other prejudices outside disability ^
Social support -  financial ^
Coping with other difficulties in life before dysarthria 2
Positive outlook ^
Time post-onset ^
Attitude of speaker to listeners ^
Greater social acceptance of disability ^

^Finding an example of som eone who coped successfully___________ ]________
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11.5.1 Social Support -  Psychological

Social support is defined earlier in section 3.5.4. Both ‘esteem support’'*̂  and ‘social 

com panionsh ip(C ohen  & Wills, 1985), are important in adjusting to acquired dysarthria 

for all interviewees except Ron and Liam. Ron does not find social-psychological support 

important in helping him to adapt to dysarthria.

Extract 11.29
Well I don’t think anybody can help you, psychologically. I think it’s 

down to yourself to, to pull yourself out o f  it. It’s all got to do with your 

outlook, your mental attitude.

In contrast, the following extracts from the interviews highlight the importance o f esteem 

support and social companionship for Donal and Susan.

Extract 11.30
Donal: If there weren’t people who 1 could talk to and say “this happened to

me” or even relate the story of when my speech went bad, if  I didn’t 

have that it would be a lot worse.

Extract 11.31
Susan: The support of my family. It's just 100 percent. I couldn’t do without

them.

Interviewer: Would it be different without that support?

Susan: Yes it would. I dread the day if something happened to Luke [Susan's

husband], I don’t know what I’d do without him.

While it is recognised as important, not everyone has access to the same level o f support. 

Miriam perceives that she does not have any one to confide in apart from her husband. Even 

then, she does not feel able to confide fully in him.

Extract 11.32
Interviewer: Do you have anyone else you are close to, someone you can talk openly

to?

Miriam: No, I haven’t, not even my own family.

Interviewer: Does that make it harder for you to cope generally?

Miriam: It does.

Robert and Karen use other sources o f social support such as day centres and stroke clubs. 

Robert mentioned other people who have greater communication difficulties than him and

Where other people make you feel valued.

Support received from spending time with other people.
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{Caren feels that she can talk to the nursing staff in the day-care centre she attends. Both 

these environments provide some ‘esteem support’ or ‘social companionship’. Not everyone 

may find these environments helpful. Liam, who lives alone, is not keen to meet other 

people with dysarthria (see Extract 10.168).

11.5.2 Dysarthria As A Further Symptom O f A Neurological Condition

Before the onset o f dysarthria, five people (Ron, Donal, Robert, Susan and Eric) had

physical disability because of their neurological illness. Robert had a stroke resulting in 

hemiplegia seven weeks before his second stroke, which left him with dysarthria. For the

other four o f these five people, dysarthria is a further symptom o f their neurological

condition (see section 10.2.2). Donal described how this has facilitated adaptation for him.

Extract 11.33
Donal: I had kind o f put benchmarks down in terms o f  m y M S [m ultiple

sclerosis]. Like “MS w on’t affect me as long as I can still run” and then 

my running went. “It won’t affect me as long as I can still, ...eh, talk and 

speak well” and then my speech went, eh, and then typing. “Once my 

hands aren’t affected I’ll be fine” and then typing started to go. S o , ... it 

was just another thing that went. It was a , ... a progression. So, em, at 

the time it would have been significant but once, um, I’ve accepted  

things, it’s happened.

Having to come to terms with a neurological condition and physical disability may therefore 

be another factor to consider in influencing adaptation to dysarthria and further emphasises 

the relationship between physical disability and dysarthria (see section 10.5). It re

emphasises the importance o f exploring the meaning of acquired dysarthria to the person 

and considering it in the context o f its underlying neurological condition. This subject is 

returned to in Chapter 14.

11.5.3 The Importance O f Acquired Dysarthria Relative To Other Disabilities

This further links in with the importance of exploring the meaning o f dysarthria, referred to 

in section 11.5.2. Perceptions on the importance of speech relative to physical disability 

Were already described in section 10.5.2. Six people (Ron, Michael, Donal, Susan, Miriam 

and Robert) all acknowledged the importance of speech, but physical ability is more 

important to them now. Three (Ron, Michael and Robert) are considered to accept their
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dysarthria (see section 11.3.5) while Donal demonstrates features o f acceptance and 

resignation suggesting that this might be an important factor to consider in adaptation.

11.5.4 Pre-M orbid Personality

Liam feels that his pre-morbid personality helps his ability to adapt to dysarthria.

Extract 11.34
Liam: My make-up suits that way o f life. I know for these sociable people, it

must be very difficult for them.

Donal also suggests that one’s personality can help cope with dysarthria.

Extract 11.35
Interviewer: Why do you think some people cope better than others with dysarthria?

Donal: Neck, just who they are,... character.

Interviewer: Do you mean personality?

Donal: Yeah. Yeah.

On the other hand, adaptation may be made more difficult by the personality o f the person 

before the onset o f dysarthria. Karen described herself as vivacious.

Extract 11.36
Karen: I was a great talker.

She finds she cannot talk to people now because they do not understand her. This may make 

it harder for her to adapt to dysarthria now. Eric says he was always self-conscious. 

Dysarthria may also be more difficult for him to adapt to as it has increased his self- 

consciousness.

11.5.5 The Invisibility O f Dysarthria

The ‘invisibility’ o f dysarthria may be a factor in influencing adaptation. Three people 

(Maureen, Donal and Miriam) refer to ‘hiding’ or ‘disguising their dysarthria. Miriam feels 

that she can hide the dysarthria more readily than her physical disability. This is the reason 

Miriam gives for saying physical ability is more important than speech.

Extract 11.37 „
Interviewer; Which o f the two is hardest tor you

Miriam: The physical, I think. You can hide the speech/?/

Maureen does not agree.
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Extract 11.38
Maureen: With the speech-, say with the legs, you’re sitting down, nobody’s going

to be looking at your legs and how you walk, but the speech is harder to 

disguise. I can say, ‘These shoes are making me skid’ but you can’t say, 

‘I’m dmnk’ or ‘I’m after having /? / ’

Donal uses funny accents to cover-up his dysarthria. None o f  the people interviewed had 

noticeable involvement of the facial musculature (e.g. facial asymmetry), which can be 

associated with dysarthria. Their dysarthria therefore may be easier to hide. Eric has 

reduced facial expression common in Parkinson’s disease. He commented on a facial tremor 

but is not aware o f his lack of facial expression.

Extract 11.39
Eric: /?/ sometimes my lower jaw moves, I am conscious o f  that and I can’t

seem to be able to stop it. /?/

Interviewer: Is that a tremor?

Eric: A tremor, yes.

Interviewer: You know how Parkinson’s can affect the muscles o f your face, do

people ever think you look sad when you are not because o f  your facial

expression?

Eric: No, no. I haven’t come across that problem.

Passing as an adaptation strategy was described in section 3.4.2 and is referred to in section 

10.7.7 with regard to people adopting the role of bystander in conversations. References to 

hiding the dysarthria further suggest that people with acquired dysarthria may attempt to use 

passing as an adaptation strategy. This is a negative adaptation strategy as Breakwell (1986) 

points out:

“it creates a disparity between the subjective and the social experience o f  self, (p.l 19)

The ‘invisibility’ of dysarthria may encourage the use of adaptation strategies such as this 

and may thus be considered a factor in influencing adaptation.

11.5.6 Confirmation And Knowledge O f  Medical Diagnosis

For three people (Maureen, Michael and Paul), knowing the diagnosis has helped adaptation 

as they not only know the cause o f the dysarthria but also the implications of the illness.

Extract 11.40
Maureen: I’m happier now that I know what I have. Beforehand, the speech would

go terrible and I‘d say “Oh my God, what’s happening?” but when I 

knew what I had, I know that’s what’s wrong with my speech.
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Michael described in Extract 11.13 how his knowledge about Friedreich’s ataxia helps him 

to adapt. Paul was given two other diagnoses before Friedreich’s ataxia was diagnosed.

Extract 11.41
But when they told me about i t , ... MS, I got a fright. But then they told 

me spinocerebellar, it d idn’t sound as bad, you know. But again as 

[Paul names neurologist] has told me recently, the spinocerebellar thing 

is Hke an umbrella, it covers a multitude. /? / But now that they have 

Friedreich’s, they know. But then it can only be managed, it can’t be 

treated as such, you know.

11.5.7 Feeling Needed By Others

Two people (Paul and Michael) feel that they have a role within their families and this helps

them to adapt to dysarthria. Paul has experienced a role change at home (see 10.4.1) but still

feels needed by his family.

Extract 11.42
Paul: It’s knowing that I have to go pick up Amy [daughter] to walk down to

the school and knowing that-. Tara [wife] goes out to work and the 

washing needs to be done. Yeah, I can hang out the clothes. I can do that 

ironing. It’s a bit of a focus point, you know.

Michael feels that his family still need him and this is an important influence in helping him 

to adapt.

Extract 11.43
Interviewer: W hat is the strongest influence in helping you to cope?

Michael: Care for my family. I feel they need me and that’s why I keep going.

11.5.8 Dysarthria Is Influenced By Medication Making It Unpredictable

Susan has Parkinson’s disease and mentions that when she is going out socially, she has to 

'organise’ her tablets. She has recently tried different medication, which has made her 

dysarthria much worse. For Eric, changes in medication have had a positive effect.

Extract 11.44
Interviewer: Has your speech changed over the six years.

Eric: Lately it has got better.

Interviewer: W hy is that, do you think?

Eric: The tablets I ’m on are after changing and I ’m  on extra tablets and it

helps.
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At the six-month repeat o f The Dysarthria Questionnaire (section 9.5.1), Susan’s scores 

were lower. When asked about changes over the intervening six months, Susan referred to 

the effects o f changing medication on her speech and her disappointment that the 

medication has not worked. This may therefore be a further factor to consider in adaptation.

11.5.9 Time Post-Onset

A reference to earlier findings on the importance o f time post-onset is made in section 3.5.3. 

A statement made at the end of The Dysarthria Questionnaire (section 9.2.6) further 

suggests that time post-onset may be a factor to consider in adapting to dysarthria. O f the 11 

people interviewed, Michael Susan and Liam have had dysarthria for the longest period. 

Michael has had dysarthria for 23 years and Susan for 12 years. Liam has had dysarthria for 

10 years. Miriam has had dysarthria for the shortest time (two and a half years) in this group 

of people (see Table 6.3). As time has gone on, Michael has found that the dysarthria is 

easier to accept and adapt to (Extract 11.13). Liam (Extracts 11.17 and 11.18) and Susan 

(Extracts 10.56 and 10.147) still encounter difficulty adapting to their dysarthria, as does 

Miriam (Extract 11.22). Both Liam and Susan have recently experienced a further 

deterioration in their speech, which may account for their difficulty accepting and adapting 

to dysarthria. This suggests that time post-onset alone is not a factor in helping to accept 

and adapt to dysarthria particularly when the dysarthria continues to deteriorate.

11.5.10 Coping With Prejudices Outside Disability

Two people mentioned other prejudices that they have had to cope with, which influences 

adaptation. Miriam mentioned that growing old along with dysarthria makes adaptation 

harder.

Extract 11.45
Miriam: I think there is discrimination against older people. AGEISM. -. It

makes me feel very bad. Nobody can be bothered.

Ron has had to cope with other prejudices in the past not related to disability. He feels that 

his experiences dealing with prejudice in other areas has helped him cope with prejudices 

experienced now.

Extract 11.46 . i , r,
Interviewer: Did you ever experience prejudice before this.

Ron: Well I mean you always do. I mean if  you’re a woman, I’m sure you

have experienced prejudice because you are a woman. I’m working
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class and I make no bones or excuses about that. I ’ve suffered prejudice 

because of it. I’ve encountered prejudices all m y life, different things in 

different ways if you want to get on. I f  you w ant to stay where you are 

then there will be no problem. Everybody will love you (laughs). You 

know, once you’re ambitious and you want to get on-, you know. 

Begrudgery, you know, they can pick you up on anything, like you’re 

working class, like you didn’t go to university, you have a speech 

impediment, you have a disability, they will pick you up on anything.

So it doesn’t really matter.

Interviewer: Do you think you are better able to cope with your speech and the ataxia

because you encountered prejudice before this happened to you?

Ron: Probably.

11.5.11 Social Support - Financial

Two people (Maureen and Michael) cite financial support as a factor in helping them to 

adapt to dysarthria. The decision for Maureen to give up work is made easier because o f 

financial support.

Extract 11.47
Interviewer: Do you miss work?

Maureen: No, no. We’re comfortable now so I don’t need to work.

Michael perceives an improvement in medical and social services despite the fact that he 

has had no speech and language therapy in the past.

Extract 11.48
Michael In those d ay s ,... they would have been the, em, the late sixties, the

health board wouldn’t have been as concemed as it is now.

Extract 11.49
Michael: W e ll,.. .also because medically people have become more concem ed

and things are getting better. The services and also the social services 

are looking after me.

11.5.12 Drawing On Otlier Experiences In Life Before Dysarthria

In adapting to dysarthria, two interviewees draw on experiences of other difficult periods in 

their lives and their ability to overcome these difficulties. Susan had to take care o f her 

elderly father while Karen had to deal with cancer.

Extract 11.50
Karen: I keep thinking I’ll get b etter,... ‘cos I had cancer of the bowel in 1984,

... and I got over it.
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n.5.13 Attitude Of Listeners To Speakers

How the speaker perceives the reaction o f listeners is analysed in detail in section 10.6. 

With regard to the influence of listeners’ reaction to adaptation, Paul mentions his difficulty 

accepting the condescending attitudes of others.

Extract 11.51
Oh yeah, it’s hard to accep t,... being able-bodied at one time and Fm  

not saying,... and I hate to admit it that I am unabled but I know  certain 

things have gone down hill but it’s hard to accept when someone is 

talking down to you, you know.

A positive attitude fi-om listeners can be helpful. Two people (Maureen and Michael) 

(section 10.6.2) emphasise the importance of other people knowing that the person has 

dysarthria and ‘making allowances’ as a result.

Extract 11.52
Maureen: People have got used to me and they wouldn’t even have a conversation

with me before. But I find now that they will get involved because they 

know what’s wrong.

11.5.14 Attitude Of Speakers To Listeners

Liam mentions that placing the onus on the listener to understand helps him to adapt to 

dysarthria.

Extract 11.53
Interviewer: Do you have any hunches about why people m ight adapt differently to

different things?

Liam: Well I suppose it’s a self-belief Deafness w ouldn’t be the same in that

people wouldn’t think you were stupid. But you have to be brave, 

single-minded. I was reading recently a biography o f  Stephen Hawking 

/?/ and if people don’t understand you then that’s their hard luck and 

that was typical of the /?/. And I find myself doing that and that was not 

my character beforehand. You become thick-witted about it.

11.5.15 Positive Outlook

Two people (Ron and Michael) mention the importance of a positive attitude in coping with 

dysarthria.

Extract 11.54
Interviewer: Some people are devastated by their dysarthria and others are not, why

do you think that is?
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Ron:

Extract 11.55

I think positive outlook. Very important, to always believe that things 

will be better in the future and if they’re not, so be it, that’s the way 

things are.

Interviewer: How do you cope?

Michael: r n  tell you exactly. By positive thinking,... and trying a little harder.

11.5.16 Greater Social Acceptance Of Disability

Michael feels that there is a greater social acceptance o f  disability, which helps him cope.

Extract 11.56
Interviewer: So even though your speech was only mildly affected in the beginning

and although it is affected a great deal more now, you find it easier to 

cope now?

Michael: Yes, because, eh, more people understand these things. Years ago, if

you had a disability, you were kept locked up. Now you’re out and 

everybody accepts you.

11.5.17 Finding An Exam ple O f Someone Who Coped Successfully

One person (Liam) mentions that he has not been able to find an example o f someone who 

has coped successfully with dysarthria. This has been a factor in his adaptation to 

dysarthria.

Extract 11.57
Liam: When I-, ... when it began to become a problem I looked for literature

on the subject and particularly something which would point to how 

other people had coped. There was nothing available. Most o f my 

enquiries met with a blank stare. People didn’t understand why I was 

looking for something.

Other factors explored were gender and stage of life. These were included as research 

discussed earlier in sections 3.5.1 and 3.5.5 suggest that both these factors are important. 

The opinions o f interviewees on the influence of these factors are presented in the next two 

sections.

11.6 Perceptions Of Gender Differences In Adapting To Dysarthria

During the interviews, people were specifically asked about their perceptions on the role o f 

gender and stage o f life in helping them to adapt to, and cope with dysarthria. People were 

specifically asked whether they felt that gender influenced adaptation and coping with
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dysarthria. Information obtained from this section o f the interviews is used to address the 

question: ‘What are people’s perceptions o f the influence o f gender on adapting and coping 

with dysarthria? The results are summarised in Table 11.5.

Table 11.5 P e rc e p tio n s  Of How G ender Influences C op ing  W ith D y sa rth ria  (N=11)

G ender Of More
P erson M ore No Difficult

With D ifficult Differ For Not
D ysarthria F o r Men e n c e W omen Sure R e a so n
Male 4 Already have to co p e  with prejudice
Male 4 Don’t know any w om en with sp e e c h  problem . May

feel they have to hide it
Male 4
Male 4
Male 4 W omen have a stronger spirit.
Male 4 W omen a re  quieter
Male 4 W omen have m ore positive outlook
Female 4
Female 4 More acceptable for m en to b e  perceived a s  drunk 

than women
Female 4 People think they have b een  drinking
Female 4 “Bad for w hoever h a s  it”
Total 3 3 4 1

There was a range o f perceptions on the role of gender differences. Four people (two male, 

two female) felt it was harder for women to adapt to dysarthria. Two o f the four women 

interviewed felt that dysarthria was easier for men to adapt to as it was more acceptable in 

our society for men to be perceived as drunk. Three of the men felt that it may be easier for 

women as they have a more positive outlook, a stronger spirit and are quieter than men so 

they may cope with dysarthria better than men. The other three people did not see any 

difference and one person was unsure if any gender differences existed. These results do not 

indicate a strong trend in either direction. It does suggest that there may be some cultural 

influences also present. The acceptability of being perceived as being drunk may be more 

acceptable within our culture for men rather than women. The role of culture in interpreting 

the responses in this study is discussed further in Chapter 13 and again in Chapter 14.

11.7 Perceptions On Role Of Stage Of Life In Adapting To Dysarthria

People were also asked whether they felt that their current stage of life influenced adapting 

and coping with dysarthria. Stage o f life is taken loosely to mean the overall context in life

cycle terms in which these people experience dysarthria. Relevant details pertaining to stage



of life for these 11 people with dysarthria are illustrated in Table 11.6. The perceptions of
• 48

how life-stage influences adaptation are detailed in Table 11.7.

Table 11.6 Life-Stage Details For Interviewees (N=11)

Person
With

Dysarthria Life-Stage
Age

(Years) Other Relevant Information
Donal Young adulthood 28 Single. Unemployed. No longer able to worl< as lecturer because of dysarthria. 

Lives v\/ith parents. No children.
Ron Middle adulthood 40 Single. Unemployed but retraining in other Industry. Lives alone. No children.

Maureen Middle adulthood 47 Married. Lives with husband and two teenage sons. Gave up work as a 
hairdresser because of neurological condition.

Paul Middle adulthood 48 Married. Lives with wife and younger children. Older children live nearby. Has 
one grandchild. Homemaker. Forced to give up work outside the home 
because of neurological condition.

Michael Middle adulthood 53 Single. Lives with brother and nephew. Became dysarthric in young 
adulthood. Unemployed. No children.

Eric Late adulthood 63 Married. Lives with wife and grown-up daughters. Forced to give up work as 
carpenter because of physical disability. Became dysarthric in middle 
adulthood.

Liam Late adulthood 65 Single. Lives alone. Became dysarthric in middle adulthood. Forced to give up 
employment because of dysarthria. No children.

Susan Late adulthood 67 Married. Lives with husband and sons. Has two grandchildren. Other children 
live nearby. Homemaker.

Karen Late adulthood 68 Married. Lives with husband. Family do not live nearby. Homemaker but 
unable to carryout any tasks around the house now because of physical 
disability.

Miriam Late adulthood 71 Married. Lives with husband. No children. Retired nurse. Was retired when 
became dysarthric.

Robert Late adulthood 77 Married. Lives with wife. One grown-up daughter who lives nearby. Was 
retired when became dysarthric.

Young adulthood refers here to 18 to 30 age group. Middle adulthood refers to approximately 30 to 60 years 

sge. Late adulthood refers to 60+ years after retirement age.
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Table 11.7 Perceptions On Role Of Stage Of Life In Adapting To Acquired Dysarthria (N=11)

Gender and Age of 
Person With D ysarthria

Easier
At

Current
Life

Stage

More
Difficult

At
Earlier

Life
Stage

More 
Difficult 
At Later 

Life 
Stage

No
Differ
en ce

Not
Sure R easo n

Male, 40 yrs (Ron) 4 4 Harder a s  one ge ts older

Male, 27 yrs (Donal) 

Male, 48 yrs (Paul) 4

4 D epends on whether congenital or 
acquired, acute or progressive 
Hard a t any stage

Male, 77 yrs (Robert) 4

Male, 53 yrs (Michael) 

Male, 63 yrs (Eric) 

Male, 65 yrs (Liam)

4

4

4

4

4

4

Hard a t younger stage, affecting 
employment opportunities etc.
People with congenital condition may 
adapt more easily 
Had to give up work

Female, 67 yrs (Susan) 4 4 Easier when children grown up

Female, 47 yrs (Maureen) 

Female, 71 yrs (Miriam)

4 4

4

Might have been able to put down 
som e sym ptoms to 'old a g e ’ 
Everything harder a s  one ge ts older

Female, 68 yrs (Karen) 

Total 6 5 2

4

3 1

Glad 1 had children reared but cannot 
do all the things they planned

Results indicate a range o f different perceptions. The majority (six people) felt it is easier to 

adapt to dysarthria at the stage of life that they are at now. Five people felt it would be 

harder to cope with at a younger age. Lost career opportunities were cited by two people as 

a disadvantage o f becoming dysarthric at an earlier age. One younger person (Ron) felt the 

dysarthria would have been harder to cope with if he was older as he also would have to 

cope with the difficulties associated with ageing. One person (Miriam) felt it was difficult at 

the stage o f life that she is at now, as “everything gets harder as you get older.” Karen 

referred to unfilled plans to travel when she and her husband had retired. Two people talked 

about the fact that people with congenital rather than acquired dysarthria may find it easier 

to cope with dysarthria. Two women also mentioned that their children were grown-up now 

and that made it easier.

The perceptions o f both the roles o f gender and stage of life in adapting to dysarthria 

demonstrate a range o f opinions on these topics. While different factors may be perceived to 

influence adaptation to dysarthria, how people adapt is also important. This is dealt with in 

the next section.
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11.8 Coping Strategies Used By People With Acquired Dysarthria

Adapting one’s self and life to acquired dysarthria involves using various coping 

strategies.'*^ What coping strategies do people with acquired dysarthria use? This section 

deals with this question by examining the data on strategies used by people with acquired 

dysarthria in this study. Information from the 11 interviews were analysed for evidence o f 

use of specific coping strategies. The results are outlined in Table 11.8 using Viney and 

Westbrook s (1984) classification of coping strategies (see section 3.6) and adding in 

religious belief as Parr (1994) did in her study.

11.8.1 Fatalism Coping Strategy

This is the most common coping strategy noted in interviews with nine o f the 11 people 

using this strategy. Here the person expects and accepts the worst aspects o f the condition 

and its likely outcome. Paul and Michael refer to the facts that Friedreich’s ataxia is 

progressive, that there is no treatment and that their conditions are deteriorating.

Table 11.8 Coping S tra teg ies Used By People With Acquired Dysarthria At The Time Of Interview

Person
With

Dysarthria Fatalism
Inter

personal Escape Action Control O ptim ism Religion
Ron 4 4 4
Dona! 4 4 4 4
Susan 4 4 4 4
Maureen 4 4 4 4
Paul 4 4
Robert 4 4 4
Michael 4 4 4 4 4
Miriam 4 4 4
Liam 4 4 4
Karen 4 4 4
Eric 4 4

Total 9 7 4 4 4 4 4

Statements such as the following from Eric, Robert and Liam are some examples o f  

fatalistic coping styles.

Extract 11.58 , , , c
Interviewer: How have you coped with the dysarthria over the years,

Eric: You adjust to it, there’s nothing can be done about it.

Extract 11.59
Robert: You have to come to terms with it, you know.

Defined by Bury (1991) as the actions taken to mobilise resources and maximise favourable outcomes.
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Extract 11.60

I think the main thing is to accept the fact that you can’t communicate 

and adapt your life to that otherwise you are banging your head against 

walls.

11.8.2 Interpersonal Coping Strategy

This involves turning to other people as a resource for help and support in dealing with 

dysarthria and is the next most popular strategy. It is evident that seven o f  the 11 people use 

this mode o f coping. Susan, Michael, Donal, Maureen, Paul and Eric refer to needing and 

receiving support from family and friends. Robert enjoys attending his local stroke group 

for support. This links in with data on the importance o f social support in adapting to 

dysarthria (section 11.5.1). However, while recognising the importance o f social support, 

people like Miriam and Karen may not have access to this support. This coping strategy 

may be very important for Karen, as she may have used an interpersonal coping strategy in 

the past.

Extract 11.61
Karen: Yes. I used to love people. People used to tell m e their . . .  their ills and I 

used to answer them. /? / . ! , . . .  I was a good listener.

Interviewer: Has that changed? Are you still a good listener?

Karen: /? /

Interviewer: Do you still listen to friends now?

Karen: Yes. I d o , ... but I can’t talk to them.

Because o f  her dysarthria, she is unable to use this coping strategy now.

Extract 11.62
Interviewer: What about your children?

Karen: They don’t understand me. /? / One is a [nam es s o n ’s profession ] and he

doesn’t understand me. Muriel [daughter] is in the bank in [names 

town] and she doesn’t understand me. And Zo6 [another daughter] is 

married down in [names place], and Gary... [K aren describes her son  

G ary ’s jo b ]  and he doesn’t understand m e , . . .  and I give up.

Karen: M y husband ... is the hardest. He doesn’t listen. ... My daughter and

m y son are also not easy.

Interviewer: Why?

Karen: They don’t understand me.

h  this population o f people with acquired dysarthria, coping strategies such as control, 

escape, action, religion, and optimism were in evidence to the same extent. Four o f the 11 

people interviewed exhibited some use o f these strategies, often at the same time.
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11.8.3 Escape Coping Strategy

This coping strategy is defined as avoidance or denial o f the condition. As discussed earlier 

in section 11.3.1, complete denial of dysarthria was not apparent in any o f the interviewees. 

While eight people avoid situations and two people avoided words (see Table 11.3), there is 

evidence that only four people attempt to conceal dysarthria in certain situations. Donal uses 

funny accents in an attempt to hide his dysarthria. Miriam sometimes tries to hide her 

dysarthria also.

Extract 11.63
Miriam: I usually falsely, would say “I’m  a little hoarse.”

Earlier quotes by Maureen (Extracts 11.38) refer to her disguising her dysarthria. Some use 

of escape as a coping strategy is also apparent when Maureen admits that she would prefer 

if she were never told about her medical condition although she is glad now that she knows. 

Karen, who is significantly dysarthric, occasionally blames her husband’s hearing for her 

difficulty in communicating with him (see section 11.3.1).

Extract 11.64
Interviewer: What upsets you the most?

Karen: My husband not -

Interviewer: Your husband not?

Karen: M y husband n o t ... being able to understand m e. .. .  I think he must

have a hearing problem.

11.8.4 Action Coping Strategy

This strategy is defined as any activity that the person embarks on to find out about or 

creates changes in the condition. Four interviewees demonstrate evidence o f  using this 

strategy. With regard to finding out more about the condition (i.e. either the dysarthria or its 

aetiology), Liam has attempted to find out about other people s experiences o f  living with 

dysarthria, but some people do not wish to find out any further information about their 

condition.

Extract 11.65 , ,  ,
Maureen: When I found out there was somethmg wrong with my cerebellum, I

didn’t go home and look it up in the computer, whereas he [her  

husband] would. I just take it that I have it and that’s it.
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With regard to activities that the person embarks on to improve the condition, Donal uses 

strategies leamt to improve communication.

Extract 11.66
Donal; i more aware o f  the other things like, i f  your speech is a little poor,

maybe to do a couple o f  exercises. To make sure you have water, to 

make sure you take breaks, to make su re ,... you know.

Michael made two references to trying harder.

Extract 11.67
Michael: Now I know that at least I can try harder.

Susan purchased a wheelchair so that she can go out more socially.

Extract 11.68
Interviewer: What helps you cope?

Susan: You’ve no alternative. Its either that or stay at home. That why we got

the wheelchair.

She also tried out new medication to try to improve both her speech and her physical 

mobility. Parr (1994) noted that mainly younger people (i.e. under 65 years) used this 

strategy. While three o f the four people who used this strategy were under 65 years, others 

such as Paul, Ron and Maureen who are also under 65, did not.

11.8.5 Control Coping Strategy

As a coping strategy, this is defined as any response in which the person shows that he or 

she is gaining control over the condition. Five interviewees demonstrate use o f  this strategy 

t̂ some stage in the course o f their illness. It is suspected that although Paul has used 

control to cope with his speech and physical disability in the past (he took over his wife’s 

role in the home and leamt new computer and keyboard skills), there is evidence o f a 

decline in use o f  this strategy as the disease progresses. Recently he had a negative 

experience when out socially with his family and following this, he says he is not going to 

80 out any more (see Extract 10.131). He also avoids more communication situations.

Extract 11.69
Paul: I am inclined to hold back, not ask questions, you know. Also, you

know I usually accept things. People make a statement and I m ightn’t 

agree with it, but because I have to get into a conversation on a one to 

one, I w on’t do it.
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There is support for the contention that four people still use this strategy at the time of the 

interviews. Ron has retrained in another area and is not concerned about his dysarthria. He 

is determined that other people will not undermine him (see Extract 11.46).

Susan talked about gaining control over her dysarthria and her Parkinson’s disease.

Extract 11.70
Susan: I’d feel terrible if I let the Parkinson’s get me down.

Maureen has started to go out socially again.

Extract 11.71
Interviewer; And what was the best time?

Maureen: As I said earlier, the week before last, I went down [to the pub] and I

got involved in conversation. 1 don’t know if it was because they knew 

what was wrong or what but I came out and I felt REALLY great.

Although it could be considered a negative use of control as a coping strategy, Liam is 

gaining control through isolating himself from others and keeping social contacts to a 

minimum (Extract 10.73).

11.8.6 Optimism Coping Strategy

This coping strategy is described as one where the person is optimistic about the condition 

and its likely outcome. This is evident in Ron, Michael and Susan. As stated earlier, both 

Ron and Michael referred to the importance of positive outlook (section 11.5.15) and use an 

optimistic coping strategy.

Extract 11.72
Ron: Things will change. I’m very optimistic on that.

Extract 11.73 , , , • , ^
Ron; Very important, to always believe that things will be better in the future

and if they’re not, so be it, that’s the way things are.

Susan tries to be optimistic about her dysarthria.

Extract 11.74 ,
Susan; I try to make out that I’m not too bad.

Karen made a statement earlier (Extract 11.50) regarding her recovery from bowel cancer 

snd her hopes to get better. This could be regarded as optimistic, however, this is not the 

coping strategy that I perceived to be predominant in helping Karen to adapt to her
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dysarthria. Karen’s coping strategies throughout the interviews were o f  escape and religion 

dominated by lack of, rather than presence of, control or action coping strategies.

11.8.7 Religion Coping Strategy

This coping strategy is used when the person draws on his or her spiritual beliefs to help 

cope with the dysarthria. Four people (Robert, Miriam, Karen and Michael) referred to

religion in their interviews. Robert and Miriam talked about its importance in response to

questioning but both Karen and Michael volunteered that it is important in helping them to 

cope.

Extract 11.75
Interviewer: What helps you to cope?

Karen: Prayer. I say the rosary every day , ... to Our Lady. [Long pause] It helps

me get through.

Extract 11.76
Interviewer; Does that help you cope?

Michael; Yeah. Well when you have no one else, you always turn to the Man 

above^° (laughs).

11.8.8 Summary

These findings suggest that the people with acquired dysarthria who were interviewed use a 

combination o f coping strategies. The most popular strategy used is a fatalistic one. These 

results are similar to Viney’s and Westbrook (1984) findings in patients with chronic illness 

and Parr’s (1994) findings on coping strategies in people with aphasia. This will be 

discussed fiarther in Chapter 14.

11.9 Relationship Between Impact Accepting, Adapting And Coping 

With Acquired Dysarthria

At the beginning of the chapter, the question was posed whether differences in impact 

scores for Ron and Paul could be accounted for by differences in acceptance o f dysarthria. I 

selected Ron and Paul, as they are both relatively close in age. Ron is 40 and Paul is 48. 

Both have progressive neurological conditions and have similar speech intelligibility scores 

on the sentence section o f  the AIDS assessment. Paul has a score o f 95% while Ron has a 

score of 94%. Both have similar scores on the Barthel Index although Paul has slightly more

° Reference to God.
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involvement o f  hand function. However, on The Dysarthria Questionnaire, Ron had an 

impact score o f 213 while Paul had a score o f 111, suggesting that Paul’s dysarthria has a 

greater impact on him.

Data from all three main sections of this chapter will be used in an effort to answer this 

question. In section 11.2, it was stated that Ron does not experience significant loss because 

of dysarthria. Paul does. Ron accepts his dysarthria and Paul does not; he is resigned to his 

dysarthria (see sections 11.4.2). Ron adapts to his dysarthria. He experiences positive 

changes to his self-concept and he has adapted his life in a positive way (see section 11.4.1). 

In contrast, Paul experiences negative changes to his self-concept (Table 9.15) and he 

adapts to his dysarthria through avoiding communication situations. Dysarthria is not more 

important than physical ability^’ for Ron while speech is most important for Paul;

Extract 11.77
Interviewer; Can I ask you one last question? H ow  important is speech and 

communication to you? Is the physical ability more important?

Paul: [Long pause]. No, the verbal thing, you know, to be able to walk into a

shop and say “Can you tell me how much are the brown pair o f  shoes 

with tassels in the front.”

Ron experienced physical disability before dysarthria while Paul experienced dysarthria 

first. Both m en’s neurological conditions are deteriorating with Paul experiencing a more 

rapid deterioration. Ron has had to cope with prejudices outside o f disability, which may 

influence adaptation. Paul finds it difficult to cope with other people’s attitude to his speech 

(see section 11.5.13) while Ron does not mind. Ron has a positive outlook not evident in 

Paul. Ron uses a combination of control, fatalism and optimistic coping strategies while 

Paul uses a combination o f  fatalistic and interpersonal coping strategies.

These comparisons on just some of the factors highlight the complexity o f the relationship 

between the impact o f acquired dysarthria and adaptation and coping. It is extremely 

difficult to isolate specific factors that might account for these individual differences in the 

impact o f dysarthria on the speaker. One could argue that Ron accepts and adapts to his 

dysarthria because it has little impact on him. On the other hand, he may experience little 

impact as he accepts his dysarthria, adapts well and uses positive coping strategies such as 

control and optimism. This issue will be taken up again in Chapter 16.

Both have the sam e level of physical disability (see Table 6.4).
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11.10 Summary And Conclusions

Data presented in this chapter broadens our understanding o f the experience o f accepting, 

adapting to, and coping with dysarthria. To date there has been little i f  any information on 

this topic in relation to acquired dysarthria. The views presented here confirm that the 

majority but not all people with dysarthria in this study experience loss because o f  acquired 

dysarthria. They do not experience a grief response as described by Tanner et al. (1988) 

although they do exhibit anger and frustration. The majority o f people are resigned rather 

than accepting o f  their dysarthria. They adapt to dysarthria in a negative way. A number o f 

factors can influence adaptation and these must be taken into consideration in the 

management o f dysarthria. Fatalism and interpersonal strategies are the most common 

coping strategies used. These are also the most popular strategies used in Parr’s (1994) 

study of people with aphasia. This theme is pursued further in Chapter 14.

These findings highlight the fact that people accept, adapt to and cope with dysarthria in a 

variety o f ways emphasising the complexity of the process o f adapting and coping with 

dysarthria. These results suggest that it is perhaps naive to look at whether impact scores 

between Ron and Paul can be accounted for simply by differences in acceptance, adapting 

or even use o f coping strategies. Although the outcomes in this chapter are based on data 

obtained from a small, diverse group of people with acquired dysarthria, they have 

implications for therapeutic management for other people with acquired dysarthria, as will 

be highlighted in Chapter 16.

This chapter has tried to explore how people with acquired dysarthria live and cope with 

their dysarthria through the words of people with dysarthria. Nevertheless, how do these 

people’s views relate to the perceptions of others in their lives -  their informal and formal 

carers, family and fnends? Do others really understand what it is like to have dysarthria? 

The following chapter asks ‘Do we understand?’ and examines differences in perception 

between people with acquired dysarthria, their primary communication partners, speech and 

language therapists and naive listeners.
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12. PERCEPTIONS OF THE DYSARTHRIC SPEAKER 

VERSUS PERCEPTIONS OF OTHERS

12.1 Introduction

This thesis is concerned with understanding the impact o f acquired dysarthria from the 

speaker’s perspective. The data presented in this chapter considers whether this perception 

differs from the perceptions of other people, specifically spouses, close fnends and family 

(primary communication partners) as well as speech and language therapists.

Two questions are posed. The first question relates to the perceptions o f  people with 

acquired dysarthria compared to their primary communication partners. The in-depth 

interviews suggested that some people with acquired dysarthria felt that their spouses and/or 

families did not appreciate the impact that dysarthria had on them (section 10.4.5). The 

second question concerns whether people with acquired dysarthria share other people’s 

perceptions o f their dysarthric speech.

The dysarthria severity ratings for people with acquired dysarthria in this study are based on 

the ratings o f others using the sentence section of the Assessment o f Intelligibility for 

Dysarthric Speech (AIDS). It cannot be assumed that people with acquired dysarthria share 

these perceptions o f severity. Ron, for example, with an intelligibility score o f  94% on the 

a id s  (Table 6.1) stated that he was unaware of his dysarthria until he was referred for 

speech and language therapy (Extract 10.162). Karen, with an intelligibility score o f 61%, 

said she thinks she is speaking perfectly (Extract 11.4). Meanwhile Donal, with an 

intelligibility score o f 100%, says his friends are unaware of his dysarthria but he is so self- 

conscious about it that he no longer gives lectures (Extract 11.15). Given that one o f aims o f 

this thesis is to understand the impact and experience of acquired dysarthria fr’om the 

speaker’s perspective, it would be incomplete without some examination of the perceptions 

of people with acquired dysarthria not only of their own speech but also their perceptions o f 

the speech o f other people with dysarthria.

The first part o f  this chapter presents data on the perceptions o f impact o f people with 

acquired dysarthria and their primary communication partners. Results from The Dysarthria 

Questionnaire for Primary Communication Partners are described. The total impact scores
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from this questionnaire are compared with the impact scores from The Dysarthria 

Questionnaire completed by the dysarthric speakers detailed in Chapter 9.

The second part o f the chapter addresses the question o f people’s perceptions o f dysarthric 

speech. Data on the perceptions of three groups o f listeners (people with dysarthria, speech 

and language therapists and naive listeners) was obtained using a direct magnitude 

estimation (DME) scale. The scale and the procedures for this task are described earlier in 

Chapters 7 and 8. Two tests were applied. In the first test ( ‘Set A ’ speech samples), data on 

how people with acquired dysarthria perceive the speech intelligibility o f other people with 

dysarthria is examined. These perceptions are compared with the perceptions o f  speech and 

language therapists and naive listeners. Descriptive and statistical analyses are applied to 

examine if  there are variations between the three sets of listeners. In the second test ( ‘Set B ’ 

speech samples), the people with acquired dysarthria give their perception o f the 

intelligibility o f their own speech. This perception is once more compared with the 

perceptions o f speech and language therapists and naive listeners. Descriptive and statistical 

analyses are again applied to examine if there are variations between the three groups o f 

listeners. The chapter concludes with a summary of the data findings.

12.2 Perceptions Of Primary Communication Partners Versus People 

With Acquired Dysarthria

Thirty communication partners completed The Dysarthria Questionnaire for Primary 

Communication Partners. Table 6.7 summarises relationships between these primary 

communication partners and people with acquired dysarthria. The mean score per statement 

on The Dysarthria Questionnaire For Primary Communication Partners for each person was 

calculated. These mean scores were compared with 30 mean scores obtained on The 

Dysarthria Questioimaire completed by people with acquired dysarthria (Table 12.1).

The grand mean scores for both speakers and primary communication partners is almost 

identical (2.851 versus 2.852) suggesting little difference between both groups o f people 

'vhen measuring the impact of dysarthria on individuals. A two-tailed paired-sample t test 

confirms that there is no statistically significant difference in perceptions of impact between 

the speakers and their primary communication partners (t-0.010, df=29, p-0.992).
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Table 12.1 Comparison Of Impact Scores on The Dysarthria Questionnaire And The Dysarthria 

Questionnaire for Primary Communication Partners (N=30)“

Person with 
Dysarthria

Impact Score 
on the 

Dysarthria 
Questionnaire

Mean
Score

Communication
Partner

Impact Score on 
Communication 

Partner 
Questionnaire

Mean
Score

Karen 90 1.88 Husband 102 2.32
Georgina 95 1.98 Sister 67 1.52
Vicky 100 2.08 Close female friend 100 2.27
Sarah 104 2.17 Mother 110 2.50
Joan 104 2.17 Mother 134 3.05
l\4iriam 106 2.21 Husband 119 2.70
Joseph 108 2.25 Sister 106 2.41
Paul 111 2.31 Wife 126 2.86
Roger 113 2.35 Wife 151 3.43
John 116 2.42 Wife 78 1.77
Declan 120 2.50 Wife 103 2.34
David 124 2.58 Wife 107 2.43
Eric 126 2.63 Wife 121 2.75
Gladys 128 2.67 Sister 143 3.25
Michael 130 2.71 Nephew 119 2.70
Donal 131 2.73 Mother 155 3.52
Maureen 132 2.75 Husband 109 2.48
Robert 137 2.85 Daughter 121 2.75
Patrick 145 3.02 Wife 105 2.39
Susan 147 3.06 Husband 127 2.89
Fred 156 3.25 Female home-carer 164 3.73
Peter 156 3.25 Daughter 95 2.16
Maire 157 3.27 Daughter 110 2.50
Walter 165 3.44 Wife 156 3.55
Jane 166 3.46 Husband 159 3.61
Rory 175 3.65 Wife 158 3.59
Clara 177 3.69 Daughter 152 3.45
Olwen 184 3.83 Sister 136 3.09
George 190 3.96 Wife 136 3.09
Ron 213 4.44 Sister 195 4.43
Grand Mean 2.851 2.852

12.3 Comments Made On The Dysarthria Questionnaire For 

Communication Partners

As with The Dysarthria Questionnaire, respondents were invited to make comments at the 

end of each section of the questionnaire. Nine of the 30 primary communication partners 

added coimnents (appendix 25). Based on an analysis of the themes that emerged from 

these comments, they were categorised into four groups.

”  The D ysarthria Q uestiom iaire has a total o f  48 questions. Some o f  these questions were no t re levant for the 

C omm unication Partner Q uestionnaire , w hich  has a total o f 44 questions. W hile the total im pact scores for the 

two questionnaires are no t d irectly  com parable because o f  the different num ber o f  questions, the m ean  scores 

We directly com parable.
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a) Changes noted in the person,

b) Other people s reactions to the speaker,

c) Strategies that help communication,

d) Dysarthria relative to other difficulties.

12.3.1 Changes Noted In The Person

Jane’s husband noted that she is still always friendly. Robert’s daughter commented that she 

feels the stroke has changed her father as a person. Maire’s daughter wrote:

“Maire withdraws from conversation rather than stretch or tax her speech. Thus she has become 
introverted.”

12.3.2 Other People’s Reactions To The Speaker

Through comments on the questionnaire, some primary communication partners 

demonstrated an awareness of how people can react negatively to the person with acquired 

dysarthria. Robert’s daughter noted that people get embarrassed about her father’s speech 

and avoid talking to him as a result. She wrote;

“People talk over him.”

She voiced her fhistration with other people’s failure to consider her father’s 

communication needs. She wrote:

“He explains when out socially that he cannot talk while eating. People generally, if he is not on a
one-to-one, do not wait for him to talk and end up talking among themselves. This makes me
mad.”

“He gets mad when my mother forgets and talks to him while he is eating, understandably.

Donal’s mother commented:

“When he [Donal] gets tired in company and has to rest, at times it is misunderstood for boredom.”

“People think his slurred speech is from drinking.”

12.3.3 Strategies That Help Communication 

Maureen’s husband commented:

“I feel that if people know about her problem, she is more at ease with herself and can speak 
better.”

Jane’s husband wrote:

“When strangers appear puzzled, she mentions Parkinson s.
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He also added that he feels it is important for her to accept the speech problem and try to 

ignore:

“The negative attitude of some people.”

Donal’s mother wrote:

Make sure you re to show patience, concern and understanding.”

12.3.4 Dysarthria Relative To Other Disabilities

Four primary communication partners place dysarthria in context. V icky’s friend 

commented:

“Vicky’s speech problem, although causing problems, is not her main concern. Her respiratory, 
atrophy and other related problems are her main concerns.”

Joseph’s sister wrote:

“He has a lot more physical problems as well as speech.”

Fred’s carer noted that maintaining his independence, being able to walk and do things for 

himself are also important to him. Robert’s daughter wrote:

“His speech is only part o f the reason he has become somewhat socially isolated.”

She referred to the effect o f Robert’s physical disability on him:

“He feels people see him as ‘the old fella in the wheelchair! ’ People in general don’t give a damn 
about a person in a wheelchair.”

Themes that emerged from responses on The Dysarthria Questionnaire (Chapter 9) and in- 

depth interviews with speakers (Chapter 10) re-emerge again in these comments. Themes 

such as listeners avoiding or ignoring the person with acquired dysarthria, the perception 

that the person has been drinking, changes to communication behaviour are all mentioned. 

The importance o f dysarthria relative to other disabilities is also re-emphasised.

12.4 Reliability O f Respondents

As with The Dysarthria Questiormaire, the reliability of respondents was checked by 

rewording and repeating one statement in each section of the questionnaire. The responses 

of primary communication partners to these statements are detailed in Tables 12.2, 12.3,

12.4 and 12.5. Overall, primary communication partners had a higher number o f ‘Not Sure’ 

responses than people with acquired dysarthria on these repeat statements. This is to be 

anticipated as many o f the statements relate to personal feelings of the speaker about
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dysarthria. It may also suggest that there are some limitations to the questiormaire. These 

are discussed in section 15.3.

12.4.1 Section A: ‘The Effect Of Dysarthria On The Person’

Initially, it appeared as if  there was good reliability of responses to this section (Table 12.2). 

Table 12.2 ‘The Effect Of Dysarthria On The Person’: Responses To Repeat Statements 2 & 10 (N=30)

Statement
Negative Scores 
(Scores of 1 or 2)

Positive Scores 
(Scores of 4 or 5)

2 Even when not speaking s/he feels that 13 16
s/he is a different person now

10 His/her speech difficulty has not changed 10 20
him/her fundamentally as a person

However, on closer investigation, four of the 30 primary communication partners were 

found to have given contradictory answers to the repeat statements. These were the primary 

communication partners of Sarah, Joseph, Walter and Ciara. Statistical analysis was carried 

out using a chi-square test, which confirmed that responses were reliable with no significant 

differences in answers to both statements (X'^=0.077, p=0.431) indicating that the responses 

were reliable.

12.4.2 Section B: ‘Accepting Dysarthria’

A chi-square test (X^=0.810, p=0.112) on the responses to repeat statements on this section 

(Table 12.3) indicated that, taken as a whole, there were no statistically significant 

differences between both sets o f scores.

Table 12.3 ‘Accepting Dysarthria’: Responses To Repeat Statements 2 & 9 (N-30)

Statement
Negative Scores 
(Scores of 1 or 2)

Positive Scores 
(Scores of 4 or 5)

^ S/he gets mad when people do not 18 8
understand him/her 

9 S/he does not get angry when s/he 15 13
cannot make him/herself understood -------

This was despite the fact that again, a more thorough examination of the responses revealed 

that the primary communication partners of Sarah, Joseph, Paul and Gladys gave 

contradictory answers.
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12.4.3 Section C: ‘How S/he Feels Others React To His/Her Speech’

Again, five people gave contradictory responses to the repeat statem ents in  this section 

(Table 12.4). These were the primary communication partners o f  Roger, John, Declan, 

Gladys and Walter.

Table 12.4 ‘How S/he Feels Others React To His/Her Speech’: R esponses To Repeat S tatem ents 2 & 10 

(N=30)

Statement
Negative Scores 
(Scores of 1 or 2)

Positive Scores 
(Scores of 4 or 5)

2 S/he doesn’t care what people think of 20 5
his/her speech

10 Other people’s opinions of his/her speech 17 9
matter to him/her

Statistical analysis using a chi-square test {X^=Q.11>2, p=0.129) indicated that there are no 

significant differences overall between responses to both statements confirm ing intra-rater 

reliability.

12.4.4 Section D: ‘How Dysarthria Affects His/Her Communication With Others’

On this section o f  the questionnaire, a greater number o f primary com m unication partners 

gave contradictory answers to the repeat statements. Six o f the 30 prim ary comm unication 

partners (the partners o f  Joan, Eric, Gladys, Maureen, Susan and Peter) contradicted 

themselves on responding to these repeated statements. However, statistical analysis using 

the chi-square test (^ = 0 .0 2 4 , p=0.516) indicated no significant differences in overall 

replies to these statements implying good intra-rater reliability (Table 12.5).

Table 12.5 ‘How Dysarthria Affects His/Her Communication With Others’: Responses To Repeat 

Statements 2 & 10 (N=30)

Negative Scores Positive Scores

Statement (Scores of 1 or 2) (Scores of 4 or 5)
13 ̂ His/her social life has not changed as a 16

result of the dysarthria
17 1110 The difficulties s/he has with speech

restrict his/her social life

The responses to The Dysarthria Questionnaire For Primary Communication Partners 

showed more contradictory responses than the responses to The Dysarthria Questionnaire. 

Possible reasons for this are discussed in the section 15.3.
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12.5 Perceptions Of Intelligibility O f Dysarthric Speech: People With 

Dysarthria Versus Speech And Language Therapists Versus Naive 

Listeners

In this section, different groups of listeners were asked to rate the intelligibility o f two sets 

of speech samples:

a) Set A ’ Speech Samples: 20 people with acquired dysarthria rated the intelligibility 

o f speech o f 11 people (10 with dysarthria, one without dysarthria). Ten female 

speech and language therapists and 20 naive listeners (10 male, 10 female) also rated 

the intelligibility o f the speech of these same 11 people.

b) ‘Set B ’ Speech Samples: 20 people with acquired dysarthria rated the intelligibility 

o f their own speech. Ten female speech and language therapists and 20 naiVe 

Hsteners (10 male, 10 female) also rated the intelligibility o f the speech o f the 20 

people with acquired dysarthria.

12.6 Data Normalisation

The tests were carried out using a direct magnitude estimation (DME) scale, a technique 

that requires the resulting scores to be normalised so that statistical analysis can be carried 

out on the data. The procedure for normalising this data has already been described in 

section 8.9.2.

12.7 Analysis of Perceptions: ‘Set A’ Speech Samples

The first test examined the perceptions of intelligibility o f the Set A speech samples. 

People with acquired dysarthria, speech and language therapists and naive listeners rated the 

speech samples (a higher score indicates a higher perceived intelligibility, and vice versa). 

The raw data was initially reduced by dividing by 10 for ease of calculation. Variance 

existed in the data because o f individuals’ preferences for working in different number 

ranges. The geometric mean scores for the three groups of listeners are shown in Table 12.6 

before normalisation. The steps taken to prepare the data for analysis are described next.
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Table 12.6 Geometric Means Of ‘Set A’ Speech Samples Prior To Normalisation (Three Groups of 
Listeners)

Sample

Intelligibility of 
Speech Samples 

(AIDS)

Geometric IMeans 
(People with 
Dysarthria)

Geometric IVIeans 
(Speech & 
Language 

Therapists)
Geometric Means 
(Naive Listeners)

1 23% 0.44 0.12 0.17
2 48% 1.06 1.07 1.52
3 57% 2.47 2.02 2.10
4 61% 1.24 1.37 0.86
5 69% 3.54 4.31 3.80
6 84% 3.18 3.33 4.02
7 84% 3.93 3.46 4.30
8 80% 2.17 3.19 2.97
9 97% 4.92 5.47 5.55
10 99% 3.92 3.93 4.95
11 100% 7.84 9.12 8.26

Geometric
Mean 2.47 2.32 2.47

12.7.1 Data Normalisation

Although the geometric means for each category o f listener appear similar, there were major 

variances at the level o f  the individual listener with geometric means ranging from 1.09 to 

7.60^  ̂ (see appendix 26 for raw data). The variations were eliminated by following the steps 

outlined in section 8.9.2 and all scores were normalised to give a grand geometric mean '̂* 

for all listeners o f  2.44 (Table 12.7).

”  These variations are due to the nature of the scoring employed by each individual scorer using the direct

magnitude estimation (DME) technique described in Chapter 8.

The grand geometric mean can be thought o f as the ‘geometric mean o f all individual geometric means’.
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Table 12.7 Analysis Of Variance (ANOVA) On Geometric Means Of ‘Set A’ Speech Sam ples Following 
Normalisation (N=20)

Intelligibility 
of Speech 
Samples

Geometric 
Means 

(People with
Sample (‘Set A’) Dysarthrial

1 23% 0.43
4 61% 1.23
8 80% 2.15
2 48% 1.04
6 84% 3.15
5 69% 3.49
10 99% 3.87
3 57% 2.44
7 84% 3.88
9 97% 4.86
11 100% 7.74

Grand
Geometric 2.44

Mean

Geometric 
Means 

(Speech & 
Language 

Therapists)

Geometric
Means
(NaVve

Listeners)
Significance 

 P<
0.12 0.17 9.974 0.01
1.44 0.85 3.651 0.05
3.34 2.93 3.460 0.05
1.12 1.50 1.933 Not significant
3.50 3.98 1.729 Not significant
4.52 3.76 1.526 Not significant
4.12 4.89 1.129 Not significant
2.12 2.07 1.097 Not significant
3.63 4.25 1.081 Not significant
5.74 5.48 0.380 Not significant
9.57 8.16 0.084 Not significant

2.44 2.44

12.7.2 Differences In Perception Of Speech Intelligibility Between Speakers, Speech 

And Language Therapists And Naive Listeners

Using the normalised data, a one-way analysis of variance (ANOVA) was computed to 

determine if  differences existed between the three groups o f listeners. Results indicated 

potentially significant differences in the scores for three of the 11 speech samples. The most 

significant difference was for Sample 1 (F (2,47)=9.974; p<0.001). A Post Hoc Scheffe test 

confirmed that the difference was significant at the 0.01 level. This was a speech sample 

which had the lowest intelligibihty of all 11 speech samples, scoring 23% on the AIDS 

intelligibility assessment. People with acquired dysarthria scored the intelligibility o f speech 

Sample 1 significantly more leniently than either the speech and language therapists or the 

naive listeners. Speech Samples 4 and 8 also showed potentially significant differences 

although these were not confirmed using a Post Hoc Scheffe test. There were no significant 

differences on any o f the other speech samples.

12.7.3 Differences In Perceptions Between Trained And Untrained Listeners

The question o f whether differences exist in the perceptions of speech intelligibility 

between trained (i.e. speech and language therapists) and untrained (i.e. naive listeners) was 

addressed first by examining their perceptions of the intelligibility of Set A speech 

samples. A Wilcoxon matched-pairs signed-ranks test (two-tailed) indicated that there were 

no significant differences between both sets of scores (Z=-0.311; p=0.756). A sign test
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confirmed (p 1.000) that naive listeners did not score the ‘Set A ’ speech samples 

significantly differently to the speech and language therapists.

12.7.4 Intra-Rater Reliability For ‘Set A ’ Data

At the end o f the ‘Set A’ speech samples, one sample was repeated. Listeners were not 

informed that they had heard this speech sample earlier in the task and were asked to re- 

score this sample. The results of these repeat scores are shown for the three groups o f 

listeners in Table 12.8 (people with acquired dysarthria), Table 12.9 (speech and language 

therapists) and Table 12.10 (naive listeners).

Table 12.8 ‘Set A’ Repeated Raw Scores Of The People With Acquired Dysarthria (N=20)

Person With 
Dysarthria

1"
Score

2na

Score
Ron 70 70
Vicky 150 100
Declan 180 350
Liam 300 300
George 150 200
Paul 400 400
Eric 700 900
Fred 500 400
IVIaureen 200 350
Rory 400 500
Susan 200 250
Donal 200 150
Miriam 300 350
John 750 800
Olwen 700 600
Michael 400 400
Karen 600 600
M^ire 300 400
Peter 950 650
Robert 500 800

Table 12.9 ‘Set A’ Repeated Raw Scores (Speech & Language Therapists) (N-10)

Speech and 
Language 

. Therapist
1“

S core

2nd

S core
SLT1 300 250
SLT2 150 500 Nr
SLT3 600 600
SLT4 300 300
SLT5 500 600
SLT6 180 180
SLT7 400 600
SLT8 450 350
SLT9 700 700
SLT10 300 300
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Table 12.10 ‘Set A ’ Repeated Raw Scores (Naive Listeners) (N=20)

Naive
Listener

1”‘
Score

2ns

Score
Naive

Listener

1«
Score

2nd

Score
Female 1 200 200 Male 1 700 800
Female 2 400 300 Male 2 175 80
Female 3 300 250 Males 500 500
Female 4 500 500 Male 4 500 500
Female 5 600 500 Male 5 600 500
Female 6 1500 1500 Male 6 250 200
Female 7 1400 1200 Male 7 250 300
Female 8 450 500 Male 8 350 300
Female 9 600 700 Male 9 500 500
Female 10 870 900 Male 10 500 600

Spearman’s rank order correlation was computed to determine i f  differences existed 

between listener’s ratings of the first and second speech sample (Table 12.11).

Table 12.11 Spearman’s Rank Order Correlation (rt) For 'Set A’ Repeated Speech Samples

Listener Group

Overall Correlation 
between 1** and 2'"‘ Scores 

on Repeated Sample 
r ,=

Significance
P <

People With Dysarthria 0.875 0.01
Speech and Language Therapists 0.725 0.05
Naive Listeners 0.975 0.01

The results for the three groups suggest very strong intra-rater reliability for people with 

acquired dysarthria and naive listeners. The rater reliability for speech and language 

therapists, although strong, shows a lower correlation than the other two groups. Further 

investigation was carried out by graphing the 1*' and 2"'* scores for each group onto a 

scattergram. Figure 12.1 shows a few outliers (for example, Robert had a first score of 500 

but increased his second score to 800).
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800
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1st Score

Figure 12.1 Scattergram Of ‘Set A’ Repeated Scores (People With Dysarthria)

A similar scattergram for the speech and language therapists (Figure 12.2) identifies quite a 

few outliers from the trend line. For example, the second speech and language therapist 

(SLT2) gave an initial score of 150 but increased it to 500 when the sample was repeated.

1st Score

Figure 12.2 Scattergram Of ‘Set A’ Repeated Scores (Speech and Language Therapists)



A scattergram for the third group, the naive listeners, shows a very reliable set o f repeat 

scores (Figure 12.3) with no significant outliers.

Figure 12.3 Scattergram Of ‘Set A’ Repeated Scores (NaVve Listeners)

12.7.5 People with Acquired Dysarthria’s Rating of Intelligibility O f Their Own 

Speech

Each o f the 20 speakers with acquired dysarthria was asked to provide a self-rating o f their 

perception o f the intelligibility of their own speech using the same scale as the speech 

samples in the ‘Set A ’ data. These self-ratings were also normalised using the same 

procedure described in section 8.9.2. This normalised data is provided in Table 12.12 and 

the results shown graphically as Figure 12.4^ .̂

See appendix 27 for raw data on Set B speech samples.
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Table 12.12 P e rc e p tio n s  Of Intelligibility Of Own S p e e c h  (N=20)

people w ith 
D ysarthria

% Intelligibility 
S co re  on AIDS 

(S entence)

P e rcep tio n  of 
Intelligibility o f  Own 
S p eech  (N orm alised)

Peter 23% 6.80
Eric 41% 5.83
Karen 61% 0.24
M^ire 68% 1.94
Liam 72% 1.94
Miriam 78% 4,86
Olwen 83% 5,83
Vicky 84% ~  0,83
John 84% 5.83
Michael 88% 2.43
Decian 89% 3.40
Fred 89% 3,89
Maureen 90% 8.75
Susan 91% 1.94
Ron 94% 4,86
Paul 95% 3.40
Robert 97% 7.29
George 99% 7.77
Rory 99% . 9.72
Dona! 100% 3,89

Intelligibility

Figure 12.4 S c a tte rg ra m  Of S e lf-P ercep tion  R atings V ersus AIDS Intelligibility S c o re s

Descriptive analysis suggests that there is a wide variation amongst scores. A comparison 

between the perception o f their speech intelligibility and other people’s perceptions o f this 

intelligibility is considered next.



12.8 Analysis of Perceptions: ‘Set B ’ Speech Samples

The speech samples in ‘Set B’ comprise the recordings o f the speech o f the 20 people with 

acquired dysarthria. Data on the perceptions o f intelligibility o f  speech and language 

therapists and naive listeners is presented in this section. At this point, it was decided to 

divide the naive listeners into male and female listeners to examine for the co-existence o f 

gender differences in perceptions of intelligibility. Table 12.13 shows the self-ratings by 

each person with acquired dysarthria, together with the geometric means o f the three groups 

of listeners (10 speech and language therapists, 10 female naive listeners, 10 male naiVe 

listeners) before normalisation of the data.

Table 12.13 ‘Set B’ Speech Samples Prior To Normalisation (N=20)

Person People with Geometric Means Geometric Means
with Dysarthria (Speech & Language (Female NaVve Geometric Means

Dysarthria (Self-Rating) Therapists) Listeners) (Male NaYve Listeners)
Ron 5.00 4.71 4.50 2.90
Vicky 0.85 5.04 4.34 2.76
Declan 3.50 7.60 5.95 5.48
Liam 2.00 1.63 1.38 1.16
George 8.00 6.75 6.32 5.60
Paul 3.50 6.00 5.18 4.00
Eric 6.00 2.17 2.46 1.72
Fred 4.00 5.69 6.84 4.55
Maureen 9.00 6.03 4.70 3.57
Rory 10.00 5.18 5.76 « 4.10
Susan 2.00 6.49 6.31 4.61
Donal 4.00 8.97 7.78 6.82
Miriam 5.00 6.39 7.38 5.40
John 6.00 3.01 2.90 1.92
Olwen 6.00 4.86 4.26 2.76
Michael 2.50 1.30 1.67 1.13
Karen 0.25 1.48 1.47 1.20
M̂ ire 2.00 4.99 5.08 3.52
Peter 7.00 0.49 1.19 0.64
Robert 7.50 5.62 5.37 4.36
Geometric

3.95 2.88Mean 3.64 3.90

As with the ‘Set A ’ data, the geometric means across the three categories are similar but 

there were significant variations at an individual level within the categories . These 

variations had to be eliminated before statistical analysis o f the data could be carried out. 

For example, the geometric means of the female naive listeners’ score is 3.95 but the 

geometric means of the 10 individual female naive listeners range from 1.70 to 14.68 (see

This is because people work within different number ranges. DME methodology allows people to select 

^eir own scale scores.
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appendix 27). The same procedure as outlined in sections 8.9.2 was carried out and data was 

again normalised (see Table 12.14 in next section).

12.8.1 Analysis O f Normalised Data

A one-way analysis of variance (ANOVA) was computed to determine i f  differences 

existed between the three sets of listeners and the self-ratings of those with dysarthria. 

Results indicated that there were potentially significant differences between listener groups 

in the scores of six of the 20 speech samples (see Table 12.14).

Table 12.14 Analysis Of Variance (ANOVA) On Geometric IMeans Of ‘Set B’ Speech Samples Following 

Normalisation (N=20)

People Geometric Geometric Geometric
with Means Means Means

Person Dysarthria (Speech & (Female (Male
with (Self- Language Naive Naive Significance Aetiology of

Dysarthria Rating) Therapists) Listeners) Listeners) F P< Dysarthria
Peter 6.80 0.44 1.07 0.79 29.937 0.01 Parkinson’s disease
Vicky 0.83 4.58 3.89 3.39 7.091 0.01 Multi-system atrophy
Maureen 8.75 5.47 4.22 4.38 6.022 0.01 Cerebellar atrophy
Rory 9.72 4.70 5.16 5.04 3.881 0.05 Parkinson's disease
Eric 5.83 1.97 2.20 2.11 3.624 0.05 Parkinson's disease
John 5.83 2.73 2.60 2.36 3.054 0.05 Cerebellar atrophy
Declan 3.40 6.91 5.33 6.73 2.161 Not significant Closed head injury
Karen 0.24 1.35 1.31 1.47 2.138 Not significant Multi-system atrophy
Olwen 5.83 4.41 3.82 3.39 2.099 Not significant Multiple sclerosis
M îlre 1.94 4.53 4.55 4.32 1.314 Not significant Parkinson's disease
Robert 7.29 5.11 4.81 5,36 1.182 Not significant Stroke
Paul 3.40 5.45 4.64 4,91 1.053 Not significant Friedreich's ataxia
Michael 2.43 1.18 1.50 1,39 0.995 Not significant Friedreich's ataxia
Ron 4.86 4.28 4.03 3.57 0.789 Not significant Cerebellar atrophy
Fred 3.89 5.17 6,14 5.59 0.657 Not significant Parkinson's disease
Susan 1.94 5.89 5,65 5,66 0.652 Not significant Parkinson’s disease
George 7.77 6.13 5,67 6,88 0.587 Not significant Motor neurone disease
Miriam 4.86 5.80 6,62 6.63 0.503 Not significant Parkinson’s disease
Donal 3.89 8.14 6,97 8.37 0.480 Not significant Multiple sclerosis
Liam 1.94 1.48 1,24 1,43 0.282 Not significant Motor neurone disease

Geometric
3.54Mean 3.54 3.54 3.54

Five of these six people with acquired dysarthria rated their perception of intelligibility 

higher than speech and language therapists and naive listeners. The people with the most 

significant differences in scores were Peter (F(3,27)=29.937; p<0.01) who has Parkinson s 

disease, Vicky (F(3,27)=7.091; p<0.01) who has multi-system atrophy, and Maureen 

(F(3,27)=6.022; p<0.01) who has cerebellar atrophy.

Peter had an intelligibility score of 23% on the sentence section of the AIDS assessment and 

all three groups of listeners (speech and language therapists, naive females and naive males) 

perceived Peter’s speech to be the least intelligible of all 20 people in the Set B speech 

samples. However, Peter’s self-perception of his own intelligibility was remarkably high.
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Similarly, Maureen scored her own intelligibility much higher than other listeners, while 

Vicky s self-perception of her intelligibility is very poor. Figure 12.5 shows graphically the 

scores for these six people.

P eter Maureen

■ SLTs n  Naive (Female) g  NaT\e (Male) g  Self-Perception

Figure 12.5 Self-Perceptions of Intelligibility (Six Speakers With Significant Differences)

Earlier in the introduction to this chapter (section 12.1), it was stated that Ron was unaware 

of his speech until he was referred to speech and language therapy. The fact that he rated the 

intelligibility o f his speech similarly to speech and language therapists and naive listeners 

suggests that he is now aware of his dysarthria. Donal’s self-consciousness about his speech
• . . . .  57 •
IS reflected in his scores. Although not statistically significant , his perception o f the 

intelligibility o f his speech is notably lower than the perceptions o f speech and language 

therapists and naive listeners.

It was also suggested from statements made during the in-depth interviews that Karen may 

not be fully aware o f her dysarthria. It was even suggested in section 11.3.1 that she might 

be in partial denial o f her dysarthria. Karen rated the intelligibility o f her speech much 

lower than speech and language therapists and naive listeners, suggesting that she is aware 

of the unintelligibility o f her speech and actually perceives it to be less intelligible than 

speech and language therapists and naive listeners even if the differences between her self

It might be questioned w hy D onal’s se lf perception score was not statistically significantly different to those 

of the other scorers. Table 12.14 seem s to suggest a significant difference. However, Table 12.14 show s the 

g e o m e tr ic  m e a n  scores for the different listener groups rather than individual scores. Closer examination o f  the 

individual raters’ data shows that Donal received a normalised score o f  3.87 from one female naive listener 

(score o f  3 before data normalisation -  see appendix 27), slightly lower than D onal’s own self-score. This may  

account for the lack o f  a significant result here.
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score and others scores are not statistically significant. This issue is taken up again in 

Chapter 14.

12.8.2 Relationship Between Intelligibility Rating On AIDS A nd Self-Rating

The dysarthria severity rating on the AIDS test was based on the mean rating o f sentence 

intelligibility by one speech and language therapist, one naive listener and one speech and 

language therapy student (none of these people were involved in this section o f  the study). 

The data on self-perception suggests that a number o f people with acquired dysarthria do 

not share the same perceptions of speech intelligibility as speech and language therapists 

and naive listeners. Spearman’s rank order correlation (two-tailed) was used to examine if  

there was a statistically significant relationship between the intelligibility scores on the 

AIDS assessment and the self-perceptions of speech intelligibility o f the dysarthric 

speakers. The results indicated that there is no significant correlation between both sets o f 

scores {rs=Q.219). This finding has important implications for the assessment o f  people with 

acquired dysarthria, an issue that will be discussed later in Chapters 15 and 16.

12.8.3 Relationship Between Impact Of Dysarthria, Intelligibility Scores And Self- 

Rating

Earlier the relationship between impact scores on The Dysarthria Questionnaire and the 

level o f intelligibility o f dysarthric speech was examined statistically. A statistically 

significant correlation was found between both sets of scores (section 9.3). Since there is no 

significant correlation between self-ratings of speech and dysarthria intelligibility ratings, 

the relationship between these self-rating scores and impact scores from The Dysarthria 

Questionnaire was re-examined. When Spearman’s rank order correlation (two-tailed) was 

computed, a correlation was revealed between self-rating scores and impact scores from 

The Dysarthria Questionnaire (^^=0.520; p<0.05). In contrast, the correlation between the 

impact scores for these 20 people from The Dysarthria Questionnaire and the intelligibility 

score from the AIDS assessment is much weaker and not statistically significant (see 

Table 12.15).

Chapter 9 described how there was a statistically significant relationship between impact scores and 

intelligibihty scores, but this was carried out using the data from 31 people with dysarthria. These statistics 

refer to the 20 people who took part in the direct magnitude estimation (DME) task.
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Table 12.15 Correlation Between Impact, Intelligibility And Self-Scores (N=20)

Impact Score 
(The Dysarthria 
Questionnaire)

Intelligibility Score 
(AIDS A ssessm ent)

Intelligibility 
Self-Rating Score 

(‘Set B’ Data)
Impact (as measured by The fs=0.357 rs=0.520
Dysarthria Questionnaire) p=Not Significant p<0.05

Intelligibility (the AIDS rs=0.357 rs=0.279
assessment) p=Not Significant p=Not Significant

12.8.4 Intra-Rater Reliability For ‘Set B’ Data

Four speech samples were repeated at random from the mini-disk containing the ‘Set B ’ 

speech samples. Table 12.16 and Table 12.17 show the results o f  these repeat tests for the 

speech and language therapists and naive listeners respectively. For ease o f  analysis, those 

instances where there are notable differences between the scores (i.e. higher score is approx 

50% greater that the lower score) are underlined.

Table 12.16 Raw Scores From Speech & Language Therapists On Re-Scaling Speech Sam ples In ‘Set B’ 
Data

Repeated Repeated Repeated Repeated
Speech & Sample 1 Sample 2 Sample 3 Sample 4
Language 1’* 2nd 1*1 2nd 1*' 2nd I " 2nd

Therapist Score Score Score Score Score Score Score Score
SLT1 1000 1000 800 700 600 700 800 800
SLT2 1200 1200 700 700 700 700 1000 750
SLT3 1000 1000 400 400 400 400 400 500
SLT4 800 800 600 600 600 400 600 600
SLT5 1000 1000 700 700 400 700 800 700
SLT6 700 700 400 400 300 300 300 400
SLT7 500 500 400 200 350 280 450 350
SLT8 1000 1000 600 600 600 600 500 700
SLT9 1000 1000 700 750 600 650 650 700
SLT10 1000 1000 1000 1000 700 700 900 700

Spearman’s rank order correlation (two-tailed) was used to examine the relationship 

between the scores for each set o f repeated speech samples. The r, values and the level o f  

significance for each speech sample are indicated in Table 12.18. The overall results show  

that there is strong intra-rater reliability for both groups o f  listeners. Apart from the speech 

^ d  language therapists’ repeat scores for Repeat Sample 3, all repeat scores are correlated 

to a significance level o f  less than 0.01.



Table 12.17 Raw scores From NaYve Listeners On Re-Scaling Speech Samples In ‘Set B’ Data

Repeated Repeated Repeated Repeated
Sample 1 Sample 2 Sample 3 Sample 4

NaYve 1 2™ 1** 2"“ 1*' 2"“ 1*' 2"'*
Listener Score Score Score Score Score Score Score Score

Female 1 350 350 200 300 250 250 300 250
Female 2 400 400 250 250 180 250 170 190
Female 3 400 400 200 250 250 200 250 250
Female 4 1000 1000 900 950 850 850 900 950
Female 5 600 600 400 500 400 500 450 500
Female 6 10000 10000 1200 800 800 1200 1500 1300
Female 7 1000 1000 600 600 600 600 500 700
Female 8 300 400 300 300 200 300 400 400
Female 9 900 900 800 900 800 900 1000 900
Female 10 895 895 850 950 800 700 900 950
Male 1 900 900 500 500 400 500 600 500
Male 2 600 600 350 350 300 350 450 400
Males 800 700 400 300 300 300 400 400
Male 4 600 600 400 550 250 350 550 500
Male 5 350 350 200 300 250 200 250 230
Male 6 800 800 400 400 500 500 500 575
Male? 500 500 250 200 300 250 300 350
Males 900 900 200 200 150 200 200 200
Male 9 950 950 600 500 250 300 700 500
Male 10 700 700 500 500 200 300 500 550

Table 12.18 Spearman’s Rank Order Correlation (r,) for Repeated Speech Samples In ‘Set B’ Data

Rater Group

Repeated 
Sample 1 

rs P<

Repeated 
Sample 2 

r, p<

Repeated 
Sample 3 

p <

Repeated 
Sample 4 

rs p <
Speech and Language
Therapists
Naive Listeners

1.000 0.01 

0.990 0.01

0.940 0.01 

0.909 0.01

0.710 0.05 

0.854 0.01

0.825 0.01 

0.937 0.01

12.8.5 Differences Between Trained And Untrained Listeners On ‘Set B’ Speech 

Samples

There were no statistically significant differences in perceptions o f intelligibility between 

trained and untrained listeners on scaling the intelligibility of Set A speech samples. 

Differences in perception of speech intelligibility on Set B data were then explored. The 

scores for both groups o f listeners are tabulated in Table 12.19.



Table 12.19 G eom etric Means Of Normalised ‘Set B’ Data (Speech & L anguage T herap ists  V ersus NaVve 
Listeners)

Person with 
Dysarthria

Speech and 
Language 
Therapists

NaVve
Listeners

Donal 8.14 7.64
Declan 6.91 5.99
George 6.13 6.25
Susan 5.89 5.66
Miriam 5.80 6.62
Maureen 5.47 4.30
Paul 5.45 4.77
Fred 5.17 5.86
Robert 5.11 5.08
Rory 4.70 5.10
Vicky 4.58 3.63
Mdire 4.53 4.43
Olwen 4.41 3.60
Ron 4.28 3.79
John 2.73 2.48
Eric 1.97 2.16
Liam 1.48 1.33
Karen 1.35 1.39
Michael 1.18 1.44
Peter 0.44 0.92

Geometric Mean 3.54 3.54

A Wilcoxon signed ranks test shows no significant differences between both sets o f scores 

(Z=-1.157; p=0.247). A Sign test confirms (p=0.503) that naive listeners did not score the 

‘Set B ’ speech samples significantly differently to the speech and language therapists.

12.8.6 Gender Differences In Perception Of Dysarthric Speech

As the speech and language therapists were all female, the perceptions o f  the 10 female 

naive listeners and 10 male naive listeners were compared with 10 speech and language 

therapists in order to control for differences due to the gender o f the raters. A one-way 

analysis o f variance (ANOVA) was computed to see if there were any significant 

differences across the three listener groups. The results are tabulated in Table 12.20.

The results show that there are no significant differences between the three sets o f listener 

groups (speech and language therapists, female naive listeners, male naive listeners) for 18 

of the 20 speech samples in the ‘Set B ’ data. Vicky and Peter are the two exceptions.



Table 12.20 Analysis Of Variance (ANOVA) On Geometric Means Of Normalised ‘Set B’ Data

P erson S peech  and NaVve Naive
with Language Listeners L isteners F S ignificance

Dysarthria T herap ists (Female) (Male) P <
Peter 0.44 1.07 0.79 4.690 0.05
Vicky 4.58 3.89 3.39 3.999 0.05
Maureen 5.47 4.22 4.38 3.357 Not significant
Declan 6.91 5.33 6.73 2.105 Not significant
Olwen 4.41 3.82 3.39 1.822 Not significant
Ron 4.28 4.03 3.57 1.023 Not significant
Paul 5.45 4.64 4.91 0.881 Not significant
Fred 5.17 6.14 5.59 0.722 Not significant
George 6.13 5.67 6.88 0.680 Not significant
Michael
Miriam

1.18
5.80

1.50
6.62

1.39
6.63

0.675
0.594

Not significant 
Not significant

Robert 5.11 4.81 5.36 0.440 Not significant
Karen 1.35 1.31 1.47 0.403 Not significant
Rory 4.70 5.16 5.04 0.262 Not significant
Liam 1.48 1.24 1.43 0.207 Not significant
Eric 1.97 2.20 2.11 0.192 Not significant
Susan 5.89 5.65 5.66 0.176 Not significant
John 2.73 2.60 2.36 0.140 Not significant
Maire 4.53 4.55 4.32 0.097 Not significant
Donal 8.14 6.97 8.37 0.072 Not significant
Geometric

Mean 3.54 3.54 3.54

These differences between Ustener groups cannot be accounted for by gender. In the case o f 

Peter, the male naive listeners score approximately in the middle o f the range, with (female) 

speech and language therapists scoring lower and the female naive listeners scoring higher. 

A Scheffe Post Hoc test confirms that the source of significant difference in Peter’s case is 

between speech and language therapists and female naive listeners (p<0.05). In Vicky’s 

case, speech and language therapists rated the intelligibility of her speech higher than the 

other female naive listeners and male naive listeners. This is confirmed by a Scheffe Post 

Hoc test which confirmed that the only significant difference in Vicky’s case is between the 

speech and language therapists’ scores and the male naive listeners (p<0.05). From this, we 

can conclude that there are no gender differences in the perceptions o f  intelligibility 

between male and female listeners.

12.9 Chapter Summary And Conclusion

Two main questions were posed at the beginning of this chapter. The first related to 

differences in perception o f impact between people with acquired dysarthria and their 

primary communication partners. The findings presented here suggest that for this group, 

primary communication partners do not differ significantly firom speakers in their 

perceptions o f impact. The data presented on perceptions o f both people with acquired 

dysarthria and their primary communication partners indicate that in general the primary

Page 277



communication partners in this group are aware o f the impact o f dysarthria on the speaker. 

Comments made at the end of the questionnaires highlight some primary communication 

partners’ sensitivity to the effect of acquired dysarthria on the person with the re-emergence 

of topics introduced earlier by people with dysarthria. On the repeat statements, the primary 

communication partners gave more contradictory responses than the people with acquired 

dysarthria. This was true for all four sections o f the questionnaire. However, statistical 

analysis o f responses confirms the overall reliability o f the results. With reference to 

literature in other areas, this strong agreement between the people with acquired 

dysarthria’s perception of impact and their communication partners’ perception impact is 

discussed further in Chapter 15. The implications o f these findings for therapeutic 

management are raised in Chapter 16.

The second question related to whether people with acquired dysarthria share the same 

perceptions o f intelligibility of speech as speech and language therapists and naive listeners. 

This involved two tasks using two different sets of data (the ‘Set A ’ and ‘Set B ’ speech 

samples). Data fi-om the first task, which involved rating the intelligibility o f other speakers 

with acquired dysarthria, suggested that overall there are no significant differences in 

perception between all three groups of listeners. Intra-rater reliability was strong for all 

three groups on this task and strongest for naive listeners. However, data fi'om the second 

task, which involved a comparison between the self-rating of intelligibility by dysarthric 

speakers and the perceptions of speech and language therapists and naive listeners, yielded a 

number o f significant differences in perception between the three groups. The self-rating 

scores o f six o f the 20 people with acquired dysarthria were significantly different to the 

scores o f the other listeners. Five of these six people perceived their speech to be 

significantly more intelligible than speech and language therapists and naive listeners did. 

The data from this task provided further useful information on how people with acquired 

dysarthria in the study perceived the intelligibility of their speech. Interestingly, there was a 

strong and statistically significant correlation between these self-rating scores and the 

impact scores from the AIDS assessment. In contrast, no significant relationship was found 

between impact and intelligibility scores as defined by standardised assessment. The 

implications of this finding will be discussed further in the following chapter. The intra

rater reliability for this task was also high but, of the three sets of listeners, speech and 

language therapists had the lowest reliability scores. This will be discussed further in 

Chapter 15. Difference in perceptions of intelligibility according to gender was also



examined and results indicate that there are no significant differences in perception between 

male and female listeners.

The title o f this chapter was ‘Do We Understand?’ Based on the data from this study, the 

answer is ‘Yes, but not in all cases.’ From a speech and language therapist’s perspective, 

there were statistically significant differences in perception o f  speech intelligibility for six 

of the 20 people with acquired dysarthria. Data on perception o f speech from other people 

such as Karen suggests that in addition to this 30%, a further number o f  people may also be 

misunderstood. These findings have clear implications for therapeutic intervention. They 

will be discussed further in the next three chapters along with the implications o f  findings 

from The Dysarthria Questionnaire, the HISD scale, the in-depth interviews and The 

Dysarthria Questionnaire for Primary Communication Partners.



13. THE IMPACT OF ACQUIRED DYSARTHRIA ON THE 

SPEAKER

13.1 Introduction To The Discussion Chapters

This is the first of four discussion chapters. This first chapter maps out the impact of 

acquired dysarthria on the speaker. The second chapter discusses the experience o f  acquired 

dysarthria as well as looking specifically at how people accept, adapt to and cope with their 

dysarthria using the views expressed during the in-depth interviews. The third chapter 

examines the question: ‘Do we understand?’ and discusses the perceptions o f  people with 

dysarthria and other people’s perceptions. Some of the limitations o f the study are discussed 

where relevant in these three chapters. The final chapter highlights my own role in the 

research process. The clinical implications of the overall findings from the study are also 

considered and a proposition is put forward with regard to therapeutic intervention and 

further research.

Before discussing the impact of acquired dysarthria, it is important to preface the discussion 

by saying that the findings fi-om this study should be interpreted as detailed responses 

obtained fi'om a relatively small group of people who have acquired neurological dysarthria. 

Results must be interpreted within this context. No attempt is made to generalise these 

findings to all people with acquired dysarthria. These are the responses and in-depth 

perceptions o f a group o f people who present with different types and severity levels o f 

dysarthria, covering a range o f aetiologies, ages, time-post onset, etc. However, these are 

real and experienced views not once, twice or more times removed fi'om the speaker by 

inferential statistics, or amalgamated in group data.

Results must also be interpreted within their cultural context. Maclachlan (1997) 

emphasises that each individual must be seen in the context o f his or her cultural 

background. Battle (1998) states:

“Communication behavior and the perception of what constitutes a communication disorder within 
a particular group are the products o f cultural values, perceptions, attitudes and history, (p. 4)

The importance o f cultural influences in interpreting the results of this study cannot be 

ignored. Despite making every attempt to get as close to people s own views and 

perceptions, the research was carried out in the context o f a Western investigation, thus
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determining questions, interpretations, concerns, etc. that people - both researchers and 

participants - may have. Twenty-one people in this study were Irish and 10 people were 

from the UK. The Irish people had been bom and lived in Ireland all their lives. English was 

their first language. All the people in the UK were monolingual, English speakers who has 

grown up and lived their lives in the North East o f England. The 11 people who took part in 

the in-depth interviews and the 20 people who took part in the direct magnitude estimation 

(DME) task were all Irish.

The results o f the interviews (Chapter 10 and 11) and the DME task (section 12.5) must be 

interpreted within the Irish culture as the people at the UK site did not participate in these 

sections o f the study. The religious and linguistic diversities noted in other multicultural 

societies are not as apparent in Irish society although there is growing evidence o f  change in 

this area. This is not to say that the responses and experiences o f the Irish people in this 

study are not common to other people with acquired dysarthria. Evidence from other 

literature on acquired dysarthria suggests that many of the findings in this study are also 

evident in people within other Western cultures (e.g., USA). In discussing the findings in 

different sections o f the study, cultural influences (where relevant) are incorporated into the 

discussion.

This chapter now looks at the findings on the impact of acquired dysarthria on the speaker.

13.2 Introduction To The Impact Of Acquired Dysarthria

The outline o f the discussion on the impact of acquired dysarthria is as follows: first, the 

findings on the overall impact of acquired dysarthria on the speaker are discussed; next, the 

responses on the impact o f acquired dysarthria on self-concept are debated; this is followed 

by a discussion on changes to impact and self-concept over time. Each o f the research 

questions posed at the beginning of the study on the impact o f acquired dysarthria (Table 

1.1) will be used to frame the discussion of the relevant findings.

The first main question: ‘What is the overall impact of acquired dysarthria on the speaker? 

was addressed using the results o f The Dysarthria Questionnaire and the Head Injury 

Semantic Differential (HISD) scale. The results indicated that dysarthria generally has a 

negative impact on speakers. Further questions were then addressed regarding this impact. 

These are discussed separately here.
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13.3 Are Some People More Affected By Their Dysarthria Than Others?

The results o f The Dysarthria Questionnaire presented in section 9.2.1 suggested that people 

with acquired dysarthria in this study perceived their dysarthria to have a negative impact 

on them. The responses to dysarthria are variable, with some people being more affected 

than others. This supports earlier findings by Yorkston, Bombardier and Hammen (1994) 

and Antonius et al. (1996) (see section 2.2.1). Reasons for the variability in response were 

sought in this research study. These included a consideration o f  time post-onset as well as 

an examination o f severity of the dysarthria. Further reasons that might account for 

variation in response to acquired dysarthria are discussed later in section 16.3.

13.3.1 Time Post-Onset

One factor mentioned in section 2.2.3 while reviewing the literature was the factor o f the 

extent o f time post-onset of dysarthria. This variable was not explored in any detail as I 

considered that there was too much variation within the group (e.g. underlying neurological 

condition, age, gender etc.) to reliably account for differences by time post-onset. It is 

interesting to note however that the people with the lowest scores on The Dysarthria 

Questionnaire (Karen, Georgina and Vicky), had dysarthria for 42 months, 120 months and 

9 months respectively; while people with the highest scores (Ron, George and Olwen) had 

dysarthria for 48 months, 216 months and 10 months respectively. If  time post-onset is to be 

considered as a variable influencing reaction to acquired dysarthria, it must be considered in 

the context o f the underlying neurological condition. One would anticipate that people who 

have a shorter time post-onset (e.g., 1 year), and dysarthria which is rapidly deteriorating, 

might respond differently to someone who has dysarthria for a longer period (e.g., 10 

years), without experiencing any recent change in the condition.

13.3.2 Severity Of Dysarthria

A further possible explanation for the differences in reaction to dysarthria might be the 

severity o f the dysarthria. The results presented in section 9.3 showed a statistically 

significant relationship between speech intelligibility scores and the overall score on The 

Dysarthria Questionnaire, suggesting that severity might account for some o f the responses 

to acquired dysarthria. However, this is not always the case. Despite this statistically 

significant relationship, there were some very notable exceptions within this set of data 

(Table 9.14). Donal, for example, had a speech intelligibility score o f 100% and an impact
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score o f 127 , while Peter had a speech intelligibility score o f 23% and an impact score of 

156. This suggests that despite the statistically significant result, there are exceptions to the 

rule.

Interestingly, when this relationship between intelligibility and impact was re-examined 

statistically using data from just 20 people following the DME task (see section 12.8.3), no 

statistically significant relationship was found. In this reassessment o f the relationship 

between impact and intelligibility, the scores from the people at the UK site and one person 

(Joseph) fi"om the Irish site were not included, as they did not take part in the DME task. 

Possible explanations for this different result were sought. One factor explored was 

aetiology. Six o f the 10 people on the UK site had dysarthria following stroke while only 

one o f the 20 people at the Irish site had a stroke. Aetiology had already been proposed as a 

factor that may account for variability of response in Yorkston et al.’s 1994 study. On closer 

examination o f the data, this factor was discounted. All six o f these people with stroke 

(Joan, Sarah, David, Gladys, Patrick and Ciara) had some discrepancy between both sets o f 

scores (see Table 9.14). Joan, for example had an intelligibility score o f  79% and an impact 

score o f 104 while Ciara had a speech intelligibility score o f 75% and an impact score o f 

177. A more likely explanation is that this group of 20 people included two negative or 

deviant cases.^^ Two people (Ron and George) were purposively selected because they were 

not concerned about their dysarthria. In addition, one person (Donal) was selected as it was 

noted by his speech and language therapist that despite an intelligibility score o f  100% and 

very mild dysarthria, he was most concerned about his speech. There were no ‘negative’ or 

‘deviant cases’ within the group at the UK site. Also by chance, the other person who had a 

large discrepancy between scores (Peter) was in this group o f 20 people.

Regardless o f the statistical outcome, one message is clear. If people have low speech 

intelligibility scores on assessment, it does not mean that dysarthria will have a greater 

impact on them. Similarly, if  someone has a high intelligibility score, it cannot be assumed 

that dysarthria will not affect him or her. This seems like common sense. The scores on

The Dysarthria Questionnaire scores ranged from 48-240. Scores from 48-96 are considered low scores (i.e. 

greater impact o f  acquired dysarthria) while scores of 192-240 are considered high (i.e. lesser impact o f  

dysarthria).

^ These were specifically selected people which did not fit with my theory that dysarthria has a negative 

impact on the speaker.
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psychosocial impact assessment and the level o f disability were not found to be related 

either in aphasia (Hemsley & Code, 1996) or in physical disability following stroke (Pound 

& Gompertz, 1998). However, our current dysarthria assessments do not look beyond 

assessing the intelligibility of dysarthria. These findings call for further measures to look 

beyond the impairment and activity (i.e. intelligibility) levels of acquired dysarthria and to 

look towards developing measures to examine the participation restrictions^' and the 

envirormiental factors®  ̂ associated with this condition. This issue is taken up again later in 

section 16.4.

The information provided by responses to sections of The Dysarthria Questionnaire 

suggests areas that could to be incorporated into dysarthria assessment. These responses are 

considered next.

13.4 What Is The Effect Of Dysarthria On The Speaker?

This question was answered using responses from four sections of The Dysarthria 

Questionnaire. The findings from each of the sections are considered separately here.

13.4.1 Section A: The Effect Of Acquired Dysarthria On Me As A Person

This section (section 9.2.2) had the most negative mean scores o f the four sections 

suggesting that people felt strongly about many of the statements in this section. The results 

indicate that acquired dysarthria can give rise to a number of negative emotions for 

speakers. Responses showed that acquired dysarthria makes the majority of people feel 

inadequate and self-conscious. These were two of the most common negative responses for 

people completing this section of the questionnaire. Dysarthria also makes people feel less 

confident. Other negative feelings associated with acquired dysarthria (and reported by over 

half the people completing questioimaires) are feeling less in control, feeling more 

dependent, and feeling incompetent because of dysarthria. People also commented that they 

feel irritable or ‘down’ because of dysarthria. These findings are similar to the effects of

These are defined according to the ICF (WHO, 2001) framework as restrictions that an individual might 

experience in involvement in life situations.

“  The ICF (WHO, 2001) definition o f  environmental factors is used here. These are the factors that make up 

the physical, social and attitudinal environment in which people conduct their lives. These are either the 

harriers or facilitators to functioning.
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aphasia reported by people in Parr et al.’s (1997) study (see section 2.4.1). They also 

suggest that the emotions reported by Cant (1997) and McCrum (1998) in section 2.2.2 are 

common in other people with acquired dysarthria. How does one account for this range o f 

negative emotions? Some explanations are provided by responses to other sections o f the 

questionnaire and later by the views expressed by people during the in-depth interviews.

Feelings o f inadequacy and self-consciousness must affect certain aspects o f  self-concept 

and self-esteem. In addition, dysarthria can involve changes to voice, resonance and 

articulation. These are features that can be strongly linked with one’s identity. The 

statement ‘When I speak, I think I sound like someone else, not m e’ yielded one o f the 

lowest negative scores suggesting that this was particularly true for many o f  the 

respondents. The majority of people also felt that acquired dysarthria has a negative effect 

on how they perceive themselves. These findings further suggest that dysarthria can be 

associated with changes to self-concept and identity and add weight to the argument that 

this is an important area to investigate in people with acquired dysarthria.

The comments made by people at the end of the questionnaire added further insight into the 

effect o f acquired dysarthria on the speaker. Three people mentioned the effect o f their 

physical and/or underlying neurological condition rather than dysarthria on their identity 

and self-concept. Some people mentioned how their physical disabilities had a greater 

impact on them. This theme emerged again during the in-depth interviews. A fifth section 

(Section E), which looked at dysarthria relative to other worries and concerns, was added to 

The Dysarthria Questionnaire. The results of this section (9.2.14) placed dysarthria in 

perspective for me as the researcher. Speech was the main concern for a quarter o f the 

respondents with less than a quarter reporting that they were slightly or least concerned 

about dysarthria relative to other worries and concerns. In keeping with the philosophy o f 

sociologists such as Abram (1972), Bury (1988), Kleinman (1988) and Radley (1994) (see 

section 2.5.1), this adjunct to the questionnaire is useful as it provides some perspective on 

the meaning o f dysarthria for the person.

13.4.2 Section B: Accepting My Dysarthria

All but three people who completed this section of the questionnaire (section 9.2.5) were 

not happy with their speech at the time of assessment. The most negative mean scores in 

this section were obtained on two statements, ‘I am not happy with my speech as it is now’
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and I am sensitive about my speech’. This indicates that people do not fully accept their 

dysarthria. However, the majority of people acknowledged that they had many more 

qualities besides speech that were important suggesting some positive self-esteem.

Over half the respondents indicated that they worry about their speech. Worrying about 

speech is understandable given that the majority o f people in the study had progressive 

neurological conditions. These people were probably aware o f the likelihood that their 

speech would deteriorate further and one person specifically mentioned this at the end o f the 

questionnaire. This issue is referred to again in section 14.3.1 as this worry or fear was also 

expressed during the in-depth interviews.

This section o f the questionnaire provides just a very general overview o f accepting 

dysarthria. It is not sensitive to distinguishing between people who are resigned rather than 

accepting o f their dysarthria. Over a third of people gave responses which indicated that 

they had not accepted their dysarthria. These people would miss out on conversation rather 

than admit they had a speech problem and agreed that they tried to hide their dysarthria. Just 

over a quarter o f the group partaking in the study were having active speech and language 

therapy at the time of assessment (see Table 6.2). No data is available on whether people 

who were attending for therapy accepted their dysarthria but these figures suggest that at 

least some o f the people who were on review or who had completed therapy had not 

accepted their dysarthria and were using negative adaptation strategies. This emphasises the 

need to look at what is deemed successful rehabilitation for people with acquired dysarthria. 

This topic is returned to in section 14.6.2 and again in Chapter 16.

13.4.3 Section C: How I Feel Others React To My Speech

This section o f the questionnaire had the largest number of ‘Not Sure’ responses (section 

9.2.8), which might suggest that some people were not aware of how others reacted to their 

speech. Three quarters o f the people reported that they were conscious o f other people’s 

reactions to their speech, and two-thirds cared about other people s reactions to their 

speech. People with physical and communication difficulties following stroke in Pound and 

Gompertz’s (1998) study said they were more aware of people s reactions to their speech 

than to their walking. This suggests that examining the perceived reactions o f others is an 

important area to explore in understanding the impact of acquired dysarthria. All but three 

people felt that listeners make an effort to understand their speech and particularly when
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they speak slowly. While this might imply a positive reaction from listeners, further 

responses were less positive. Two thirds of respondents were aware that others often 

pretend to understand them when they have not and that people are more condescending to 

them now because o f their speech. Less than half the people felt that others treat them as if  

they are stupid when they cannot understand them and get embarrassed when they cannot 

make themselves understood. This gives some insight into the attitudinal barriers that 

people with acquired dysarthria encounter. People with aphasia in Parr et al.’s (1997) study 

also perceived that people were patronising to them because o f their aphasia (section 2.4.2).

Dysarthric speech is often associated by listeners with the speaker being drunk. Cant (1997) 

stated that he was worried in case people who did not know him would think he was drunk. 

Only 12 o f the 31 people in this study perceived that others thought they had been drinking. 

This was a lower number than anticipated. This may be explained perhaps by the fact that 

some people’s neurological condition is more readily apparent (e.g. use o f wheelchair) to 

others and they are less likely to be perceived as drunk. Other people had difficulty with 

voice rather than articulation and were also less likely to be perceived as drunk. This 

suggests that people with acquired dysarthria characterised by imprecise articulation 

without overt signs o f physical disability or who have an ataxic gait might be more likely to 

be perceived as drunk. Further research is required in this area as it is proposed that people 

with different types o f dysarthria may be more likely to confront additional attitudinal 

barriers.

The comments made at the end on this section of the questionnaire were most informative. 

They highlighted further attitudinal barriers that people with acquired dysarthna have to 

face. People with acquired dysarthria perceive that they are ignored and avoided by former 

friends and strangers. They feel that they are ignored in conversations. They are discredited 

by others who get impatient or who do not give them time to respond and respond for them. 

These are all similar to the attitudes reported by people with aphasia (Parr et al., 1997; see 

section 2.4.2) and suggest that the earlier observations of interaction made by Charmaz 

(1983) during her interviews where people were discredited during conversations are not 

uncommon (section 4.2).

People with acquired dysarthria also differentiated between the reactions o f family and 

strangers, with strangers being more negative and family being more positive. People with
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dysarthria in Antonius et al.’s study (1996; see section 2.2.1) also found communication 

difficult when they were not familiar with the listener. Understanding the cause and nature 

of dysarthria was mentioned on some questionnaires as a factor in differentiating between 

both groups o f people. This suggests that educating others about the cause and nature o f 

dysarthria could have a positive impact on the speaker. This could happen on two levels: 

first, as a general public awareness campaign on dysarthria; and second, as a possible 

strategy to be used by people with dysarthria. Blood and Blood (1999) found that people 

who acknowledged their hearing loss to listeners were perceived more favourably than 

those who did not, because listeners understood the reason for their communication 

difficulties. Perhaps if  people with acquired dysarthria adopted this strategy, they might feel 

more at ease in interactions. This topic is returned to in section 14.4.2 with reference to 

views expressed in the interviews.

Six people felt that their families got annoyed and did not understand about dysarthria. This 

finding is similar to other findings in aphasia (Parr, 1994; Parr et al., 1997) and emphasises 

the need to educate families and to involve them in the therapeutic process. This is 

discussed in more detail in section 14.4.1 and again in section 16.4.

Finally, the comments made at the end of this section of the questionnaire suggest that 

people perceive that others evaluate them during interaction. Duchan, Maxwell and 

Kovarsky (1999) discuss how evaluation is part of everyday social interaction. Negative 

evaluations have a negative impact on identity and self-concept. Duchan et al. (1999) 

outline a fi'amework for investigating how competence and incompetence is co-constructed 

in social interaction. This is particularly relevant to people with acquired dysarthria and is 

discussed separately in section 14.4.5. This perception of negative evaluation can have 

consequences for communication behaviour. The results from this section o f  the 

questionnaire are considered next.

13.4.4 Section D: How Dysarthria Affects My Communication With Otliers

The findings presented in section 9.2.11 suggest that acquired dysarthria has a negative 

impact on communication behaviour for almost three quarters of the people in this study. 

Listening rather than taking part in conversation as well as relying on others to talk for them 

Were the most common approaches to communication reported by respondents. Other 

tactics such as avoiding asking for items in shops and using the telephone were reported by
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approximately two thirds of people. Statements on avoiding the telephone, avoiding asking 

for items m shops and relying on others to talk whenever possible achieved the most 

negative mean scores in this section suggesting that this is particularly true for a large 

proportion o f people with acquired dysarthria. These findings suggest that these people with 

acquired dysarthria employ what could be considered negative adaptation strategies in an 

attempt to live with their dysarthria. Half the people with dysarthria reported that their 

social life had changed because of dysarthria. Despite the fact that the least negative mean 

score was achieved on the statement: ‘Because of my speech, I have become socially 

isolated’, over a quarter of the people completing questionnaires felt that they had become 

socially isolated. One person mentioned that the isolation is self-inflicted as this is easier. 

These findings are again similar to the findings of Parr et al. with people who have aphasia 

(section 2.4.2) as well as people with chronic illness (Charmaz, 1983; Pinder, 1988) and 

other communication disorders (Papathanasiou et al., 1997).

Over half the people who completed the questionnaires acknowledged that they try to get 

their message across in other ways when people do not understand them. This suggests that 

the other half o f the respondents do not use non-verbal communication or an augmentative 

and alternative communication (AAC) system if they are not understood verbally. However, 

this section o f the questionnaire does not take into account people with milder dysarthria 

who may not resort to non-verbal communication but continue to use verbal communication 

employing strategies such as reduced speech rate and improved precision to facilitate 

communication. A comment made at the end of this section of the questionnaire draws 

attention to a further point with regard to using AAC. People with acquired dysarthria who 

have an additional physical impairment affecting hand function are restricted in the type o f 

AAC system they can use. Low-technology devices such as alphabet boards, amplifiers as 

well as more high-technology devices such as Lightwriter and Canon Communicator^^ are 

popular devices recommended for people with acquired dysarthria. These are difficult to 

manage in the presence o f reduced hand function. Armstrong, Jans and MacDonald (2000) 

point out that the whole area o f AAC and its implementation with people who have 

acquired dysarthria has received little attention to date. This highlights an area within the 

field that needs to be investigated further.

These are both small portable electronic communication aids that use a keyboard.
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The statements made at the end of section 9.2.12 indicate that these people with acquired 

dysarthria can experience a sense of loss for their pre-morbid communication style. This 

emphasises the fact that dysarthria changes not only speech but also the very nature o f 

interaction for these people. Everyday communication situations (e.g. using the telephone, 

asking for items in shops) are avoided. Comments made suggest that other everyday 

situations such as asking for bus fares and leaving messages on answering machines are 

difficult. People also mention in this section that they avoid talking to strangers. These 

responses suggest that people with acquired dysarthria have developed negative attitudes 

towards communication. One person mentioned that he or she apologises for the dysarthria 

suggesting that there is a stigma attached to having dysarthria. Physical, social and 

attitudinal barriers account for some of the changes in communication behaviour. People 

refer to physical factors such as running out of breath and fatigue, both o f  which make 

communication difficult. Other factors such as trying to communicate with relatives who 

are hearing impaired are also mentioned. Changes to communication behaviour and possible 

reasons for these changes are discussed further in section 14.5.

13.4.5 Differences In Responses Between Sections Of The Questionnaire

During the data analysis, I wondered if some people were experiencing greater difficulties 

in one specific area over another on the questionnaire. For example, were some people 

finding it harder to accept their dysarthria (Section B) or did some individuals feel their 

dysarthria affected their communication more severely than others (Section D)? Statistical 

analysis was applied looking at the variances amongst the weighted mean scores for each 

section. Post hoc analysis of a one-way ANOVA suggested that there were significant 

differences amongst scores for seven people (Table 9.9). Two of these (Joseph and Jane) 

had highly significant differences (p<0.01). Relatively high (positive) scores in one section 

and relatively low (negative) scores on another might account for some of these differences. 

Jane for example, had a similar score to other people on Section A (‘The Effect O f 

Dysarthria On Me As A Person’) but had a high score on Section D (‘How Dysarthria 

Affects My Communication With Others’). This suggests that dysarthria had limited impact 

on Jane’s communication behaviour. Joseph, on the other hand, had very low scores on 

Sections A and D but had a relatively high score on Section C ( How I Feel Others React To 

My Speech’), suggesting that he was less aware or affected by other people s reactions to 

his speech. These findings confirm the variability in impact amongst people with acquired 

dysarthria. It also indicates that with further development of an instrument like The
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Dysarthria Questionnaire, it should be possible to identify specific areas that are 

contributing to the psychological impact o f dysarthria. This topic is discussed in more detail 

in Chapter 16.

13.4.6 Limitations O f The Dysarthria Questionnaire

Although no statistically significant differences were found in responses to repeat 

statements in Section A (‘The Effect of Dysarthria On Me As A Person’) suggesting good 

intra-rater reliability, six of the 31 people who completed the questionnaire contradicted 

themselves on the two repeat statements in this section. This may be accounted for by the 

wording o f the repeat statements which could have been confusing. The statements; ‘Even 

when I am not speaking, I am a different person now’ and ‘My speech difficulty has not 

changed me fundamentally as a person’ may have been construed as referring to two 

different matters. Section D (‘How Dysarthria Affects My Communication With Others’) 

also contains statements which might be construed differently. Although only two people 

contradicted themselves on these repeat statements, i.e. ‘My social life has not changed as a 

result o f dysarthria’ and ‘The difficulties 1 have with my speech restrict my social life,’ they 

might also represent different issues. For example, people may experience some restriction 

to their social life but overall their social life may not have changed to any significant 

degree. Clearly further work needs to be carried out on The Dysarthria Questionnaire if  it is 

to be used as a clinical tool. Some of the reverse wording o f statements is clumsy although 

it did force people to think about their responses. Feedback on the responses to people with 

acquired dysarthria was an important part of ensuring the reliability o f  information from this 

questionnaire.

Despite these limitations, the responses to The Dysarthria Questionnaire have provided a 

starting point fi’om which one can begin to understand the impact o f acquired dysarthria on 

the speaker. The overall scores confirm the variability in reaction to dysarthria, which is in 

accordance with other research findings (Yorkston, Bombardier and Hammen, 1994; 

Antonius et al., 1996). It suggests that the impact of acquired dysarthria can be related to 

intelligibility but not in all cases. This implies that we need to re-examine the assessments 

we use in acquired dysarthria to measure outcome and how we determine candidacy for 

therapy. This issue is discussed again in Chapter 16 with reference to the way forward in 

our approach to intervention in acquired dysarthria. The responses to sections of the 

questionnaire provide information on possible areas to include in assessment. This should
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involve an examination of the activity limitations and participation restrictions as well as 

the environmental factors associated with acquired dysarthria. The incorporation o f Section 

E (‘Dysarthria Relative To Other Worries And Concerns’) is usefiil in placing dysarthria 

into perspective for the clinician and provides a starting point for exploring the meaning of 

acquired dysarthria for the person.

The findings fi'om The Dysarthria Questionnaire were strengthened further by more detailed 

exploration o f the impact of acquired dysarthria on self-concept. This is discussed next.

13.5 Does Acquired Dysarthria Affect The Speaker’s Self-Concept?

13.5.1 Responses To The HISD Scale

The responses to the HISD scale suggest that acquired dysarthria has a negative effect on 

self-concept for the majority of people with dysarthria. There were two exceptions. Both 

Ron and Michael experienced positive changes to their self-concept, suggesting that they 

have both adapted to their dysarthria (see section 3.4). Michael’s score needs to be 

interpreted with some caution. He experienced a traumatic time following the onset o f 

dysarthria (section 10.2) and it became apparent during the in-depth interviews that Michael 

was talking about Past Self as self after rather than before the onset o f  dysarthria 23 years 

ago. Nonetheless, the fact remains that he is more positive in his self-concept now than he 

has been in the past.

Overall, there were statistically significant negative changes to 18 o f the 20 constructs on 

the HISD scale. There were no statistically significant changes to the constructs ‘Friendly— 

Unfiiendly’ and ‘Intelligent—Stupid’. The people who had closed head injury in Tyerman et 

al.’s (1984) study and the people with physical disability following stroke in Ellis-Hill et 

al.’s (2000) study also perceived themselves as ‘still friendly . The people in both studies 

saw themselves as ‘still caring’. However, the people with acquired dysarthria in this study 

perceived themselves as ‘less caring’. The reason for this is unclear. What happens to 

people with acquired dysarthria to make them less caring following the onset o f  dysarthria? 

Perhaps it is the impact o f both the physical and communication difficulties, coupled with a 

reduced life expectancy for many o f the people in the study, or a reaction to the perceived 

attitudes and responses o f others. Further investigation is needed in this area. The people in 

both Tyerman et al. (1984) and Ellis-Hill et al.’s (2000) studies saw their Present Self as not
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withdrawn whereas the people with acquired dysarthria perceived that their Present Self was 

more withdrawn. This suggests that there may be changes in self-concept that are specific to 

people with acquired dysarthria or indeed to other people who have an acquired 

communication disorder.

Similar to the people in Tyerman et al.’s (1984) study, people with acquired dysarthria in 

this study perceived themselves as more unhappy, dissatisfied, and dependent than in the 

past. Like the people with physical disability following stroke in Ellis-Hill et al.’s (2000) 

study, the people with acquired dysarthria also perceived themselves as less capable, 

dependent, less in control, dissatisfied, less confident and o f  less value. Additionally they 

saw themselves as unattractive®'*, self-conscious, withdrawn, incompetent, irritable, tense, 

unassertive, despondent, unstable®^ and impatient. Feeling unattractive as a person is also 

reported in other communication disorders. The people with spasmodic dysphonia in 

Papathanasiou et al.’s (1997) study also perceived that they were unattractive and felt self- 

conscious.

There were far more negative changes in self-concept for people with acquired dysarthria 

than there were for people with physical disability following stroke and for people with 

closed head injury. This may be accounted for in part by the fact that the majority o f people 

in this study had a progressive neurological condition and may explain why they feel more 

despondent particularly regarding the future. Many of these people also had physical 

disability as well as dysarthria. The people in Ellis-Hill et al.’s (2000) study did not have 

any communication difficulties. It could be suggested that the combination o f both physical 

disability and communication difficulties might result in more negative changes in self- 

concept. People mentioned during completion of The Dysarthria Questionnaire and again 

during the in-depth interviews that they were unable to differentiate between the impact o f 

physical disability and dysarthria. This was certainly true for Robert and I was aware during 

the in-depth interviews (see section 10.4.6) that changes in his self-concept might be related 

to his physical disability. Further research on self-concept with people who have acquired 

dysarthria in the absence o f physical disability would yield important information on the 

specific impact o f dysarthria on self-concept. It would also be important to explore whether

^  AAs a person.

Emotionally.
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there are differences between people who do not have a progressive dysarthria and people 

who have a progressive degenerative dysarthria. The issue o f changes to self concept is 

returned to in section 14.3.4.

13.5.2 Limitations O f The HISD Scale

While no obvious limitations to the HISD scale itself were apparent, the incorporation of 

additional assessments would have enhanced the results from this scale further. The 

responses to the HISD scale were far more negative than the results obtained with people 

following closed head injury (Tyerman et al., 1984) and with people who had physical 

disability following stroke (Ellis-Hill et al., 2000). While one can try and explain possible 

reasons why this might be so, some additional measure of anxiety or depression (e.g. the 

Hospital Anxiety and Depression Scale (HADS), Zigmond & Snaith, 1983) would have 

added more insight into the psychological well-being of these people at the time of 

assessment. Future assessment should incorporate these additional measures into evaluation.

Both The Dysarthria Questionnaire and the HISD scale provided information on the impact 

of acquired dysarthria and on self-concept for people at a specific point in their experience 

of living with acquired dysarthria. Given that many people had a progressive neurological 

condition, it was important to examine if there were any changes to impact and self-concept 

over time.

13.6 Does The Impact of Acquired Dysarthria And Self-Concept 

Change For The Speaker Over Time?

Results of The Dysarthria Questionnaire and the HISD scale (section 9.5) repeated on 17 

people after six months showed no statistically significant differences in scores for this 

group of people. Six months was chosen as an appropriate interval as this was feasible 

within the time constraints of the study. It is not clear if a significantly different result 

would have been obtained if assessments were repeated over a longer time period (e.g. 1-2 

years), or perhaps in the earlier months of acquiring dysarthria. The absence of a 

statistically significant difference between the repeat assessments on both the HISD scale 

and The Dysarthria Questionnaire masks the fact that there were some distinct differences 

in scores for individual people. The results of both assessments are considered separately.
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13.6.1 The Repeat Of The Dysarthria Q uestionnaire

There were notable differences in scores between the first and second administrations o f the 

questionnaire for five people with acquired dysarthria. There were improvements in scores 

for two people, Robert and Miriam. A decrease in scores was observed for three people, 

Liam, Declan and Susan (Table 9.17). These changes might be accounted for by comments 

made by four o f  these five people at the end o f their questionnaires. Miriam had been 

attending speech and language therapy and had found that she was able to sing again. She 

also remarked that she is used to her speech and “accepts it a lot better now”. This is 

reflected in her scores on the ‘Accepting My Dysarthria’ section of the questionnaire with a 

36% increase in scores. The reasons for Robert’s change in scores is not clear but on the 

questionnaire the greatest increase in scores for him were on Section B (‘Accepting My 

Dysarthria’) and Section D (‘How Dysarthria Affects My Communication With Others’). 

Declan had a decrease in scores mainly on the Section B (‘Accepting My Dysarthria’). In 

the six months between the first and second administration o f the questionnaire, he had 

become a father for the first time and voiced his worries about whether his daughter would 

be able to understand his speech. Susan had tried new medication that had not worked and 

she felt that her dysarthria was now worse. The greatest differences in scores for her were 

on Section A, ( ‘The Effect of Dysarthria On Me As A Person’) and Section D (‘How 

Dysarthria Affects My Communication With Others’). Finally, Liam’s motor neurone 

disease was progressing rapidly and he was clearly more dysarthric. There were changes in 

scores for him on three sections of the questionnaire: Section A (‘The Effect O f Dysarthria 

On Me As A Person’), Section B (‘Accepting My Dysarthria’) and Section C (‘How I Feel 

Others React To My Speech’). The greatest change was on the section, ‘The Effect O f 

Dysarthria On Me As A Person’ suggesting that some changes might also be anticipated in 

self-concept on the HISD scale.

These scores support Crowe’s (1997) contention that acceptance is an on-going process (see 

section 3.3.4). The change in Declan’s results gives some insight into the meaning o f 

dysarthria for him and suggests that this meaning can change with different stages in a 

person’s life. Susan’s experiences with medication support the findings by Pinder (1988) 

discussed earlier in section 2.5.1, and Habermann (1996) that people with Parkinson s 

disease are constantly struggling to achieve balances with drug regimes. It is interesting to 

note that o f these five people, only Miriam was receiving active speech and language 

therapy. Declan was not considered a priority for therapy at his local clinic and was on a

Page 295



waiting list. He was hoping to try to arrange for private therapy. Susan had been placed on 

review, Liam s condition was being monitored periodically and Robert had been discharged 

from therapy. This issue of acceptance is taken up again in section 14.6.2.

In repeating The Dysarthria Questionnaire, I noted some cognitive changes in Fred. He was 

experiencing problems with his Parkinson’s medication and appeared to have problems 

attending to the task when repeating the assessments. While there was some deterioration in 

scores, they were less remarkable than the scores for the other five people (Table 9.17). 

However, some change was noted for him on the repeat HISD scale. This is discussed next.

13.6.2 The Repeat O f The HISD Scale

There were no significant differences between Liam’s scores on the initial and repeat HISD 

scale (Table 9.20) contrary to my expectations given that he had some notable changes at 

six months on Section A: ‘The Effect of Dysarthria On Me As A Person’ on The Dysarthria 

Questionnaire. This section contained some statements that are linked to identity and self- 

concept but the constructs examined on the HISD scale may be unrelated to those that 

showed change on the questionnaire. Equally, they may have been changes to self

perception not considered strong enough to effect a change in self-concept. Four people 

(Paul, Fred, Eric and Susan) had notable differences in overall scores on the repeat HISD 

scale (Table 9.20). Susan was the only one of this group who also had changes on the repeat 

of The Dysarthria Questionnaire. For three of these four people (Paul, Fred and Susan), 

differences in scores could be accounted for mainly by differences in scoring Past Self. 

Fred, for example, achieved a score of 130 for Past Self on the first assessment and a score 

of 108 on the second assessment. Similarly there was a difference of 12 points between both 

scores on Past Self for Paul and Susan. At least three people (Donal, Maire and Michael) 

also had differences of 12 points or more on their scores for Past Self.

How can one account for these differences and do these findings suggest that the responses 

on the repeat HISD scale are not reliable? First, the notion of a working self-concept 

(Markus & Kunda, 1986) referred to earlier in section 2.3.1 may account in part for 

different responses. According to this theory, people are only able to access specific parts o f 

their self-concept and these may be different when the assessment is re-administered after
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six months. Self-concept is influenced by memory. Autobiographical memory^^ is 

influenced by cognitive status as well as depression so that changes in cognitive status may 

account for some differences in response. However, the most likely reason for differences is 

described by Fiske (1995). He discusses the fact that when a self-schema or construct is 

important to the person, they will recall that information more readily than irrelevant 

information. Inconsistencies between Past Self and repeated Past Self may therefore be 

accounted for in part by this variable. Another reason might be that Past Self can be 

strongly related to Ideal Self (Brumfitt, 1985), so, as a condition deteriorates or changes, 

Past Self might become more idealised with greater differences between Past and repeated 

Past Self The important area to focus on is change to Present Self on both assessments.

On the reassessments, Eric demonstrated an improvement o f 18 points in his Present Self 

scores. He did not mention any change in his life or condition when questioned at the repeat 

assessment so it is unclear why this might happen. Clearly further research is required to 

attempt to account for change in self-concept, including what one defines as self-concept. 

How one measures or describes it is very much debatable, but it is important, particularly if  

one is to incorporate assessment of this area into patient management. This topic is returned 

to in Chapter 16.

13.6.3 Limitations O f The Repeated Dysarthria Questionnaire And HISD Scale

In hindsight, the results o f the repeated questionnaire and the HISD scale would have been 

augmented by some repeat measures of speech intelligibility and cognitive function at that 

time. The relationship between change in speech intelligibility and change in scores on The 

Dysarthria Questionnaire could be examined, opening up the debate further on the 

relationship between speech intelligibility and impact. Objective evidence o f deterioration 

in speech intelligibility for Liam and Susan may have added weight to the argument that 

these changes in intelligibility were in some way responsible for changes in impact scores. 

Objective evidence rather than subjective reports that Fred s cognitive status had 

deteriorated would also have been useful. Again measures such as HADS (Zigmond & 

Snaith, 1983) would also provide further information on the psychological status o f people

** Autobiographical memory is defined by Baddeley (1992) as memory that is concerned with the capacity of 

people to recollect their lives’ (p.26). It is defined by Brewster (1986) as a recollection of a particular episode 

from an individual’s past’ (p.34).
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with acquired dysarthria and changes here might have added further insight into other areas 

of change over the six-month period.

13.7 Chapter Summary

The answer to the question ‘What is the overall impact o f  acquired dysarthria on the 

speaker?’ is that the impact is variable, but it is generally negative. While the impact o f 

acquired dysarthria can be related to the severity o f the dysarthria as defined by 

standardised assessment, this is not always the case. This suggests that dysarthria 

assessment needs to incorporate some investigation o f the activity limitations, the 

participation restrictions and the environmental factors that exist because o f  dysarthria. The 

impact o f acquired dysarthria can be so great as to cause negative changes in self-concept 

suggesting that some assessment of this area should also form part o f the assessment 

procedure. Dysarthria may not be the most important issue to the person when considered 

against other worries and concems. This emphasises the importance o f exploring the 

meaning of acquired dysarthria for the person in this context.

The information obtained has been constrained by the statements selected for response on 

The Dysarthria Questionnaire and the constructs chosen on the HISD scale. The comments 

at the end o f each section o f the questionnaire provided an increased insight into the impact 

of acquired dysarthria and indicated that there were many gaps in our understanding about 

the experience o f  acquired dysarthria. This demanded a change to qualitative methodology. 

The next chapter discusses that experience of acquired dysarthria as told by the 11 people 

selected for the in-depth interviews.
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14. THE EXPERIENCE OF ACQUIRED DYSARTHRIA

14.1 Introduction

The question ‘What is the experience of people who have acquired dysarthria?’ was 

addressed using the viewpoints of eleven people with acquired dysarthria expressed during 

in-depth interviews. The information that emerged from these interviews illustrated further 

the themes that emerged from The Dysarthria Questionnaire and the HISD scale. In this 

chapter, the experience o f acquired dysarthria is discussed using the sub-questions posed in 

Chapter 1. These include questions on changes to lifestyle, the psychological effect o f 

dysarthria on the speaker, perceptions of other people’s reactions to speech, the impact o f 

acquired dysarthria on communication behaviour and how the person accepts, adapts and 

copes with dysarthria. Finally, the appropriateness of combining qualitative and quantitative 

methodologies for the purposes of this study is discussed.

14.2 What Changes Have Occurred To The Person’s Life Because Of 

Acquired Dysarthria?

The responses to the interviews described in section 10.4 indicate that people with acquired 

dysarthria can experience a variety of changes to their lives because o f their dysarthria. 

Similar to the findings on The Dysarthria Questionnaire, there was a range o f different 

responses. However, all eleven people experienced change in some aspect o f their lives. 

Seven key areas o f overall change were identified on analysis of the information from the 

interviews. Three o f these relate to lifestyle: these are changes in employment, social life 

and leisure activities. The other four relate to the person: these are psychological changes, 

changes to roles, changes to relationships and changes to communication behaviour. It is 

argued that these changes are influenced by physical, social, attitudinal and structural^^ 

barriers, which people are forced to confront and are consistent with earlier findings from 

studies in aphasia (Jordan & Kaiser, 1996), chronic illness (Charmaz, 1983, Pinder, 1988), 

physical disability (Morris, 1991) as well as hearing impairment (Corker, 1993; Maxwell, 

Poeppelmeyer & Polich, 1999).

Structural barriers refer to resources, opportunities, services and support.
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14.2.1 Changes To Employment

The responses in section 10.4.2 confirm that acquired dysarthria can influence employment 

and employment opportunities. None o f the eleven respondents was employed at the time of 

the interviews. Returning to work had been an issue for the people with aphasia in Parr et 

al.’s (1997) study. This was less of an issue here as five had already retired before the onset 

of dysarthria. Most of these people were battling with a progressive neurological illness and 

had to cope with fatigue and the additional constraints imposed on them by their co-existing 

physical impairment. It is suggested that the impact o f acquired dysarthria on employment 

following stroke may produce different findings. Nonetheless, dysarthria had directly 

affected the employment of two of the six people who had not retired before the onset o f 

dysarthria. It had affected the career opportunities of the other four people, two o f these 

because o f difficulties with interviews.

Both Donal and Liam gave up their jobs because of dysarthria. Donal started his career as a 

lecturer but now feels that he would not be able to speak confidently in a lecturing situation. 

He has very mild dysarthria with 100% intelligibility on assessment (Table 6.8). Liam was 

an engineer with experience in a specialised area. He was conscious o f  his speech when 

dealing with clients and changed his job to one at a more basic level where little verbal 

communication was required. One cannot help but wonder whether, with the appropriate 

psychological, structural and environmental support, both could have continued in their 

employments at least for a longer period of time. If this is the case, re-organising work- 

schedules and re-thinking formats for communication must be examined to enable people 

with acquired dysarthria to continue in their employment.

Because none o f  the people were employed at the time of the interviews, information on the 

barriers experienced by people with acquired dysarthria in the work situation is not 

available. Liam mentioned during the interviews that his dysarthria affected his relationship 

with work colleagues. Literature from other areas such as hearing impairment suggests that 

attitudinal barriers can exist in this situation. Hetu, Getty and Quoc (1995) in a study o f the 

experiences o f people with acquired hearing loss found that because these people perceived 

that there was a stigma attached to hearing loss, attempts to conceal it resulted in difficulties 

in relationships with co-workers. In this study, people also perceived that there is a stigma 

attached to having dysarthria. How this would affect relationships with colleagues needs to
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be investigated along with the other barriers to social interaction that can exist in different 

work environments.

The interview data confirms taking up new employment or retraining can also be difficult 

for people with acquired dysarthria. This was also an issue for the people with aphasia in 

Parr et al.’s (1997) study. Michael and Paul discussed their difficulties with interviews. 

Michael described how he felt so threatened in an interview situation that he would not go 

to interviews. Paul told about sitting in front of an interview panel where he would become 

‘tongue-tied’ because of the physical nature of dysarthria. He perceived that he was being 

evaluated because o f his speech. This issue of being evaluated is taken up again in section 

14.4.5.

Re-examining the format of these interview situations to make them less threatening for 

people with acquired dysarthria might be a step forward in facilitating people to take up 

other employment opportunities. Both Paul and Ron perceive that the combination o f 

physical disability and speech affected their employment opportunities, believing that 

employers are prejudiced against those who have a disability. The implications o f these 

experiences are discussed further in section 16.4 with regard to implications for therapy.

In comparison with the people with aphasia in Parr et al.’s (1997) study, Michael was one o f 

the few people interviewed who mentioned the financial implications o f acquired dysarthria. 

However, taking a job at a more basic level must also have had financial implications for 

Liam. Maureen mentioned that she could give up work because they were “comfortable” 

suggesting that her financial situation allowed her to make this decision with regard to 

employment. The five people already retired from employment when they became 

dysarthric would have had a state or disability pension. The other six were now receiving 

some disability allowance. The people in this study were from both working and middle- 

class backgrounds. It is suggested that in another group of people with acquired dysarthria, 

perhaps following stroke and fi’om predominantly working class backgrounds, the findings 

might be quite different. One point is clear from Michael s experience — dysarthria can have 

implications for one’s financial status. The literature in other areas of chronic illness suggest 

that financial resources play an important role in how people adapt to their condition. The 

role o f financial support in adapting to dysarthria is raised again in section 14.6.4.
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14.2.2 Change To Social And Leisure Activities

The responses to The Dysarthria Questionnaire in section 9.2.11 indicated that over half the 

people with acquired dysarthria in this study perceived that their social life had changed 

because o f dysarthria. Further information from the interviews confirm that one of the 

greatest areas o f  change in the lives of people with dysarthria is to social activities. Ten o f 

the eleven people interviewed experienced at least some change to their social life because 

of dysarthria. These changes can be explained in part by environmental barriers (noisy 

environments), physical barriers (unable to go out independently because o f  physical 

disability) and lack of confidence, particularly with reference to going out alone. Perception 

of stigma can explain a decrease in the range o f social contacts for some o f the group. Paul 

mentioned that he has not kept in touch with friends as he “doesn’t want to embarrass 

them”. He added, “I don’t want them to be making excuses for me.” (Extract 10.61). Donal 

perceives a very definite stigma attached to his dysarthria (Extract 10.167). This perception 

of stigma has been referred to briefly in section 14.2.1 and is consistent with findings from 

other studies in communication disorders such as aphasia, hearing impairment and 

spasmodic dysphonia as well as statements made earlier by Cant (1997) from his personal 

experience o f stroke recovery (section 2.2.2). Hetu (1996) investigated the perception o f 

stigma attached to hearing impairment. He found that people with hearing impairment 

reduce their social contacts in an attempt to hide their disability, suggesting that there are 

many parallels between the experiences of people with acquired hearing impairment and 

people with acquired dysarthria.

This restriction in social activities can lead to isolation. Over a quarter o f the people who 

completed the questiormaire felt they had become socially isolated. Liam said he has 

become almost a recluse. This social isolation is similar to findings in other studies on 

chronic illness (Strauss, 1975; Charmaz, 1983; Finder, 1988), visual impairment (Hull, 

1991), aphasia (Jordan & Kaiser, 1996) and in other situations where people perceive there 

is a stigma attached to their condition (Fapathanasiou et al., 1997). This is an important 

factor to consider in understanding the implications of acquired dysarthria for the speaker.

Change to leisure activities in this group of people is largely attributed to physical disability 

rather than dysarthria although dysarthria affected the participation in leisure activities for 

one person (Susan). It is an important factor as lack of participation in leisure activities can 

further increase social isolation. People with acquired dysarthria can lose another
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opportunity for socialisation by being unable to partake in activities that do not rely heavily 

on speech.

The role that physical disability plays in increasing the psychological impact o f acquired 

dysarthria for this group of people cannot be ignored. The results o f Section E o f the 

questionnaire ( ‘Dysarthria Relative To Other Worries And Concerns’) indicated that not 

everyone was worried or concerned about his or her dysarthria relative to other issues at that 

time. This area was explored further in the in-depth interviews (section 10.5). All the people 

who were interviewed had some physical disability. Two people admitted that they could 

not separate their physical disability from their speech when estimating the impact o f one 

relative to the other. More than half acknowledged the importance o f dysarthria but 

admitted that their physical skills were more important to them now. The reason given was 

that physical disability had a greater impact on them. The impact o f  physical disability was 

similar if  not greater than dysarthria in some instances. For example, four people were 

forced to give up work because of physical disability. Participation in social and leisure 

activities was also affected. Physical disability was associated with loss o f  independence 

(reliance on others for washing, feeding and dressing, inability to drive, difficulty using 

public transport, etc.). Loss of roles relating to employment, household management etc. 

were also mentioned. Further avenues for communication were cut off by poor hand 

function so that writing and operating a keyboard were difficult or impossible.

Understanding the impact and experience of acquired dysarthria involves considering the 

impact o f these co-existing physical disabilities on the speaker. Physical disability can only 

be one aspect o f one’s illness. This study did not include people with hearing impairment. 

None o f the people with acquired dysarthria had significant visual impairment. These 

impairments alone carry perceptions of stigma and can result in social isolation. In the 

presence o f dysarthria, they can magnify the impact of dysarthria on the person.

The losses unrelated to dysarthria, which the person experiences (e.g. loss o f employment, 

loss o f ability to drive etc.) and, which can increase the losses experienced because o f 

dysarthria are ignored in our current approaches to assessment and intervention. Failure to 

take a holistic view o f acquired dysarthria, which includes understanding the context in 

which dysarthria exists, means that the experience of acquired dysarthria cannot be fully 

understood by clinicians.
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14.3 Does Acquired Dysarthria Have An Impact On The Speaker As A 

Person?

The responses on The Dysarthria Questionnaire in section 9.2.2 and the HISD scale in 

section 9.4 suggest that acquired dysarthria does have a negative effect on the speaker as a 

person. The information from the interviews provide further information not only on 

psychological impact but also on changes to self-perception which includes self-concept 

and self-esteem, changes in role, changes to relationships and changes to communication 

behaviour.

14.3.1 The Psychological Impact O f Acquired Dysarthria

The information provided during the interviews confirms that acquired dysarthria has a 

negative psychological impact on most speakers. A number o f negative emotions are 

associated with dysarthria (section 10.3) including embarrassment and sensitivity, lack o f 

confidence, feeling inadequate, worry and fear, feeling hurt and upset, loss o f control, 

frustration and armoyance, feeling nervous and uncomfortable, as well as feeling lonely and 

isolated. Many o f these emotions arise from communication situations. People are aware o f 

other people’s reactions to their speech and this can make them feel embarrassed. They can 

feel frustrated and armoyed, hurt and upset when people do not understand them. People 

worry about how they are perceived and they also worry about further deterioration in their 

conditions. These psychological reactions are not specific to people with acquired 

dysarthria. People with hearing loss report anxiety and stress associated with listening and 

communication difficulties (Hetu, Riverin, Lalonde, Getty & St-Cyr, 1988). Indeed these 

emotions are not specific to communication disorders or even to people with acquired 

neurological conditions. With specific reference to fear, Weitz (1989) carried out in-depth 

interviews with people who have AIDS and found that for them fear arose from uncertainty 

about the fiiture. Worry and fear about the future can be experienced by people with both 

progressive and non-progressive neurological illnesses. Jordan and Kaiser (1996) mention 

that people with stroke worry about suffering fiirther strokes. Uncertainty about the future is 

associated with motor neurone disease (Goldstein & Leigh, 1999). People with both stroke 

and motor neurone disease are likely to present with dysarthria and therefore experience this 

fear about the future. Fear has already been mentioned in responses on The Dysarthria 

Questiormaire (section 9.2.6). During the interviews, Karen and Liam voiced their fears
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about not being heard or being unable to communicate at all. This is a very real emotion for 

someone with progressive dysarthria and one that needs to be addressed by speech and 

language therapists. The skills and training requirements o f  therapists to deal with these 

psychological reactions is discussed further in section 16.4.4.

14.3.2 Changes In Role

Change in role is one of the consequences of acquired dysarthria. Three people (Eric, Paul 

and Miriam) discussed a change in role because o f dysarthria. From the views expressed by 

this group, loss or change in role is associated with feeling less in control, feeling more 

dependent and feeling inadequate and helpless. This is consistent with other findings in 

chronic illness (Habermann, 1996), stroke (Pound & Gompertz, 1998) and aphasia. 

Altschuler (1997) suggests that changes in role may not always be negative. She considers 

that men who are forced to spend more time at home may place an increased value on 

family relationships and experience a more intimate relationship specifically with children. 

Pound et al. (1998) also comment on the positive aspects o f role change. This is Paul’s 

experience. His change in role is linked in part to his physical disability. He is no longer the 

‘breadwinner’ in the family. Nonetheless, he has also found a new role and this may be a 

factor in helping him to adapt as he still feels valued. Paul’s wife now goes out to work 

while he manages the household duties and looks after his children. However, he still 

perceives a loss o f independence as his wife now deals with making verbal enquiries, 

organises holidays etc. He also feels less in control. Habermann (1996) looked at the 

experience o f living with Parkinson’s disease. She describes how employment was seen as a 

measure o f usefulness to society and as a measure of independence for the people with 

Parkinson’s disease in her study. This may also be how Paul still construes work outside the 

home. Charmaz (1994) discusses how employment may be linked with identity, particularly 

for men. Such depth o f impact emphasises the importance of examining the wider context 

o f acquired dysarthria in an attempt to understand its effect on the person.

Both Eric and Miriam refer to loss o f roles because of dysarthria. This perceived change in 

role results in both o f them feeling less in control. Miriam and Eric both cite managing 

financial transactions as one component of their lost roles. Carrying out financial 

transactions seems to be a common difficulty for people with dysarthria. At another point in 

the interviews, Paul mentions that he finds making financial transactions difficult (Extract 

10.138). What is it that makes this particular situation difficult for people with acquired
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dysarthria? This is discussed further in section 14.5.2 along with other difficult 

communication situations.

Understanding that acquired dysarthria can affect one’s role within a family helps 

understand the wider implications of this on relationships as well as on the person’s own 

identity and self-concept. People’s roles are part o f their public identity so when roles are 

threatened, so too are their identities. It also pinpoints an area where some intervention 

might be called for. Helping the person and his or her family to find a new role in which he 

or she can feel more in control and independent as well as valued might be an important 

factor in helping people live with their dysarthria. This is discussed further in section 14.6.4 

along with other factors that may influence adaptation.

14.3.3 Changes In Relationships

Change in relationship with one’s partner or spouse is reported by people in this study. In 

section 9.2.9, people commented at the end of one of the sub-sections o f The Dysarthria 

Questionnaire on the lack o f understanding and perception o f annoyance on the part o f some 

families. The information obtained from the people during the interviews confirms that 

acquired dysarthria can affect relationships, with eight o f the eleven people experiencing 

some change in this area. This is consistent with findings in other communication disorders 

such as aphasia (Kinsella & Duffy, 1978; Newborn, 1997; Denman, 1998; Michallet, Le 

Dorze & Tetreault, 2001) and acquired hearing loss (Hetu, Jones & Getty, 1993). Hetu et al. 

proposes that any disorder that affects the process of interaction can affect relationships 

with one’s partner or spouse. Over-protectiveness, lack of understanding and impatience 

were all referred to by the people with acquired dysarthria in relation to spouses. Over

protectiveness is also reported in people with aphasia (Croteau & Le Dorze, 1999). Karen 

perceives that her relationship with her husband is no longer a loving one. No information is 

available on relationships before the onset of dysarthria and this is clearly an important 

factor in looking at change in this area. This change in relationship with one s partner can 

both cause and exacerbate the feelings o f loneliness and isolation mentioned by people with 

acquired dysarthria.

Change in relationship may not just be attributed to the communication disorder itself. 

Change in role can be linked to change in relationships. Feeling more dependent and less in 

control can cause stress and tension between partners and spouses. This has already been
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reported in the literature in aphasia (Parr, 1994; Jordan & Kaiser, 1996; Newborn, 1997; 

Denman, 1998; Zemva, 1999; Servaes et al., 1999). It is also reported in other areas o f 

chronic illness, with specific reference to acquired conditions (e.g. stroke, coronary heart 

disease, cancer etc,) (Radley & Green, 1985; Altschuler, 1997; Pound & Gompertz, 1998). 

People with acquired dysarthria also mentioned changes in relationships with fnends, 

acquaintances and work colleagues. People referred to the fact that fnends or former friends 

become impatient and avoid them. This is discussed again later in section 14.4 with regard 

to perceptions o f other people’s reactions to dysarthria. These changes in relationships have 

implications for opportunities for social interaction as well as the level o f social support 

available to people with acquired dysarthria. The importance o f social support with 

reference to adaptation is discussed further in section 14.6.4.

14.3.4 Change In Self-Perception And Self-Concept

The depth o f the emotions referred to during the interviews and described in section 14.3.1 

may not be strong enough to cause a change in self-concept. Self-perception is used as a 

general term instead o f self-concept as it is clear that people do perceive some changes in 

how they construe themselves. However, it is difficult to determine from the interview data 

if this change is dramatic enough to cause a change in self-concept. In a study o f the 

physical consequences o f stroke. Pound and Gompertz (1998) found that people talked 

about the changes in their lives more in terms of loss of function than loss o f self.

For some people in the study, change is clearly evident. For example, Karen comments on 

how she is a completely different person now, saying that in the past she was vivacious and 

a ‘great talker.’ In general, interviewees perceive themselves as more self-conscious, less 

confident, less sociable, less in control and more inadequate. This supports the earlier 

quantitative findings on the HISD scale and The Dysarthria Questiormaire. It is important to 

specify these changes further. Ten people agreed on The Dysarthria Questionnaire that 

dysarthria had changed them ‘fundamentally as a person’ but the extent o f these changes are 

not explored.

Further questions arise regarding the ‘total picture’ that people have o f themselves 

following the onset o f dysarthria. Kelly’s (1955) personal construct theory suggests that 

people have a system with which we construe or make sense o f our world. This theory in 

relation to people with acquired dysarthria suggests that how people make sense o f their
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dysarthria involves their outlook on life, their image o f themselves and their feelings about 

what is important and not important. If we are to fully understand what acquired dysarthria 

means to the person, we have to have some insight into this ‘total picture’. Past Self and 

Present Self were already explored using the HISD scale but this is only half the story. We 

need to know how the person construes him or herself as a dysarthric speaker. This can be 

explored more fully than has been done here with the use o f repertory grid technique 

(RGT), which is commonly used in the area o f fluency disorders (Hayhow & Levy, 1989), 

and has also been used with people who have aphasia (Brumfitt, 1985), and severe physical 

disability (Beail, 1985). On The Dysarthria Questionnaire, responses to Section A  (‘The 

Effect of Dysarthria On Me As A Person’) indicated that some people felt they sounded like 

someone else because o f dysarthria. Thirteen people agreed with the statement, “Even when 

I am not speaking I feel I am a different person now”. ‘Self When Speaking’ versus ‘Self 

When Not Speaking’ would reveal important information on the extent o f  changes to 

identity and self-concept to the person as a dysarthric speaker.

How people with acquired dysarthria construe other people with dysarthria would yield 

important information on how they perceive themselves. While information from the 

interviews indicates that in general, people with acquired dysarthria perceived other people 

with communication disorders negatively in the past, there is also some evidence that 

people may perceive these people differently now. During the interviews, Robert described 

how he allows for the communication difficulties of people he meets at his stroke club. 

Donal referred to the fact that he was a ‘much better person now’ when talking about his 

pre-morbid perceptions o f people with communication disorders. On the other hand, Liam 

said he finds dysarthric speech ‘embarrassing’ and described a well-known AAC user as a 

‘circus act.’ Beail (1985) in a study o f people with severe physical disability, using RGT, 

found that these people rejected the stereotypical view of disability and he suggests that if  

people hold a negative view o f this stereotype, they are less likely to accommodate it into 

their identity. Exploring ‘S e lf versus the ‘Stereotype of Dysarthria’ has implications for 

adaptation and living with acquired dysarthria and is a further area that warrants 

exploration.

How can acquired dysarthria bring about such negative changes to one s identity and self- 

concept? Brumfitt (1993) proposes with regard to aphasia that its onset can be viewed as a 

major change in the person’s life and can thus cause a change in self-concept. Can
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dysarthria be viewed as such a major event? For the people in this study, there was much 

variation in reaction to onset of dysarthria, (section 10.2) with some people anticipating it in 

the course o f their neurological condition. From the information available on the impact of 

physical disability on the person (section 10.5.3), along with Section E on The Dysarthria 

Questionnaire ( ‘Dysarthria Relative To Other Worries And Concerns), it is evident that the 

onset o f the neurological condition and physical disability might be comparable if  not more 

significant events. People said during the interviews, and commented on The Dysarthria 

Questionnaire, that they could not separate their physical disability from their speech. 

Again, RGT could be used to explore more specifically the impact o f  acquired dysarthria on 

the person by exploring ‘Self With Physical Disability’ versus ‘Self with Dysarthria’ and 

thus increase our depth o f understanding of how acquired dysarthria in particular affects 

one’s self-concept.

If the onset o f dysarthria is not seen as such a major event as to change self-concept and 

identity, what else might account for these changes? Taking the perspective o f  symbolic 

interactionists referred to earlier in section 2.3, the perception o f others’ reactions to speech 

is important in influencing identity and self-concept. Duchan et al. (1999) discuss the 

relationship between identity and negative evaluations in conversation. Closer examination 

o f what happens during interaction might explain the impact o f acquired dysarthria on self- 

concept more specifically. How do people construe other people’s reactions? This is 

discussed specifically in section 14.4.5.

14.4 How Does The Person With Acquired Dysarthria Perceive Other 

People’s Reactions to His or Her Speech?

The responses to statements on The Dysarthria Questionnaire described in section 9.2.8 

suggested that people with acquired dysarthria differentiate between the reactions o f  family, 

friends and strangers. The people responding to the questiormaires also indicated that they 

perceive that they are evaluated during interactions. The opinions put forward by this group 

of people during the interviews confirm these findings and enhance our understanding 

further on how people with acquired dysarthria not only perceive other people s reactions, 

but also how these reactions shape communication attitudes and behaviour.
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14.4.1 Reaction Of Family

From descriptions given during the interviews, apart from some exceptions, families 

generally appeared to be supportive. However, the most common reaction reported was that 

dysarthria was not talked about within the family. This might suggest that dysarthria was 

not considered an issue and therefore did not need to be discussed. There are some 

indications that dysarthria might be discussed with others rather than with the person. Both 

Ron and Michael mentioned this. Le Dorze et al. (1996) discussed the importance o f 

communication within the family in relation to aphasia (see section 4.2). Misperceptions 

can be clarified through discussion. Susan’s son feels uncomfortable when she tries to talk. 

Initially she felt that he was ashamed of her speech but this was clarified following a 

discussion with him (Extract 10.89). Openness with regard to discussing dysarthria is 

important. However, what and how much information to disclose can be an issue especially 

between parents and their children. Susan mentioned during the interviews that she and her 

husband did not tell their ten-year-old son when she was diagnosed with Parkinson’s 

disease. She commented that he found out about it “over the years” and he was “a bit hurt 

because we thought he wasn’t old enough.” Ahschuler (1997) suggests with regard to 

chronic illness that not informing family members about the illness or aspects o f  that illness 

can widen the gap with regard to communication within the family. This emphasises the 

importance o f including family members in therapeutic intervention.

Perceptions that families do not understand about dysarthria, that they do not take time to 

listen, or are embarrassed are all mentioned during the interviews. Maureen perceives that 

her sons were more attentive in the early stages of her dysarthria but now that her condition 

is diagnosed and she is attending speech and language therapy the condition “is forgotten 

about” (Extract 10.91). This is her perception of the situation. Her sons’ perceptions are 

unknown.

Families may be unaware o f the impact of these reactions on the person with acquired 

dysarthria. Not taking time to listen is a common complaint amongst people with acquired 

dysarthria. Higginbotham and Wilkins (1999) describe the temporal aspects o f 

communicative interaction specifically with reference to AAC users and emphasise the need 

to negotiate time for successful interaction. Both parties in the interaction need to be aware 

of this.
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Interviewees also mentioned that their families ask them to repeat words or sentences when 

they carmot understand what is said. Requests to repeat are a frequent component o f 

interaction with people who have dysarthria. Some people like Michael do not mind this but 

other people like Maureen and Miriam do. Miriam stated that she becomes particularly 

upset or annoyed when her husband remarks that he carmot hear what she is saying. 

Maureen mentioned that she gets annoyed or angry when people ask her to repeat as she 

perceives that they are not listening to her. She then withdraws or attempts to withdraw 

from the interaction. Donal gets embarrassed and uses a ‘funny accent’ when asked to 

repeat. This implies that speakers construe listeners’ reactions differently and highlights a 

further area that needs to be explored with reference to people with acquired dysarthria.

The comments made during the interviews indicate that the reactions o f family can be 

negative. However, this is just one side of the story. The traditional focus o f  acquired 

dysarthria therapy has been on the person with acquired dysarthria and not on the person 

with his or her family. The need to work with partners and families in collaboration with the 

person with acquired dysarthria is emphasised by the above findings as well as findings 

from other areas o f communication disorder (Hetu et al., 1993; Le Dorze et al.,1996; Le 

Dorze, Croteau, Brassard & Michallet, 1999; Clark & Smith, 1999). Providing opportunities 

for individuals and their families to discuss dysarthria, to ask questions, to clarify what 

helps and hinders communication may be one approach to improving communication and 

providing support to the family. This is discussed again with regard to approaches to 

assessment and therapy in section 16.4.5.

14.4.2 Reaction Of Friends And Acquaintances

The responses on The Dysarthria Questionnaire in section 9.2.8 suggested that over a 

quarter o f people with acquired dysarthria in the study perceived that their fnends made 

more o f an effort to understand them than their families did. The comments made in section 

9.2.9 suggest that some fnends make an effort to understand the speaker but others can 

avoid the person or ignore the person during conversation. The views expressed in the 

interviews suggest that fiiends react in a variety of ways to the person s dysarthria. The 

most common perception is that friends and acquaintances do not visit as often so that 

people feel that they are being avoided or ignored. This may suggest that fnends are 

uncomfortable or ignorant about the nature of dysarthria. Other perceived reactions o f 

fnends include pretending to understand when they have not and pretending that they are
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hard o f hearing. Both of these reactions can arise out a desire not to embarrass the speaker 

by asking him or her to repeat. What the listeners may fail to appreciate is that these 

reactions can be equally embarrassing for the speaker.

What is clear fi-om these interviews is that the social circle o f  people with acquired 

dysarthria is reduced because of the reactions o f friends to dysarthria. This is not specific to 

dysarthria but is a common consequence of chronic illness particularly where there is a 

perceived stigma attached to the disability (Charmaz, 1983). The importance o f  social 

companionship is emphasised by Cohen and Wills (1985) but the opportunities for self- 

disclosure are emphasised further by Breakwell (1986) (see section 3.5.4). Friends typically 

provide both companionship and opportunities for self-disclosure. A reduction in one’s 

social circle suggests that people do not have the same access to these opportunities. Self

disclosure is further affected by the very nature of dysarthria itself Requests to repeat and 

pretending to understand the speaker disrupts the dynamics o f social interaction. The 

importance o f taking time to listen was emphasised throughout the interviews. The loss o f 

opportunities to participate fully in interactions is emphasised by Karen (Extract 10.140) 

when she describes that she still listens to her friends but she is unable to talk to them. 

Tannen (1990) suggests that this camaraderie may be particularly important for women:

“For most women, getting together and telling about their feelings and what is happening in their 
lives is at the heart of friendship. Having someone to tell your secrets to means you are not alone in 
the world.” (p. 104)

Interestingly, both Paul and Liam at the end of the data collection for the project 

commented that they had enjoyed the involvement in the project and actually found it 

useful. Liam mentioned that he had looked forward to the visits while Paul found the 

opportunity to talk about his dysarthria helpful. This suggests that therapy may play an 

important role in this aspect o f patient care. This topic is returned to in Chapter 16. The 

issue o f social support is raised again in section 14.6.4 with regard to factors influencing 

adaptation to acquired dysarthria.

People perceive that communication is easier when friends know and understand about their 

dysarthria. The importance o f understanding the nature and cause o f acquired dysarthria 

was emphasised earUer in section 13.4.3 and again by the comments made in this part o f the 

study. Learning to inform and educate fnends about dysarthria was suggested earlier as a 

possible strategy to employ but it is acknowledged that is not always an easy task for people 

who have acquired dysarthria. The results of the HISD scale indicate that the people with
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acquired dysarthria in this study perceived themselves as less assertive because o f their 

dysarthria and verbal communication itself is already difficult. A further point to consider is 

that people may not be ready to share information on their dysarthria with others. Paul 

mentions during the interviews that he tells people now about his dysarthria whereas he 

would not have done so in the past. Barnes (1996) describes his experiences o f visual 

impairment. He talks about his efforts to overcome his visual loss by initially attempting to 

minimise it, then over-compensating for it, before finally becoming open about it and 

making his ‘impairment-related’ needs known. This suggests that openness about disability 

may be part o f the process of adapting and learning to live with that disability. It may 

therefore be unfair to expect people with acquired dysarthria to be open about it to others 

particularly in the early stages following its onset. However, using such a strategy may be 

useful for people with dysarthria and deserves further consideration.

14.4.3 Reaction Of Others

The reactions o f  family and friends described earlier (e.g. requests to repeat, not listening, 

pretending to understand, impatience, annoyance and feeling uncomfortable or 

embarrassed) are again mentioned with regard to the reaction o f other people. This suggests 

that these are common reactions amongst listeners. The information from the interviews 

suggests that the perceived reactions of others are more negative than the perceived 

reactions o f family and friends. The most common perception is that people avoid or ignore 

the person. People described how others talk over them and avoid or ignore them during 

conversation. This is consistent with some of the comments made in The Dysarthria 

Questionnaire (section 9.2.9). People with acquired dysarthria are not alone in experiencing 

this reaction from other people. This is also reported by people with other communication 

disorders such as aphasia (Parr et al., 1997), people who use AAC systems (Higginbotham 

& Wilkins, 1999) and people with spasmodic dysphonia (Papathanasiou et al., 1997). This 

is not even specific to people with communication disorders. Morris (1991) suggests that 

society in general is prejudiced in its attitudes towards people who are different’. She 

asserts that this attitude is reflected in society’s behaviour towards people who are disabled 

in some way.

Some o f this behaviour might be accounted for by people’s ignorance about dysarthria. 

Maureen recounted how an acquaintance avoided Maureen because she thought she had 

been drinking and could not understand her speech. Interviewees reported that people hang
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up the telephone when they answer it. Together with the perception o f  being avoided and 

ignored, this can add to the person’s feehng o f rejection. The negative reaction o f other 

people might be explained by common misperceptions o f  people with dysarthria. The 

accounts o f the people interviewed along with responses on the questionnaire as well as 

comments made by Cant (1997) confirm that people with dysarthria can be perceived as 

drunk or as being intellectually challenged in some way. They can also be perceived as 

being on medication or drugs.

This reaction to people who have acquired dysarthria may emanate from a lack o f 

understanding about how to communicate with people who have dysarthria. Hetu, Getty and 

Waridel (1994) explored the attitudes of co-workers of people with acquired hearing loss. 

They found that these co-workers did not know how to facilitate communication with these 

people with hearing impairment. This lack of information affected their reactions towards 

their hearing impaired colleagues. This issue is taken up again in section 14.5.3 but is 

relevant here and highlights the barriers that exist because o f other people’s attitudes 

towards dysarthria.

The reaction o f other people results in some being perceived as easier to communicate with 

than others. Examining what makes some people easier to talk to provides further insight 

into why people differentiate between listeners. The results may have implications for 

therapeutic intervention. It is important to note here that understanding what makes other 

people harder to communicate with might be as much associated with the situation as with 

the people in that situation. The difficulties that arise in specific situations are discussed 

separately in section 14.5.2. The focus here remains with the perceptions o f other people’s 

reactions.

14.4.4 “It All Depends On Who I Am Talking To”

It is clear from the information obtained from The Dysarthria Questionnaire and also from 

the in-depth interviews that some people are perceived as easier to converse with than 

others. This can be highly individual. Some people considered their families to be amongst 

the easiest people to talk to while others consider them to be amongst the hardest. Some 

people with acquired dysarthria mentioned that they feel more comfortable talking to nurses 

and medical professionals. However, Liam mentioned their condescending attitude and 

Miriam talked about being ignored by nurses during a hospital visit. Other people described
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as easy to talk to ’ include close friends, speech and language therapists and people who 

work in hospitals. People who are considered difficult include strangers, family, people in 

shops, acquaintances, people in reception areas, people in banks and post-offices, and 

people one has nothing in common with. Differentiating between people suggests that there 

are some common bamers that need to be identified if  social interaction is to be increased. 

Paul feels that people in hospitals are more likely to listen and understand. Karen also feels 

that the nurses in the day hospital where she attends take time to listen to her. Michael feels 

that his close fnends understand about his neurological condition and his dysarthria, which 

makes it easier for him. Susan mentioned the psychological support provided by her family. 

While not everyone might agree which people are easier to communicate with, 

understanding about dysarthria is a recurrent theme in making communication easier for 

people.

14.4.5 Perceptions O f Being Evaluated

A common theme that emerged from The Dysarthria Questionnaire (sections 9.2.8 and 

9.2.9) as well as from the interviews was that people with acquired dysarthria perceive that 

they are evaluated during interactions. How and why people consider that they are evaluated 

as well as the psychological impact of these evaluations is considered further here. Duchan 

et al. (1999) propose that the evaluations which occur between interactants in 

communication, can affect one’s notion of competence or incompetence as a communicator 

and ultimately can affect identity and self-concept. Everyone who was interviewed 

mentioned that they perceived they were being judged in some way because o f  their speech. 

Evaluating competence is part o f human interaction. People evaluate each other constantly 

as they interact. However, it is apparent from the interviews that people with acquired 

dysarthria perceive that they are being evaluated negatively because o f their speech, i.e. that 

their incompetence rather than their competence is being evaluated. Common perceptions 

were that other people perceived them as drunk, lacking intelligence, or on medication or 

drugs (Table 10.10). Interestingly but perhaps not surprisingly, people with acquired 

dysarthria confessed that they held similar attitudes towards people with communication 

difficulties before they themselves became dysarthric. This was referred to earlier in section 

14.3.4 and could suggest differences in perception of dysarthria between people with 

congenital and acquired dysarthria, a factor that must be considered in future research 

studies.
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During the interviews, people with acquired dysarthria also mentioned that other people 

commented on their speech giving largely positive feedback (see section 10.6.5). Passing 

comment on people’s speech suggests that again people with acquired dysarthria are being 

evaluated. The acceptability of passing comment on another person’s speech can be dictated 

by culture. Some indication of the cultural difference that can exist in listeners’ responses to 

people with dysarthria and the interpretation of these responses is highlighted by Trix 

(1999). She discusses the cultural differences in constructing competence through language 

between Western culture and a non-Westem speech community; the Bektashis. The 

Bektashis are a minority Muslim group, which date from the thirteenth century and draw 

their traditions from the Islamic Ottoman culture. Trix argues that the focus in Western 

culture is more on constructing incompetence rather than competence. For example, in the 

Bektashis culture, direct correction by another is seen as bringing indignity to the person 

corrected yet in Western culture, direct corrections can occur frequently in discourse, 

particularly for people with communication disorders.

Whether evaluations are overt or covert, people with acquired dysarthria react differently to 

these evaluations. The psychological effect of negative evaluations described in section 

10.6.6 indicates that the most common emotion experienced in response to being evaluated 

is embarrassment. Other emotions mentioned include self-consciousness, lacking 

confidence, becoming withdrawn, annoyed, upset, feeling inadequate, feeling under 

pressure, uncomfortable and feeling lonely. Some of these emotions have been mentioned 

on The Dysarthria Questionnaire and there was a significant change in many o f the 

associated constructs on the HISD scale. These reactions in response to the perceived 

reactions of listeners may be explained in part by some of the theories proposed by 

Goffinann (1967) and Scheff (1990). Goffmann analysed the emotions, particularly 

embarrassment, that occur in face-to-face interaction. He proposes that face-saving is an 

important influencing factor in social interaction. Scheff developed this notion further and 

proposed that pride and shame are the primary emotions involved in interaction. Scheff uses 

the term ‘shame’ to cover emotions such as guilt, anxiety, embarrassment and humiliation. 

It is suggested that every time we are involved in interaction with others, we risk rejection 

either directly or on a more subtle basis. If rejection occurs, this may result in shame. On the 

other hand, when we feel valued and accepted, we experience positive emotions such as 

pride.
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Not everyone experiences these negative emotions associated with evaluation. One person 

(Ron) mentioned that he does not care about other people’s reactions while another 

(Michael) views listeners as ignorant. Both these people appear to be less concerned with 

the evaluations of listeners. Repertory grid technique (RGT) as discussed in section 14.3.4 

might yield important information on how people like Michael and Ron construe other 

listeners. This could explain why both these people had positive changes to their self- 

concept scores. The relationship between self-concept and attitudes to perceptions of 

evaluation is one that needs further exploration. Until we can fully understand if, how and 

why people with acquired dysarthria construe listeners differently, we carmot hope to 

successfiilly improve social interaction, as these perceived reactions and negative 

evaluations affect not only self-concept but also the communication behaviour o f the 

speaker.

14.5 How Does Acquired Dysarthria Affect The Person’s 

Communication Behaviour?

The results of Section D of The Dysarthria Questionnaire (‘How Dysarthria Affects My 

Communication with Others’) indicate that acquired dysarthria caused a change in 

communication behaviour for the majority of respondents. These changes included:

a) Change in communication behaviour (e.g. avoiding communication situations, 

avoiding words),

b) Change in position in interactions (e.g. relying on others to talk for them, listening 

rather than participating in conversations),

c) Change in communication style (e.g. using other means of communication to get a 

message across).

The information obtained during the interviews adds further to our understanding of these 

changes. The responses during the interviews confirm that people avoid specific 

communication situations such as going to the shops and using the telephone. They also 

described avoiding other situations such as getting involved in conversations with strangers, 

talking in a group situation and making financial transactions that involve speech, giving 

lectures and making enquiries.
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Some o f the people interviewed admitted that they participate as little as possible in 

conversations and rely on others to talk for them. This indicates a change in their interactive 

position during conversations. They tend to listen rather than partake in the conversation. 

Duchan et al. (1999) refers to this as ‘adopting the role o f bystander’.

The responses during interviews also indicate that there are other changes to communication 

style not apparent from the responses on the questionnaire. Over half the people who 

completed questionnaires mentioned that they try to get their message across in other ways 

when misunderstood. As well as using other means o f non-verbal communication, people 

use small talk less easily in communication, feel that they are unable to show emotion in 

their voice, keep conversations brief and do not joke as readily with people as before. These 

reactions suggest very serious changes to communication behaviour and have implications 

for the very nature of social interaction. The importance o f small talk, for example is 

emphasised by Tannen (1990). She states that:

“Small talk is crucial to maintain a sense of camaraderie when there is nothing special to say.”
(p.102).

She believes that small talk is especially important to women. During the interviews, 

Miriam said she felt that she was treated differently because she was unable to make small 

talk with during a recent hospital visit. Tannen’s work on the differences between men and 

women in conversation suggest that there may be differences in the way men and women 

experience change to communication behaviour. Further studies should take into 

consideration the role o f gender in influencing reaction to change in communication style.

Reasons for change in communication behaviour were sought. The views discussed in 

section 10.7 identified five principal reasons for change in this area:

1. the physical nature o f dysarthria itself,

2. environmental communication barriers,

3. attitudes towards communication,

4. perceived evaluations o f others,

5. loss o f opportunities for social interaction.
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14.5.1 The Physical Nature Of Dysarthria

The fatigue associated with dysarthria or with its underlying neurological condition is 

mentioned frequently as a factor contributing to change in communication behaviour. 

People described how they feel too tired to put the required effort into communication. The 

fatigue affects voice production making communication even harder. Other difficulties 

associated with the physical or impairment level o f dysarthria include difficulty in 

articulating words which decreases speech intelligibility and makes communication 

difficult, and dysarthrophonia,^* which is associated with conditions such as Parkinson’s 

disease and affects vocal volume. Problems with nasal resonance, monotonous voice, build

up o f saliva and spasticity of the muscles are also associated with dysarthria and make the 

nature o f interaction difficult for speakers.

14.5.2 The Environmental Communication Barriers

Like the people in Antonius et al.’s (1996) study (section 2.2.1), this group o f  people 

experienced difficulty in situations where the demand for intelligibility increases (e.g., 

telephone, making verbal enquiries, asking for items in shops). They also reported 

difficulties in situations where the listener demands the message to be delivered quickly. 

This can happen when making financial transactions or when queuing in a shop. Other 

difficult situations included speaking in large groups. Additional physical and social 

environmental barriers mentioned in section 10.7.3 include noisy environments, trying to 

communicate with relatives who have a hearing impairment, glass screens in banks and post 

offices, and insufficient amplification on the phone. These barriers can account in part for 

people avoiding or perceiving specific situations to be difficult.

Physical environments are not designed for people with disabilities. While in recent years, 

attempts have been made to adapt environments for people with physical disabilities; the 

needs o f people with communication disabilities have been ignored. The recent surge in 

mobile or cell phone use, along with the rapid advances in telecommunications with 

increased demands on speed o f response, can lead to people with dysarthria encountering 

further barriers in communication. In discussing physical and social barriers, Finkelstein 

and French (1993) state that.

Dysarthrophonia refers to weakness o f  the laryngeal muscles which can cause a strained, strangled or 

breathy vocal quality.
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Some people avoid barriers only to become isolated and withdrawn; others attempt to 
accommodate themselves to the restrictions in their lives; while others fight for barrier removal -  
leading some to become strong and self-confident and others to become anxious, exhausted, 
cynical and depressed.” (p.32)

People with acquired dysarthria are, by the very nature o f their disability, less inclined to 

fight for bam er removal. Providing a ‘voice’ for people with acquired dysarthria could be 

an extension o f the speech and language therapist’s role with people who have acquired 

dysarthria. Identifying and highlighting these barriers is a starting point.

14.5.3 The Attitudes Towards Communication

There are also attitudinal barriers to be addressed. These have been referred to earlier in 

section 14.2 and 14.4 in relation to other people’s attitudes in creating a barrier to 

interaction. The attitudes of the speaker towards communication also act as a barrier to 

social interaction. As mentioned in section 14.2.2, there is evidence from the interviews that 

speakers perceive that there is a stigma attached to having dysarthria. Paul apologises for 

his speech. Both Maureen and Miriam refer to hiding their dysarthria suggesting that this 

might be one reason for them avoiding or not participating in interactions particularly with 

strangers. It is also apparent from comments made particularly by Paul and Maureen that 

some people with acquired dysarthria develop attitudes towards specific words, avoiding 

those they perceive as difficult. This is similar to the avoidance behaviour o f  people with 

fluency disorders.

As well as developing their own attitudes to communication, people with acquired 

dysarthria also have to deal with the negative attitudes of other people. Liam perceives that 

he is treated ‘as an idiot’ (Extract 10.126). Karen and Paul also described during their 

interviews the condescending attitude of others towards them (Extracts 10.82, 10.127). The 

attitudes o f both speaker and listener account for a change in communication behaviour. We 

caimot change communication behaviour unless we change the attitudes towards 

communication. This is the basis of work in the area of fluency disorders. However, if  we 

are to fially understand the impact o f acquired dysarthria on the speaker, and improve social 

interaction, we must also explore the attitudes of other people towards dysarthric speakers. 

These include examining the attitudes o f people in service industries such as banks, post- 

offices, supermarket check-out desks, public transport providers, information services, etc. 

as well as our own personal attitudes to people with dysarthria. Examining attitudes alone
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may not be enough. The dynamics o f interaction may also need to be explored. This is 

discussed in the next section.

14.5.4 The Perceived Evaluations Of Others

As discussed in section 14.4.5, people perceive that they are being evaluated negatively and 

I propose that this is a primary reason for change in communication behaviour. I f  people 

with acquired dysarthria anticipate that they will be evaluated because o f their speech, they 

will be less inclined to partake in this interaction. They may adopt the role o f  ‘bystander’ or 

‘eavesdropper’. Expanding on earlier work by Goffmann (1981), Duchan et al, (1999) 

discuss how people position themselves in interactions. They state that:

“Participants in evaluations position themselves in relation to one another and in relation to what is 
going on.” (p. 11)

This lack of participation in conversation is not a positive strategy for effective 

communication. Liam remarked that he felt others resented his lack o f participation in 

conversation (Extract 10.152). Maureen also mentioned that she felt under pressure to speak 

(Extract 10.153). This topic is returned to in section 14.6.3 with regard to negative 

adaptation strategies.

Adopting the role o f ‘bystander’ is not a typical stance to assume in Western cultures. Battle 

(1998), in describing how communication is structured across cultures, states that in 

Western cultures, conversation tends to be ‘horizontal’ where each participant assumes 

equality in a conversation. In non-Westem cultures, communication patterns are ‘vertical’ 

with the person who is assumed to hold higher prestige dominating the interaction. In fact, 

this more closely resembles the conversational dynamics for people with a communication 

disorder. The whole area o f the dynamics of interaction between people with dysarthria and 

other interactants has not been investigated. The application o f techniques such as discourse 

analysis would open up this whole area of how and when people adopt the role o f 

bystander’ and increase fiirther our understanding of the experience o f acquired dysarthria.

14.5.5 Loss O f Opportunities For Interaction

Finally, changes in communication behaviour can arise out o f lost opportunities for social 

interaction. These opportunities have disappeared because o f either people s neurological 

condition or their dysarthria. Loss o f employment, loss of leisure and social activities and 

loss o f former friends and acquaintances are all lost opportunities to communicate with

Page 321



other people. This is not specific to people with acquired dysarthria. It is also a common 

consequence o f chronic illness (Charmaz, 1983; Pinder 1988) as well as physical disabiUty 

following stroke (Pound & Gompertz, 1998). Two people (Karen and Michael) are 

housebound because of their physical disabilities. Like people with aphasia (Le Dorze et al., 

1996; Parr et al., 1997) and disorders of fluency (James, Brumfitt & Cudd, 1999), people 

with dysarthria avoid using the telephone. This too reduces opportunities for social 

interaction. Advances in telecommunications have meant that people w ith acquired 

dysarthria can now communicate using e-mail. However, this was not an option for many o f 

the people in this study because of their poor hand function.

These losses result in a change to communication behaviour and may account for some o f 

the feelings o f loneliness and isolation reported during the interviews. These lost 

opportunities for interaction suggest that people may have lost important sources o f  esteem 

support (see section 3.5.4). This issue is taken up again in section 16.4 in discussing the 

clinical implications o f these findings.

Given the immense changes that can happen in a person’s life following the onset o f 

dysarthria, the findings on how people accept, adapt to and cope with acquired dysarthria 

provide information on a further dimension on the impact and experience o f acquired 

dysarthria. The findings from this section of the study are discussed next.

14.6 How Do People Accept, Adapt To, And Cope With Dysarthria?

The responses to Section B o f The Dysarthria Questionnaire (‘Accepting My Dysarthria’) 

indicated that over a third o f people in the study did not accept their dysarthria. This gave 

rise to a number o f other questions relating to acceptance and coping with dysarthria, which 

were addressed using information from the interviews.

14.6.1 Do People With Acquired Dysarthria Experience The Grief Reaction To 

Losses Caused By Dysarthria?

First, it was confirmed that the people in this group experienced a sense of loss because o f 

dysarthria. Although people did experience some of the emotions associated with grief 

response, there was no strong evidence to suggest that people progress through the stages o f 

grief as suggested by Tanner and Gerstenberger (1988). The findings from this study
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support the opposing view as described by Frank et al. (1987) (section 3.3) where these 

psychological changes may overlap each other and do not necessarily occur in a linear 

order. In fact, some of the people in this group did not experience many o f the 

psychological changes referred to in descriptions o f the grief response (see section 3.3).

None o f the group reported a period of denial when talking about the onset o f their 

dysarthria (section 10.2). As described in section 11.3.1, it was suspected that Karen had 

some features o f denial. However, later explorations o f her perception o f  dysarthria using 

the DME scale found that this was not the case. Karen perceived her speech to be less 

intelligible than speech and language therapists and naive listeners did. The comments made 

by Karen regarding her speech (i.e. that she perceived she was speaking perfectly and that 

the problem lay with her husband), may be more indicative o f an escape coping strategy 

rather than denial.

This issue o f denial is important. What constitutes denial using Taimer et al.’s definition 

(section 3.3.1) has been criticised by Gordon, Hibbard and Morganstein (1988). They state 

that lack o f awareness is a common behavioural consequence o f brain injury ‘per se’ and 

thus the term ‘denial’ as used by Tanner et al. can be misapplied. Jackson (1988) 

acknowledges that denial is a complex phenomenon and is often difficult to distinguish 

whether the person is actively denying the problem, has little insight or is simply indifferent 

to the problem. Tanner et al. state that when a person is in complete denial, he or she may 

partly attribute his or her communication difficulties to other people. The physical, 

communication, social and attitudinal barriers that people with acquired dysarthria confi'ont 

have already been described. I would argue that such barriers to communication in many 

instances are rightly attributed to other people.

The definition o f partial denial is equally difficult to apply. Tanner et al. suggest that partial 

denial occurs where the person acknowledges the presence o f a communication disorder but 

believes it is temporary and/or significant. For example, Ron, meets this criteria in that he 

acknowledges his dysarthria but does not believe it is significant. Nonetheless, he could not 

be described as being in partial denial. He is simply not concerned about his dysarthria. The 

results o f the DME task confirm that his perception of speech intelligibility is similar to the 

perceptions o f speech and language therapists. The term denial or partial denial as it is
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defined here may be wrongfully applied as in Karen’s case. This issue of failing to 

understand Karen’s reaction is taken up later in Chapter 15.

Clewlow (2002) introduces a further dimension to what constitutes denial. She refers to the 

fact that a person is at risk of being considered in denial if  his or her reactions fail to meet 

the reactions considered appropriate by the physician or clinician. Denial has been used to 

account for behaviours in the absence of any other suitable explanation. Lendrem (1988), 

for example, states that:

“It has often puzzled me that so many dysarthrics and dyspraxics who can com m unicate effectively 
in structured situations are unaware o f their lack o f communicative effectiveness in daily life. They 
have strategies that they do not use. It may be that the clinician has not carried therapy through to 
real life situations effectively, but another acceptable explanation may be that the clients are 
denying the disorder to themselves and the world.” (p.90)

Lendrem’s point regarding the lack of carry-over to real life situations is valid but the views 

expressed by both Ron and Maureen in section 10.8 regarding strategies taught in speech 

and language therapy provides a clearer explanation as to why people might not use these 

strategies. Both Ron and Maureen were not comfortable using the strategies taught in 

speech and language therapy and did not perceive that they facilitated communication for 

them. The reason people do not use communication strategies outside the structured clinical 

setting is discussed further in section 16.4. While all these issues are raised again in other 

sections, the point here is that one should be cautious when judging whether a person is in 

denial o f his or her condition.

Frustration and anger were reported by the people in the interviews. Tanner et al. (1988) 

describe two sources o f fhistration: 1) the person’s frustration at the inability to 

communicate effectively, and 2) the frustration at one’s inability to alter the event that 

caused the communication disorder. The former was the most commonly cited source o f 

fhistration. There were some comments made at the end o f The Dysarthria Questionnaire 

(section 9.2.6) where people remarked that they wished they could fix the dysarthria but 

none o f these sentiments were expressed during the interviews.

With regard to depression, only one person (Michael) mentioned that he was depressed in 

the early days o f his dysarthria. Karen commenced on anti-depressants during the study as 

her general practitioner felt that she had some signs of clinical depression. This physician 

felt that this was secondary depression where Karen was reacting to her generally
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deteriorating medical condition. There was little evidence o f  depression solely as a reaction 

to dysarthria amongst this group. In the absence o f any specific studies on depression in 

people with acquired dysarthria, it is difficult to determine if  this is a common finding.

In view o f the losses experienced by these people with acquired dysarthria, how can one 

explain the absence of this grief response as proposed by Tanner et al. (1988)? Firstly, the 

application o f Tanner et al.’s theory, which is based on the death and dying literature to the 

area o f loss o f communication skills has already been called into question (Gordon et al., 

1988) and this may be a valid point here. Secondly, in view o f the range o f  losses, which 

this group o f people have to face because of their neurological and physical conditions, it is 

difficult to isolate reactions specifically due to dysarthria. Thirdly, it is difficult to come to 

any firm conclusions regarding the grief response to dysarthria based on this small 

heterogeneous sample o f people, particularly in the absence o f  some objective supportive 

measures (e.g. assessment o f depression). However, from the views and accounts presented 

here, one clear picture does emerge. In reporting the onset o f dysarthria (section 10.2), the 

initial reactions described are different to the reactions o f people with aphasia following 

stroke in Parr et al.’s (1997) study. People with aphasia described feelings o f fear, shock, 

and disbelief. In contrast, the people in this study were often unaware o f their dysarthria. 

This indicates that reactions to acquired dysarthria and aphasia cannot be categorised 

together as they were in Tanner and Gerstenberger’s (1988) paper. In addition, further 

research is called for on the reactions to dysarthria following stroke, and reactions following 

the onset o f a progressive neurological condition particularly if we are to increase our 

understanding o f the experience of acquired dysarthria.

14.6.2 Do People With Acquired Dysarthria Accept Their Dysarthria?

One aspect o f this grieving model that is useful is the distinction between acceptance o f and 

resignation to dysarthria. From the information obtained during the interviews, seven people 

were considered resigned to their dysarthria, that is, I did not perceive that they accepted 

their dysarthria. There were indications from statements made that these seven people still 

experienced loss because o f dysarthria and had adopted fatalistic attitudes towards 

dysarthria. This finding raises a number of issues that are pertinent to therapy services 

provided to people with acquired dysarthria. Lendrem (1988) raises the issue o f the role o f 

‘formal therapy’ when despite the existence of some communication barriers , the client 

and carer have accepted the disorder. Her personal conviction is that if  the client and carer
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are at ease with the disability, then intervention is not needed. Clearly, every case needs to 

be considered individually but it is interesting to note that the three people (Ron, Robert and 

Michael) who were considered accepting o f their dysarthria were not attending speech and 

language therapy. Ron had declined therapy. Robert had completed a course o f therapy and 

felt he had made some progress in that time. Michael never had access to speech and 

language therapy in the past and is unable to avail o f local services due to transport 

difficulties. Donal, who has elements of both acceptance and resignation had also completed 

a course o f therapy. Of the remaining seven people who are considered resigned to their 

dysarthria, four were receiving active speech and language therapy at the time o f the 

interviews and the remainder were seen on a review basis (Table 6.3).

Earlier in section 3.3.4, Crowe (1997) suggested that a person who is at the acceptance stage 

should be better able to concentrate on therapy and make ‘goal-directed’ decisions. This 

might suggest that the people in this study who are being seen for therapy may not be the 

most suitable candidates for direct intervention. This issue raised by Lendrem (1988) with 

regard to determining candidacy for therapy based on acceptance versus resignation calls 

into question whether we should incorporate acceptance into our therapeutic goals and 

whether acceptance (or not) dictates candidacy for therapy. This is a complex area and one 

that clearly needs to be investigated more thoroughly so that our services can improve to 

meet the needs o f  people with acquired dysarthria. This issue is taken up further in Chapter 

16 in discussing the implications of these findings for therapeutic intervention.

14.6.3 How Do People Adapt To Their Dysarthria?

The literature discussed earlier in section 3.4 suggested that adaptation is inextricably linked 

to changes to identity and self-concept. The findings in section 11.4 indicate that three 

people who are considered to accept their dysarthria have also adapted to their dysarthria. 

The term ‘adapt’ was considered in this thesis to mean acknowledging the dysarthria and 

altering one’s life and self in a positive way in an attempt to live with that dysarthria 

(Charmaz, 1995). In section 3.4, the research from Charmaz (1983) and the personal 

account by Cant (1997) discuss the positive aspects of chronic illness and stroke where 

Charmaz reports that people were likely to look on their earlier suffering as something 

positive. However, although these three people satisfied the basic definition o f adaptation’ 

(i.e. acknowledged the impairment and had adapted life and self in personally and socially 

acceptable ways), this positive view o f their illnesses is not apparent. This might be
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accounted for by the fact that these people had suffered many losses and had not reached the 

stage where they could view the illness retrospectively in a positive light.

The people interviewed used a range of adaptation strategies in an attempt to live with their 

dysarthria. Negative strategies such as isolating one’s self, passing (see section 3.4.1), 

avoiding communication situations, avoiding words, not participating in conversations are 

all strategies used by these people. It is suggested that these adaptation strategies have a 

negative impact on self-concept and identity. Maxwell, Poeppelmeyer and Polich (1999) 

debate the importance of full participation in communication. They state that:

“Participation is basic to an individual’s sense o f  well-being but is also crucial to the development
o f the individual’s social identity.” (p. 126)

Equally, it could be argued that because these people with acquired dysarthria have a poor 

self-concept, they are unable to adopt more positive strategies. The relationship between 

self-concept and identity is illustrated in part by the results o f this group on the HISD scale. 

The results o f the HISD scale suggest that two o f the three people who are considered to 

adapt to their dysarthria had positive changes in self-concept. The results on the HISD scale 

for Robert were questioned earher in section 13.5.1. It is not clear if  these results are linked 

to physical disability rather than dysarthria. The remaining eight people had negative 

changes in self-concept on the HISD scale and are not considered to use positive adaptation 

strategies. This suggests that self-concept measures might provide some insight into 

adaptation to acquired dysarthria. Working purely on the impairment o f dysarthria might 

cause some change indirectly in self-concept and adaptation as dysarthria improves. 

However, I propose that therapy should incorporate some direct work in areas o f self- 

concept which may facilitate adaptation strategies. Many o f the people whose Present Self 

was negative had attended or were attending for speech and language therapy. The majority 

o f these people were also not considered as adapting positively to their dysarthria. This 

suggests that traditional approaches to therapy do not effect change in this area. Clearly, 

much more research is required here but the assessment of self-concept and identity as well 

as the investigation o f adaptation strategies used by the person would provide a useful 

starting point. The views expressed in response to the next question provide some further 

insight into possible areas that might assist or impede adaptation.



14.6.4 What Factors Might Influence Adaptation?

The range of views mentioned by people during the interviews suggests that a variety of 

factors can either assist or impede adaptation. These can be highly individual but some 

factors were more frequently cited that others, suggesting that they are important. The list of 

factors can be divided into two main groups: internal and external factors. The external 

factors relate to those within the environment o f the person and may be amenable to change 

in order to facilitate adaptation. The internal factors relate to those within the individual or 

within the individual’s experience and are factors that need to be considered in 

understanding the personal resources available to the person in adapting to acquired 

dysarthria. These are detailed in Table 14.1.

Table 14.1 Internal & External Factors In Adaptation

Internal Factors External Factors
• Experience of o ther disability before dysarthria • Social support -  e s te em  and  com panionship
•  Pre-m orbid personality • Social support -  financial
• Positive outlook • O thers understanding c a u se  and  nature of dysarthria
•  Tim e post-onset • Feeling needed  by o thers
• Coping with o ther prejudices • Dysarthria influenced by m edication
• Coping with o ther difficulties in life before • Confirmation and know ledge of m edical d iagnosis

dysarthria • Attitude of listeners to sp eak ers
•  Im portance of dysarthria relative to other • General social accep tan ce  of disability

disabilities • Finding an exam ple of so m eo n e  who co p ed
successfully

• The invisibility of dysarthria

The internal factors can be sub-divided further into two areas. The first incorporates the 

meaning of dysarthria for the person. For example, experiencing other disabilities before 

dysarthria, as well as the importance of dysarthria relative to other disabilities are part of 

what dysarthria means to the individual. This provides insight into what the person has to 

adapt to. The second area relates to the coping strategies available to people with dysarthria. 

These include pre-morbid personality, outlook, and how they have leamt to cope with other 

difficulties in the past. They provide insight into what the person adapts with. The 

importance of examining coping strategies will be discussed further in section 14.7.

The external factors relate to removing barriers to communication and facilitating 

adaptation. Some of these may be tackled more easily than others. Most of the people who 

were interviewed cited social support in terms of esteem support and companionship, as a 

factor in helping them to adapt to dysarthria. The loss of opportunities for communication, 

changes in relationships, as well as the physical nature of dysarthria may mean that this



support is markedly reduced or no longer available to people following the onset o f 

dysarthria. Habermann (1996) found that learning to ask for help, having assistance and 

support provided and being able to receive that support were key components in people’s 

adaptation to Parkinson’s disease. How social support is structured is important. Nettleton 

(1995) suggests that the support provided through self-help groups can contribute to a 

positive identity for people with chronic illness and can be invaluable in providing 

emotional support and reduce the risk of people feeling lonely and isolated. Not everyone 

might find this type of support helpful. Liam stated that he would not like to meet other 

people with dysarthria. Robert, on the other hand, likes attending his local stroke group 

where he meets people who are also experiencing communication difficulties. Ron feels he 

does not need psychological support from other people. This highlights the personal and 

individual preferences for how support networks can be set up and this needs to be 

considered in helping people adapt to dysarthria.

Financial status has already been mentioned in section 14.2.1. Radley and Green (1985) 

describe the influence o f social class and financial resources in the adjustment to coronary 

disease. They found that people with limited financial resources tended to have greater 

difficulty adapting to their conditions. Financial support allowed people like Maureen 

choices regarding employment. People with relatively mild dysarthria, unaccompanied by 

physical disability may experience some problems in claiming disability allowance. 

Financial support also provides access to more resources, including speech and language 

therapy. Michael had never received speech and language therapy, as he needed transport to 

avail o f services at his local hospital. Given the lack o f speech and language therapy 

services for adults in this country (Department of Health and Children, 2001), people are 

often forced to seek therapy privately. Until recently, one o f the main private health 

insurance companies in Ireland did not recognise dysarthria as a disability and did not 

reimburse expenses for private speech and language therapy. Such are the structural barriers 

encountered by people with acquired dysarthria, which can hinder adaptation.

The importance o f other people understanding the cause and nature o f dysarthria has 

already been mentioned in sections 13.2.2 and 14.4.2. It was again mentioned during the 

interviews as a factor, which helped people to adapt and cope within families. Feeling 

needed by others was also mentioned as an important factor. This links in with loss o f role 

and emphasises not only the importance of looking at change or loss o f roles within families

Page 329



but also working with families to ensure that these roles can be substituted for other roles 

where the person can still feel valued.

The effect o f medication on acquired dysarthria can affect adaptation particularly in people 

with Parkinson’s disease. Both Eric and Susan experienced changes in their dysarthria 

because o f medication. Eric experienced an improvement while Susan experienced a 

deterioration. Changes in adaptation may need to be monitored during these periods. In 

addition, it is often not emphasised to people with acquired dysarthria that there can be a 

trade-off in changing medication. Improvement in physical symptoms does not imply an 

improvement in speech, and vice versa. Providing clear information to people regarding 

possible side effects of changes in medication may facilitate adaptation.

Confirmation and knowledge of the medical diagnosis was mentioned as a factor that made 

adaptation easier for people in this group. The uncertainty o f not knowing the cause o f the 

dysarthria can be fnghtening. People may also need to have a diagnosis in order to explain 

to others about dysarthria. Robinson (1988) found that people with multiple sclerosis used 

their diagnosis to deal with other people’s perceptions that they were depressed or mentally 

ill. Habermarm (1996) discusses the importance of obtaining a definitive diagnosis for 

people with Parkinson’s disease. She states that:

“A diagnosis helped them [the people with Parkinson’s disease] to socially construct their new
identities, for better or for worse.” (p.402)

Linked in with this diagnosis is knowledge about acquired dysarthria. All the people in the 

study knew about their dysarthria and were familiar with the term ‘dysarthria’ unlike some 

o f the people in Parr et al.’s (1997) study who were often unaware o f what ‘aphasia’ meant. 

It is worth remarking at this point that how information is given might also affect 

adaptation. It is the speech and language therapists role to provide information on 

dysarthria. This needs to be handled sensitively in instances particularly where people have 

a rapidly progressing disease. Toynbee (1993) describes how her fnend, the journalist Jill 

Tweedie, was told that she had motor neurone disease:

”No comfort, no advice, just the appalling brutish fact. (p.3)

Immediately following this news, Toynbee tells of how Tweedie was measured up for a 

wheelchair as wheelchairs took two months to be delivered. There is no shortage o f stories 

and anecdotes such as this which relate to how diagnoses and information about conditions 

are given. In this study, Liam mentions how he felt resentful when the therapist introduced
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the notion o f an AAC system. Further research on the area o f AAC and how it is introduced 

with people who have acquired degenerative dysarthria needs to be carried out if  we are to 

improve our care o f people with acquired dysarthria.

A further factor influencing adaptation, which is the attitude o f listeners to speakers, has 

already been discussed in section 14.5.3. Michael remarked that the improvement in the 

general social acceptance of disability has made life easier for him. Other people may argue 

that social acceptance o f disability in general has still a long way to go (see Morris, 1991; 

Swain, Finkelstein, French & Oliver, 1993; Moore, Beazley & Maelzer, 1998). Barnes 

(1996) argues that people with disability are still confronted by a range o f  environmental 

barriers that restrict choices in life-style. Barnes, along with Morris (1991) and Moore et al. 

(1998) call for more consultation with people who have different impairments and the 

involvement o f people with disability in research planning and implementation.

One further factor to consider in adaptation is the availability o f literature on the experience 

o f acquired dysarthria. Liam mentioned during the in-depth interviews and again while he 

was completing The Dysarthria Questionnaire that he was unable to find an example o f 

someone who had coped successfully with dysarthria. This was a factor, which made coping 

with dysarthria more difficult for him. This is part of searching for the meaning o f 

dysarthria. Cant (1997) describes how he found the accounts o f both McCrum (1998) and 

the sports broadcaster Dickie Davis ‘uplifting.’ Liam has motor neurone disease and there 

are few accounts of people who have coped with dysarthria in this disease making 

adaptation harder for him.

Finally, the ‘invisibility’ o f dysarthria may lend itself more easily to negative adaptation 

strategies such as passing or trying to hide dysarthria. Attempts to hide dysarthria emanate 

from the perception that there is a stigma attached to having dysarthria. By not talking, 

people can hide their dysarthria. Visible impairments such as a motor physical impairment 

are not easy to hide. This point is illustrated by this extract fi"om Karen s interview;

Extract 10.82 i .  ,
Karen: At first they think I can talk all right but when I don t answer, it takes

me a long time to answer,... they know something is wrong with me. 

[Long pause] They treat me differently then. They treat me differently 

anyway because I am in a wheelchair. They talk over y o u ,... as if you 

weren’t there.
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The ‘invisibiHty’ o f dysarthria, particularly if it is unaccompanied by facial paralysis may 

lend itself more readily to the use of ‘passing’ as an adaptation strategy. People can use 

these strategies in an attempt to preserve their self-esteem and avoid the ‘shame’, which 

Scheff proposes is part of interaction. Use o f strategies such as passing or adopting the role 

o f bystander can only make the whole process o f adaptation to dysarthria more difficult. 

Bames (1996) talks about his attempts to hide or minimise his visual disability. He states 

that:

“the constant fear o f  discovery makes ‘normative’ social interaction difficult and this inevitably  
adds to the barriers that all disabled people face.” (p.43)

Developing an awareness of the use of this strategy and exploring when and why it is used 

might provide further insight into the impact of acquired dysarthria for individuals as well 

as providing a starting point for therapy aimed at decreasing the negative psychological 

impact o f acquired dysarthria.

The factors discussed here represent a small number of those which were observed or which 

this group o f people considered important for adaptation. Perceptions o f what facilitates 

adaptation can be highly individual. The following sections discuss perceptions on two 

additional factors.

14.6.5 What Are People’s Perceptions Of The Influence O f Gender On Adapting 

And Coping With Acquired Dysarthria?

There was a range o f views on this question with no strong bias in either direction. What 

was apparent however was the difference amongst some men and women with regard to 

how they construed dysarthria in people of the opposite sex. For example, two o f the four 

women felt that dysarthria was easier for men as it was more socially acceptable for them to 

be perceived as drunk. Three o f the seven men perceived that dysarthria would be easier for 

women as they have a more positive outlook, are quieter than men and have a stronger 

spirit. These are stereotypical views of men and women. These responses suggest that how 

dysarthria is construed is shaped by cultural background and also perhaps by different 

generations o f people.

In Irish society, people particularly from older generations perceive that it is more socially 

acceptable for men to get drunk than women. However, it is also considered manly to be
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able to drink a lot without getting drunk. Liam refers to his ‘macho image taking a 

hammering (Extract 10.10) as he appeared to get drunk quickly because o f his dysarthria. 

Older women may therefore find it harder to accept their dysarthria if  it is fiarther associated 

with an image they consider negative (i.e. being perceived as drunk). Pound and Gompertz

(1998) found in their study on the consequences o f stroke that women felt at a disadvantage 

because o f their inability to do housework. This is linked with generation, culture and 

possibly social class and emphasises the importance o f exploring the meaning o f  dysarthria 

for the person within these contexts.

14.6.6 What Are People’s Perceptions Of The Role O f Stage O f Life In Adapting To 

Acquired Dysarthria?

There were differing perspectives on this question suggesting that acquired dysarthria 

means different things to people at different stages of their lives. Most people felt that 

dysarthria was easier to cope with at their current life stage. Five people felt it was more 

difficult at an earlier life stage. Of these, two (Michael and Liam) had actually experienced 

dysarthria at an earlier stage of their lives. Michael was in young adulthood^’ while Liam 

was in middle adulthood^® when they became dysarthric. Both mentioned loss of 

employment or employment opportunities as reasons why they perceived it as difficult at 

that stage. One o f the five (Susan) said that it was easier when the children were grown up. 

Interestingly, one o f  other women in the group (Karen) also mentioned that she was glad 

that her children were grown up before she developed her neurological condition. Brumfitt

(1999) emphasises the importance of looking at communication disorders in the context o f 

people’s life stage. This information not only adds further to our understanding o f the 

meaning o f dysarthria to the person, it also places it in context with regard to the 

‘biographical disruption’ (see section 2.5.2) that may be caused by this dysarthria.

The ‘internal’ factors that might influence adaptation are referred to in 14.6.4. One o f  these 

factors referred to coping strategies. The findings from this section o f the study are 

discussed next.

^^Young adulthood refers to 18 to 30 age group.

™ Middle adulthood refers to 30 to 60 years o f age.
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14.7 What Coping Strategies Do People With Acquired Dysarthria 

Use?

The specific coping strategies that people in this study used were explored using Viney and 

Westbrook’s (1984) classification of strategies and the findings were reported in section 

11.8. Parr (1994) carried out an investigation o f the strategies used by people with aphasia, 

using this classification with the addition of religion as a further strategy. Religion was also 

added to this study as it was considered important particularly within the Irish culture where 

a considerable proportion’ ' of the population attend church on a regular basis. The findings 

in this study were consistent with Parr’s findings for people with aphasia suggesting that 

there may be similarities amongst strategies used by people with acquired communication 

disorders. In people with aphasia, Parr also found an idiosyncratic combination o f  strategies 

with fatalism and interpersonal coping strategies being the two most popular strategies used. 

In the absence o f information on coping strategies in use in different and larger populations, 

no firm conclusions can be drawn from these similarities. However, in light o f their 

communication difficulties, the importance of interpersonal strategies for the majority o f 

people with acquired dysarthria and for people with aphasia warrants further investigation.

Viney et al. (1984) along with Herrmann et al. (2000) highlight some areas that might need 

to be considered in further research on coping strategies in acquired dysarthria. Viney et al. 

reported differences amongst people with chronic illness and people with coronary 

conditions suggesting that the cause of the communication difficulty might also be 

important. They found that people with chronic illness were more likely to perceive 

themselves as coping through use o f fatalism and optimism than non-patients. Fatalism was 

the most common coping strategy observed in this as well as Parr s study. This was not 

surprising in this study as a fatalistic attitude predominates when people are resigned rather 

than accepting o f a condition.

Interpersonal coping strategy was the next most popular strategy used in this study despite 

the fact that people have difficulty communicating. Viney et al. (1984) suggested that 

interpersonal coping strategies were related to:

“sociability as well as much uncertainty and indirectly expressed anger (p. 488)

According to an International Social Survey carried out in 1998, 73% of the population in the Republic of 

Ireland attend church at least three times a month. See http://irishchurches.org/Statistics/statistics.html
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There is clearly much uncertainty associated with progressive neurological illnesses and 

sociability may be associated with the desire for sociability as expressed by a number of 

people interviewed including Michael who says he would like to be more sociable, and 

Maureen and Susan who try to maintain their social lives. Earlier in sections 3.5.4 and 

14.6.4, the importance of social support was discussed. The importance of this strategy for 

people with acquired dysarthria emphasises the need to be aware of the existing networks 

available for social support and to examine if these networks provide both esteem support 

and companionship. Knowledge of pre-morbid coping strategies is also important 

particularly for example if one has relied on interpersonal strategies in the past.

Parr (1994) found that people with aphasia under the age of 65 mainly used ‘action’ as a 

coping strategy. Herrmann et al. (2000) found that this strategy was decreased in people 

who had stroke but did not specifically look at different age groups. There was no evidence 

of a tendency for people under 65 years in this study to use action as a coping strategy. 

Viney et al. (1984) found that ‘non-patients’ in their study were more likely than people 

with chronic illness to use action as a coping strategy.

Unlike the people in Parr’s (1994) study, the people in this study used religion to the same 

extent as they used action, control, escape and optimism. Contrary to Herrmann et al.’s 

(2000) findings, the people with Parkinson’s disease did not use religion more than others 

as a coping strategy. Of the three people with Parkinson’s disease in this study, only one 

(Miriam) referred to it as a coping strategy.

The important point here is that people use a variety of different coping strategies in an 

attempt to live with acquired dysarthria. It is unknown if some strategies are more effective 

than others. Altschuler (1997) reminds readers that successful coping cannot be achieved 

once and for all. How one copes one day will have little bearing on how one copes the next. 

However, Viney (1983) and Viney et al. (1984) suggest that people who become aware of 

the wider range of potential strategies are more likely to cope better with their illness. An 

understanding of the strategies used by people with acquired dysarthria along with pre- 

morbid strategies should increase our understanding of how people live with acquired 

dysarthria.
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This discussion on the impact and experience o f acquired dysarthria has drawn on 

information obtained using quahtative and quantitative methodology. The final section of 

this chapter examines the usefulness of this methodological approach.

14.7 Combining Qualitative And Quantitative Methodologies: 

Advantages and Disadvantages

Despite the reservations of some researchers (Porter, 1994; Richards & Richards, 1994) 

with regard to integrating both quantitative and qualitative methodologies, I experienced no 

difficulties in this study and found no disadvantages to combining both methodologies. In 

fact, I found that one methodology complemented the other. For example, the quantitative 

data from The Dysarthria Questionnaire and the HISD scale highlighted areas for further 

investigation and directed the Topic Guide (appendix 12) for the in-depth interviews. The 

findings from the in-depth interviews generally supported the findings on The Dysarthria 

Questionnaire and the HISD scale. One could argue that this is anticipated since the people 

who completed the questionnaires and the HISD scale took part in the in-depth interviews. 

This is one shortcoming of the study. The study would have been enhanced further if  the 

additional views o f people who had not completed the questionnaires were obtained. For 

practical reasons, this proved not to be possible. Nonetheless, the information from the 

interviews did elucidate the responses from The Dysarthria Questionnaire. The Dysarthria 

Questionnaire allowed me to examine the interaction between different variables (e.g. 

impact and intelligibility), while the interviews provided insight into the experience of 

acquiring and living with dysarthria.

The findings on the HISD scale added further insight into the information obtained from the 

interviews and vice versa. For example, changes in self-perception were explored during the 

interviews but it was difficult to determine the extent of these changes and the HISD scale 

served to quantify this. In addition, the interviews provided additional information on the 

HISD scale results. For example, during the interviews, Robert talked about changes 

because of his physical disability rather than his dysarthria suggesting that changes to his 

self-concept may be attributed in part to his physical disability as well as his dysarthria.

The final section of the study demanded a return to quantitative methodology to compare 

the perceptions o f between different groups of people. The following chapter discusses the
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15. DO WE UNDERSTAND?

15.1 Introduction

The discussion now moves on to answer the question: ‘Do we understand?’ and looks at the 

findings on perceptions of people with acquired dysarthria and how these perceptions 

compare with the perceptions of other people. First, primary communication partners’ 

perceptions of impact were compared with the perceptions o f people with acquired 

dysarthria. Second, the people with acquired dysarthria’s perceptions o f speech 

intelligibility were compared with the perceptions of others (speech and language therapists 

and naive listeners, both male and female). The involvement o f naive listeners was 

important as it forms part of an investigation of our own perceptions o f dysarthric speech, as 

speech and language therapists. Do we, as the current research suggests, differ from 

untrained listeners in our perceptions of speech intelligibility thus influencing our capacity 

to understand the impact and experience of acquired dysarthria?

At the end of this chapter the question: ‘Do we understand?' is posed again and answered 

drawing from the points discussed over these three discussion chapters.

15.2 Do Primary Communication Partners Have Insight Into The 

Impact O f Acquired Dysarthria On The Speaker?

The results presented in section 12.2 indicate that the primary communication partners in 

this study had clear insight into the impact of acquired dysarthria on the speaker. There 

were no statistically significant differences between the people with acquired dysarthria’s 

scores on The Dysarthria Questionnaire and communication partner’s scores on The 

Dysarthria Questiormaire For Primary Communication Partners. The comments made at the 

end o f the questioimaire (section 12.3) further illustrated the understanding o f these 

communication partners.

The strong relationship between both sets of scores is somewhat surprising given the views 

expressed by some people on The Dysarthria Questionnaire and again during the interviews 

with regard to their families’ lack o f understanding about dysarthria. This result might be 

explained by the fact that only a minority of people expressed these views and this may be 

lost in the amalgamation o f data for statistical analysis. Another explanation might be that
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this is a misperception on the part o f the people with acquired dysarthria and that their 

families do generally understand the effect of dysarthria on them. A further explanation may 

be that The Dysarthria Questionnaire For Primary Communication Partners was not 

sensitive to picking up issues that involved the person with acquired dysarthria’s needs for 

communication (e.g. recognition of the need to give the person time to talk). Research from 

other areas in chronic illness suggest that while spouses and families can acknowledge the 

consequences of an illness, they may not know how best to react to that illness (Radley, 

1989). It may be the case here that primary communication partners acknowledge the 

impact of acquired dysarthria, but lack direction on how best to communicate with the 

person with acquired dysarthria.

An important point to consider in the interpretation of these results is the selection o f 

primary communication partners. The fact that people with acquired dysarthria chose their 

primary communication partners and that these partners were predominantly female is 

discussed earher in section 6.5. The communication partners (family-friend group) in Le 

Dorze et al.’s (1996) study in aphasia were also predominantly female. This was despite the 

fact that the people with aphasia were also mostly female. It is possible that people select 

family members or friends whom they feel have some understanding o f their condition. 

People with acquired dysarthria in this study were not asked why they selected their 

communication partner but Vicky mentioned that she chose a close female friend as her 

husband, with whom she lived, was very impatient. Robert chose his daughter rather than 

his wife to complete his questionnaire. The reason for this is unknown but Robert’s 

daughter commented on the questionnaire on her mother’s lack o f understanding (see 

section 12.3.2). It is not clear if the results would have been different if  those who lived 

with the person and communicated most frequently with the person (e.g. Vicky’s husband 

or Robert’s wife) had completed the questionnaire. Future studies investigating perceptions 

of communication partners need to consider this factor.

15.3 Limitations Of The Dysarthria Questionnaire For Primary 

Communication Partners

Although statistical analysis o f the responses to repeat statements on this questionnaire 

indicated that intra-rater reliability was strong, responses to statements throughout the 

questionnaire showed that more o f the primary communication partners contradicted
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I
themselves on these repeat statements than people with acquired dysarthria did. Possible 

reasons for this may include;

a) Poor reliability of the respondents themselves,

b) Difficulty completing the questionnaire itself,

c) Uncertainty regarding how dysarthria impacts on the people with dysarthria.

With regard to the questionnaire itself, the same limitations described in section 13.4.6 

concerning repeat statements on The Dysarthria Questionnaire also apply here. In general, 

the revised wording in this amended version of The Dysarthria Questionnaire was awkward 

and this may account for some contradictory responses to repeat statements. I did not 

always have the opportunity to meet with the communication partners and explain the 

completion of the questionnaire verbally to them. This too may have added to confusion or 

difficulty with questionnaire items. A further point of note is that unlike the communication 

partners, all the people with acquired dysarthria had been screened for cognitive and 

language disorder. It is possible that some of the primary communication partners who were 

elderly or had problems with ill health could have had difficulty comprehending the 

statements in the questionnaire. The communication partner o f Gladys gave unreliable 

responses to repeat statements on three of the four sections. When the questionnaire had 

been completed, feedback was not provided to these primary communication partners. 

Despite all these reservations, the intra-rater responses were still reliable on statistical 

analysis. However, attention to the above items for future use o f the questionnaire would 

enhance its application further.

15.4 Perceptions Of Speech Intelligibility: People With Acquired 

Dysarthria Versus Other Listeners

The discussion here relates to four main questions:

1. How does the person with acquired dysarthria perceive the intelligibility o f his or 

her own speech (and does this perception differ from the perceptions o f speech and 

language therapists and naive listeners)?
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2. How does the speaker perceive the intelligibility o f other dysarthric speakers (and 

how does this perception compare with the perceptions o f speech and language 

therapists and naive listeners)?

3. Are there differences in perception of intelligibility between trained (i.e. speech and 

language therapists) and untrained (i.e. naive) listeners?

4. Can such differences be accounted for by gender?

15.4.1 How Does The Person With Acquired Dysarthria Perceive The Intelligibility 

Of His Or Her Speech (And Does This Perception Differ From The 

Perceptions Of Speech And Language Therapists And Naive Listeners)?

The data presented in section 12.8 indicated that some statistically significant differences 

existed between individual speakers’ perceptions of the intelligibility o f their own speech 

and the perceptions of speech and language therapists and naive listeners. Six o f the twenty 

people with acquired dysarthria gave their own speech significantly different intelligibility 

ratings to ratings given by naive listeners and speech and language therapists. Five o f these 

six perceived their speech as significantly more intelligible while one (Vicky) perceived her 

speech as less intelligible. The differences between speakers’ perceptions o f the 

intelligibility of their speech and listeners’ perceptions o f that intelligibility is an important 

finding and raises two main issues:

First, it questions the theory regarding people with Parkinson’s disease’s perceptions o f 

their dysarthria. Yorkston, Bombardier and Hammen (1994) as well as Brumfitt (1999) 

suggested that people with Parkinson’s disease lack insight into their dysarthria. Seven of 

the twenty people with acquired dysarthria who took part in this section of the study had 

Parkinson’s disease. Three of these were amongst the six whose perceptions o f 

intelligibility differed to other listeners. The other four people with Parkinson’s disease did 

not differ from speech and language therapists or naive listeners in their perceptions o f 

intelligibility, suggesting some insight into their dysarthria or into themselves as speakers 

(see Table 12.14). However, three people with cerebellar atrophy also participated in this 

section o f the study, two of whom differed in their perceptions of intelligibility from other 

listeners. It could equally be hypothesised that people with cerebellar atrophy lack insight 

into their dysarthria. Further research is warranted on people’s perceptions o f their speech 

intelligibility, comparing the perceptions of dysarthria between different aetiologies before 

any firm conclusions can be reached regarding lack of insight in people with Parkinson’s
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disease. This would also serve to open up the debate on how people with other neurological 

conditions perceive their speech.

Second, statistical analysis between impact scores on The Dysarthria Questionnaire and 

intelligibility ratings on the AIDS (see section 12.8.3) indicated that no significant 

relationship existed between impact and intelligibility for this group o f people. This has 

already been discussed in section 13.3.2. However, when the relationship between people 

with acquired dysarthria’s perception of intelligibility and the impact scores from The 

Dysarthria Questionnaire were examined statistically, a significant correlation was found 

between both sets of scores. This indicates that impact o f acquired dysarthria may be more 

closely related to the perception of intelligibility rather than the rating o f  intelligibility from 

standardised assessment. This raises two further points:

1. The relationship between perception of intelligibility and the impact o f acquired 

dysarthria could certainly explain some o f the differences that exist in reactions to 

dysarthria. This relates to my intellectual puzzle described in section 1.8 which 

seeks to explain differences in reaction to acquired dysarthria. It can certainly 

explain some of the differences between impact and intelligibility for people like 

Vicky and Peter. Peter has severe dysarthria (23% intelligibility on assessment) and 

an impact score on The Dysarthria Questionnaire o f 156. Vicky has moderate 

dysarthria (84% intelligibility) and a low impact score on the questionnaire o f 100 

(see Table 9.14). Thus, despite the fact that on assessment Vicky’s speech is more 

intelligible than Peter’s, dysarthria appears to have a greater impact on Vicky. One 

possible reason for this is that Vicky perceives her speech intelligibility to be much 

poorer than other listeners perceive her, while Peter perceives his intelligibility to be 

much greater.

2. The finding that perceptions of intelligibility are more closely related to impact than 

scores on the AIDS assessment questions the validity o f using the AIDS assessment 

alone to plan therapeutic intervention. The AIDS assessment is typically used to 

assess the nature of the disability of dysarthria, to plan therapy and to act as a 

baseline measure to reflect the outcome of therapy. If the perception o f intelligibility 

is not examined then only half the story is known. There was no significant 

relationship between scores on the AIDS and self-ratings of speech intelligibility.
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Van Bennekom, Jelles, Lankhorst and Kuik (1996) explored the perceived problems in 

people with physical disability following stroke. They found no relationship between the 

disability score on assessment and the scores on perceived disability. They suggest that 

perceived problems relate to a different concept o f disability.

Insight into how people perceive their speech can help us understand people’s attitude 

towards communication and communication situations. For example, Donal has an 

inteUigibility rating of 100% but he avoids situations because he perceives his speech to be 

‘inadequate’. Investigation of his perception o f his speech intelligibility found that he 

perceives his speech to be less intelligible than speech and language therapists and naive 

listeners. Information on perception of speech intelligibility thus adds insight into the 

psychological impact of dysarthria.

Finally, one could question how realistic these intelligibility scores really are and, in 

particular, how credible the use of the sentence scores on the AIDS is as a measure o f 

intelligibility. The sentence scores on the AIDS may be higher than if  the word scores on 

the same test were taken as intelligibility ratings. Sentence scores are higher because the 

context of the sentence enhances understanding o f dysarthric speech by providing semantic 

context (Dongilli, 1994). Thus, the speech intelligibility scores in this study might be higher 

than one would expect. In this DME task, people were asked to judge their perceptions o f a 

sample of conversational type speech. The context of the speech was provided as in the 

sentence intelligibility task on the AIDS. Therefore, a measure of intelligibility at sentence 

rather than word level seemed more appropriate. What may be a more significant point, 

with regard to the credibility of these intelligibility scores, is the fact that during the 

recordings, I observed that people with acquired dysarthria spoke as clearly and distinctly as 

they could so that their speech on the recordings was perhaps better than it might have been 

on assessment or on recordings in other situations. All this should not detract from the 

finding that there are significant differences in perception of intelligibility between speakers 

and listeners.
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15.4.2 How Does The Speaker Perceive The Intelligibility O f Other Dysarthric 

Speakers (And How Does This Perception Compare "With The Perceptions Of 

Speech And Language Therapists And Naive Listeners)?

Initial analysis of the results in section 12.7 indicated that there were statistically significant 

differences between the perceptions of people with acquired dysarthria, speech and 

language therapists and naive listeners for one o f the 11 ‘Set A ’ speech samples. The 

speaker in this sample had an intelligibility score of 23% on the sentence section of the 

AIDS and was the least intelligible of all 11 speech samples used. The person’s speech was 

laborious and there was some struggle evident as he spoke. The people with acquired 

dysarthria gave this speech sample a significantly higher intelligibility rating than speech 

and language therapists and naive listeners. How can this be accounted for? One 

explanation might be that people’s own experience o f dysarthria had influenced their 

perception o f intelligibility and as a result, they were more lenient in scoring this speech 

sample. Changes in how people with acquired dysarthria might construe other speakers 

have already been discussed in section 14.3.4.

Other than this individual speech sample, no significant differences existed between the 

perceptions o f the three groups of listeners (people with acquired dysarthria, speech and 

language therapists and naive listeners) so it is difficult to make any firm conclusions based 

on these results. This task used a relatively small number o f speech samples and research 

with a larger number of speech samples, covering a range of intelligibility levels is needed 

to explore these perceptions further.

15.4.3 Intra-Rater Reliability

In both the ‘Set A ’ and ‘Set B ’ speech samples, intra-rater reliability was assessed using a 

repetition of some speech samples for re-scaling. In the ‘Set A’ speech samples, speech and 

language therapists showed slightly lower, but still significant, reliability scores than people 

with acquired dysarthria and naive listeners In the ‘Set B’ speech samples, intra-rater 

reliability was also lower for speech and language therapists than it was for other listeners 

but still statistically reliable. This could imply that some change in construing the 

intelligibility of the repeated speech sample occurred as the task progressed. Kreiman et al. 

(1990) suggest that clinical training and experience cause clinicians to differ amongst each 

other. Therapists may listen to different aspects of the speech sample on both occasions and 

this might account for these differences.
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15.4.4 Are There Differences In Perceptions O f Intelligibility Between Trained and 

Untrained Listeners?

Research earned out by Dagenais et al. (1998) and Dagenais et al. (1999) suggested that 

there might be a difference between trained (i.e. speech and language therapists) and 

untrained (i.e. naive) listeners in perceptions of intelligibility and acceptability o f dysarthric 

speech. This study found that there were no significant differences between both groups of 

listeners on either ‘Set A’ or ‘Set B’ speech samples. One possible reason for differences in 

findings between this study and others is that Dagenais et al. (1999) looked at intelligibility 

using a transcription task. People listened to speakers reading some sentences aloud. Each 

sentence was repeated twice. On the second instance, the listeners transcribed the sentence. 

Perception o f acceptability was assessed using an interval scale. The disadvantages o f using 

an interval scale to measure perception have been discussed earlier in section 7.5.1. Using 

an interval scale for rating perceptions of acceptability, which is strongly linked with the 

dimension o f intelligibility (Southwood & Weismer, 1993; Dagenais et al., 1999) constrains 

listeners to a fixed scale. It is also associated with more researcher bias than DME because 

the researcher has devised the scoring system. A further point with regard to the use of 

interval scales in Dagenais et al.’s study is that acceptability, like intelligibility, is a 

prothetic continuum. Interval scaling is not appropriate to scale a prothetic continuum, as it 

is difficult for listeners to partition a prothetic continuum into equal intervals (Berry & 

Silverman, 1972; Stevens, 1975). Comparison between studies on perception o f dysarthric 

speech is impossible when different scales for measuring perception are used.

One fiirther point referred to in section 4.3.2 is the background and experience o f the 

therapists who took part in the study. Rreiman et al. (1990) found that therapists attended to 

different dimensions of voice and speech when judging speech samples. Kreiman et al. used 

a multidimensional rather than DME scale, but it is possible that people with a background 

in otolaryngology, fluency or hearing impairment might have perceived these speech 

samples differently. The speech and language therapists in this study were all experienced 

in acquired adult neurological disorders and all apart from one (SLT2) were working with 

people who had dysarthria at the time of the study. On assessing intra-rater reliability on 

‘Set B ’ speech samples, two speech and language therapists (SLT4 and SLT5) differed in 

their first and second scaling of speech Sample 3. Both these individual therapists had 

strong reliability scores earlier on speech samples ‘Set A (Table 12.9). On this occasion,
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one speech and language therapist increased her scores while another decreased them. What 

was different about this speech sample that might account for this difference in rating? This 

was the speech sample from Vicky, who had a speech intelligibility score of 84% and had 

some evidence o f struggle, as her breath support for speech was poor. It is possible that in 

the first instance therapists attended to different dimensions o f Vicky’s speech. It is equally 

possible of course that this difference in scoring could be accounted for by a lapse in the 

therapists’ attention.

Further studies are required to examine the role of background and training in the 

perception of intelligibility of dysarthric speech. This has important implications for people 

who work in different areas of specialty (e.g. ENT and Adult Neurology) as their 

perceptions of speech may be influenced by their specialisation in another area. Examining 

our own perceptions and biases is an important part of understanding the experience of 

dysarthria. One further area considered was the effect of our gender on perceptions of 

intelligibility.

15.4.5 Are There Gender Differences In Perceptions Of Dysarthric Speech?

Co-incidentally all the speech and language therapists who took part in the DME task were 

female. In other studies on fluency disorders, there are conflicting opinions on the role of 

gender in influencing ratings of various dimensions of speech. Burley and Rinaldi (1986) 

found that male listeners rated people who stutter more negatively than females do. 

Patterson and Pring (1991) later disputed this finding. Neither of these studies used DME. 

One study that used DME to look at gender differences in perception of music (Fucci, 

Petrosino & Banks, 1994) found some gender bias in scaling but there are limitations to this 

study as the data does not appear to have been normalised prior to statistical analysis. I 

found no gender differences in perception of speech intelligibility in my study. Female 

speech and language therapists, female naive listeners and male naive listeners all perceived 

the intelligibility of dysarthric speech similarly.

15.5 Do We Understand?

Do we understand the experience and impact of acquired dysarthria? The results of The 

Dysarthria Questionnaire along with the in-depth interviews have highlighted the 

individuality o f reaction to dysarthria. This is in keeping with my ontological perspective. If
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we do not appreciate the individuahty o f this response, then we will not understand the 

impact and experience of acquired dysarthria. Ron, for example, is not upset by his 

dysarthria while Liam is almost a recluse. Our assessments and planning of therapy needs to 

consider how people react differently.

The people with acquired dysarthria in this study have described the changes that have 

occurred in their lives because of dysarthria. The impact on employment, social and leisure 

activities have hitherto been suspected but not documented. Some o f the barriers: structural, 

physical, social and attitudinal have been identified and this suggests that more attention 

needs to be given to dismantling these barriers if  people with acquired dysarthria are to 

participate fully in social interaction. Did we understand that these barriers existed for 

people with dysarthria? Given our failure to consider them in formal assessment and 

research to date, it is easy to comprehend why some people with acquired dysarthria say 

that we do not understand.

While the HISD scale has drawn our attention to the impact o f acquired dysarthria on self- 

concept, we still do not know the extent of these changes and how the person’s construing 

o f the world, himself and others, has changed because of dysarthria. Information on these 

areas should broaden our understanding of why and how people with acquired dysarthria 

react to dysarthria.

Changes in roles and relationships because of dysarthria have not been documented in any 

detailed way to date and our approach to assessment and treatment fails to consider the 

involvement of the primary communication partner and family in therapeutic intervention. 

Our traditional model o f therapy for people with acquired dysarthria has focused on the 

speaker rather than on the people with whom he or she communicates. Yorkston. Strand and 

Kennedy (1996) highlight this point when they call for a paradigm shift in the assessment 

and treatment of dysarthria. They discuss the fact that current intervention focuses primarily 

on the intelligibility rather than the comprehensibility of the speaker’s message. Drawing on 

earlier work by Barefoot, Bochner, Johnston and Von Eigem (1993), they define 

comprehensibility as the extent to which the listener understands what the speaker has said 

in a communication context. This focus on the context in which communication occurs is 

important as it acknowledges the contribution that syntactic, semantic and physical factors 

play in communication. It also incorporates intervention with the speaker’s communication
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partner. The findings from this study clearly support this approach to intervention but much 

work still needs to be done with regard to developing tools to assess comprehensibility and 

to measure outcome using this approach. Failure to consider not only the involvement of 

communication partners and family using the traditional model o f dysarthria assessment, 

but also the social context in which dysarthria exists together with the meaning of acquired 

dysarthria to the speaker suggests that it is easy to comprehend why people with acquired 

dysarthria feel that we do not understand.

The changes in people with acquired dysarthria’s communication behaviour are affected by 

the attitudes not only of the speaker but also of the people with whom he or she 

communicates. We cannot realistically expect to change communication behaviour unless 

we have tackled these attitudes. Our traditional approaches to assessment and therapy fail to 

consider this area.

The information on acceptance, adapting and coping highlights again the individuality of 

living with acquired dysarthria. The fact that few people in this study accepted their 

dysarthria even after a period of therapy draws attention to the need to determine goals for 

intervention and to re-defme what we consider to be a successful outcome. The fact that 

people’s perceptions of speech intelligibility can differ from therapists’ perceptions of 

intelligibility further reinforces the notion that we do not understand.

If we as speech and language therapists do not understand the impact and experience o f 

acquired dysarthria, does anyone? The results of The Dysarthria Questionnaire For Primary 

Communication Partners indicate that, in general, communication partners do understand its 

impact on the person. Nonetheless, from comments on The Dysarthria Questionnaire and 

views expressed during the interviews, this is clearly not enough. Further research is needed 

before we can conclusively say that communication partners understand the impact of 

dysarthria on the speaker. In-depth interviews with communication partners along with 

participant observation o f both speaker and partner might highlight more specifically the 

level o f understanding that exists between these people.

Finally, it is worth emphasising at this point that it is the perception o f not understanding 

that is the main issue here. Speech and language therapists are aware o f the variability in 

response and the changes and barriers that can exist for people with acquired dysarthria.
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Throughout the discussion, I have drawn on the experiences o f people with other 

communication disorders such as hearing and visual impairment, and from the literature on 

chronic illness. The literature indicates that many o f the experiences described in this study 

are not unique to people with acquired dysarthria. What is astounding is that dysarthria is 

the most commonly acquired communication disorder and yet the experience o f dysarthria 

and its psychosocial impact has been ignored in the literature. There is much that we can 

learn from the literature in other areas but while parallels can be drawn, there is an 

overwhelming demand for further research on the impact and experience o f  acquired 

dysarthria. Only then can we say that we truly understand the impact o f  acquired dysarthria 

on the person.

The clinical implications of the findings in this study will be considered in the next and final 

chapter.



16. THE WAY FORWARD

16.1 Introduction

The thesis began with the overall aim of learning about acquiring and living with dysarthria. 

This final discussion chapter attempts to draw the findings o f this thesis together and to 

tackle the ‘So What’ questions, i.e. ‘What are the therapeutic implications o f these findings 

for fiirther research and therapy?’ and ‘What are our goals for intervention? The chapter 

begins with my notes as a researcher, highlighting my personal role in this project. An 

attempt is then made to answer the ‘intellectual puzzle’ referred to in section 1.8. ( ‘How do 

we account for differences in reaction to acquired dysarthria?’). Finally, the implications o f 

the findings fi'om this study are discussed along with recommendations for further research.

16.2 Researcher’s Notes

In Chapter 1, I referred to the fact that this thesis involved an unearthing and awareness o f 

my own role as a clinician with people who have acquired dysarthria. This self-awareness 

can be considered under three main headings;

1. My role as researcher rather than speech and language therapist,

2. My bias as a researcher and speech and language therapist,

3. My recognition o f what therapy with people who have dysarthria should incorporate. 

16.2.1 Researcher Versus Speech And Language Therapist

The importance o f  self-awareness is emphasised by Tschudin (2000) who asserts that it is 

part o f our ethical duty as practitioners and clinicians to be aware of what we bring to the 

therapeutic relationship. She states that:

“It is in becoming self-aware that one becomes a ‘concrete ethical being . This means that 
becoming self-aware is a basic ethical duty. When we are self-aware, we have the ability to 
recognise real ethical needs and make real ethical decisions. When we are self-aware, we are able 
to distinguish between personal needs and common needs, personal desires and common desires.” 
(p. 57)

When I began collecting the data, I found it difficult to adjust fi'om my role as a speech and 

language therapist to my role as researcher. I was fearful of invading the privacy o f some of 

the people that I interviewed and felt inexperienced  as an interviewer. I realised that my 

relationship to date with people who have acquired dysarthria has been rather task-
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orientated, such is the nature of our therapeutic relationship with this client group. I was 

also aware that the people I interviewed associated me with speech and language therapy 

and I suspect were more reticent in their feedback on speech and language therapy as a 

result.

16.2.2 My Bias As A Researcher And Speech And Language Therapist

During the interviews, I became aware of my own bias as a speech and language therapist 

where dysarthria is perceived as a disorder. This relates to what Oliver (1993) refers to as 

‘the personal tragedy theory’ where impairment and disability are seen as tragic events and 

it is the disabled person who has to adapt him or herself to society. This also conforms to 

the medical or individual model of disability and is based on an earlier International 

Classification o f Impairments Disabilities and Handicap (ICIDH) (WHO, 1980) framework, 

This ICIDH framework neglected the social context of a condition or disease. The revised 

International Classification of Functioning, Disability and Health (ICF) framework (WHO, 

2001) (see section 1.2) focuses on health and incorporates the personal and environmental 

context in which a condition can exist. I suggest that our current approach to therapy for 

people with acquired dysarthria remains based on this earlier ICIDH model o f disability. 

One outcome scale, Therapy Outcome Measures (Enderby & John, 1997) specifically uses 

this earlier ICIDH framework. Our assessments and therapy are focused on the person’s 

impairment (anatomical and physiological components of dysarthria) and disability 

(intelligibility) and so it is easy to adopt the ‘personal tragedy theory’ approach to acquired 

dysarthria.

This approach or bias did not sit easily with one of the interviewees, Ron. My personal but 

unconscious bias became apparent when I was interviewing him. I became aware that Ron 

was slightly angry and, in my opinion, adopted a defensive tone during the interview. I 

could not fully understand the reason for this at the time. Towards the end of the interview, 

Ron was quite critical o f speech and language therapy. He was not concerned about his 

dysarthria and he felt that speech and language therapy had not helped him. From the 

interview, it was clear that he perceived an imbalance o f power in the therapeutic 

relationship. He says, for example:

Extract 16.1 „  ̂ , , , ,
Ron: People have a certain way of talking and it s very hard when they reach

a certain age to tell them, “No, you can’t speak like that anymore.”
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Extract 16.2

Ron: I think the emphasis in speech therapy really should have been on-,

maybe, “It’s not really your fault, you have a problem, what do you 

think is the best way to overcome it”, you know.

Simmons-Mackie and Damico (1999) discuss this imbalance o f power in the therapeutic 

relationship and suggest that;

“The goal o f therapy is to build communicative competence, yet the assumptions required for 
treatment demand that the client be incompetent. That is, the therapist expects the client to 
demonstrate problems with communication. Thus both parties act in accordance with a 
presupposition of deficit in the individual targeted for therapy.” (p.313)

On re-reading the transcripts, I realised that perhaps during speech and language therapy, 

Ron had unwittingly been placed in the role of what Kovarsky and Maxwell (1992) refer to 

as the ‘incompetent communicator’. In this interview situation, I had inadvertently placed 

Ron in the role o f ‘incompetent communicator’ again. In my designated role as researcher 

but with my background as a clinical speech and language therapist, I had failed to 

appreciate fully that dysarthria may not be a problem for him. I had also seen dysarthria as a 

disorder where Ron rather than society needed to change. I had approached this interview, 

and indeed the other interviews, looking for negative aspects of dysarthria. I felt that 

perhaps Ron had reacted against this approach. This called in to question three important 

factors relating to:

1. The influence that m y perception  o f  speech has on the th erapeu tic  re la tion sh ip  an d  

on the p lan n in g  an d  im plem entation o f  therapy. The results o f the DME task in 

section 12.5 have already indicated that the perceptions o f the person with acquired 

dysarthria can differ from the perceptions of the speech and language therapist. Yet, 

the perceptions of the person with acquired dysarthria, specifically with regard to his 

or her speech, are rarely explored.

2. The influence o f  the nature o f  Questioning on the in terv iew  d a ta . Lindsey (1996) 

looked at the experience of health within illness in chronically ill and disabled 

people. Her findings were in sharp contrast to results of studies carried out by 

Charmaz (1983). The people in Lindsey’s study described very positively their 

feelings o f health and well-being. Lindsey contends that this disparity between the 

findings in these studies is strongly influenced by the research question. She states:
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If the researcher asks about the illness experience, she/he w ill probably explore with the 
participants their experience o f  the illness. In contrast if  the researcher asks about the experience o f  
health within illness, the results are necessarily very different.” (p. 470)

The result may be that one becomes aware o f only one dimension of the individual’s 

expenence. I may have focused on the negative aspects o f dysarthria at times and as 

a result may have obtained a more negative view o f acquired dysarthria.

3- The focus on difficulties residins with the individual who has dysarthria rather than 

with the society in which he or she lives. This study has described the environmental 

and structural barriers that people with acquired dysarthria are forced to confront but 

these barriers are rarely referred to in the literature on therapeutic intervention for 

people who have acquired dysarthria. Yorkston et al. (1996) discuss the need to 

consider these barriers but there is only one specific paper, to my knowledge, which 

addresses the physical environmental barriers that people with dysarthria may 

encounter. Interestingly, this paper by Berry and Saunders (1983) is based on 

research in hearing impairment rather than on dysarthria. In therapeutic intervention 

with people who have acquired dysarthria, the focus remains on the person with 

dysarthria rather than attempting to tackle the external barriers to communication. 

These issues are taken up again in section 16.4.

16.2.3 Recognition Of What Speech And Language Therapy Should Incorporate

Carrying out the in-depth interviews afforded me the time to spend with people discussing 

their dysarthria. The pressures of clinical caseloads and the need to demonstrate outcome 

measures from therapy mean that this time carmot always be afforded to people with 

dysarthria. Tschudin (2000), in discussing ethics and holistic care, remarks on the short

sightedness o f this approach. She asserts that:

“I am firmly convinced that when we learn how to listen to people and to their stories, w e w ill be
able to hear their real needs and wants If we go on as we are now, then healthcare w ill literally
ruin the industrialised nations with its demands for ever more money spent on ever more and often  
useless tests and treatments. We cannot afford not to listen. Only when we listen do w e hear what a 
person needs, that is, what holistic care may involve, (p. 69)

The research process had provided these people with an opportunity for self-disclosure. The 

in-depth interviews allowed people with acquired dysarthria to tell me their story. The role 

of narrative in reconstructing the identity of people with aphasia has been emphasised by 

researchers and clinicians (Pound, 1999; Barrow, 2000). Hill (1997) describes how people 

create stories which reinforce their sense of who they are and so create a sense o f personal

Page 353



continuity over time. She discusses the role of narrative in assisting people following stroke 

to:

“try and bridge the gap from the old to the new world and not only manage their physical 
symptoms but also create a new sense o f  self.” (p. 131)

Narrative involves respecting the uniqueness and individuality o f the person. It would also 

gives insight into the meaning of dysarthria for the person. Altschuler (1997) describes how 

a man’s narrative about cancer might include stories that highlight a disruption to 

masculinity. The possible role of narrative in the re-construction o f self-concept and identity 

in people who have dysarthria is discussed further in section 16.4.2.

Many of the people with dysarthria who participated in the study had either been discharged 

from speech and language therapy or placed on review. Yet, the findings from the study 

have suggested that many people had not adapted to their dysarthria. This made me aware 

of the need to question what our goals in therapeutic intervention should be and what do we 

regard as successful rehabilitation. This topic is returned to again in section 16.6.

In becoming aware of my own role in the research process, I also recognised some o f the 

limitations this role imposed on the study. My inexperience as an interviewer and my bias 

as a speech and language therapist may have influenced the generation o f data. This is not 

to detract from the information that emerged from these interviews, as all interviewers are 

part o f the data generated during qualitative interviewing. Rather, it is to emphasise that this 

was the mindset that I brought to the interviews. As with all research there were other 

limitations to the study and those relating specifically to the tools used and their 

implementation have been discussed in Chapter 13. Limitations with regard to combining 

qualitative and quantitative methodology were discussed in Chapter 14. These limitations 

should not overshadow the strengths of the study. The solving o f my intellectual puzzle and 

the potential contribution o f this finding to future dysarthria assessment is discussed next.

16.3 The Intellectual Puzzle: How To Account For Differences In 

Reactions To Acquired Dysarthria?

To solve this puzzle I had to first confirm that differences in reaction to dysarthria did exist. 

This was confirmed by the results from The Dysarthria Questionnaire. Some people are 

indeed affected more significantly by their dysarthria than others. My intellectual puzzle
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now was to account for these differences in reaction. One question asked was whether there 

is a relationship between the impact of acquired dysarthria and the severity of dysarthria as 

defined by standardised dysarthria assessment. The answer is that the reaction of the 

individual to acquired dysarthria is not strongly linked to the standardised assessment of 

dysarthria severity. For some people there is no relationship between the severity and the 

impact o f their dysarthria. This highlights the individuality o f response to acquired 

dysarthria.

The second question asked with regard to this puzzle is whether differences in reaction 

could be accounted for by how the person accepts, adapts to and copes with dysarthria. Of 

the three most accepting of their dysarthria (section 11.3.5), Ron had the highest score on 

The Dysarthria Questionnaire (lowest impact) but the other two (Robert and Michael) did 

not have notably low impact. In section 11.9 comparisons were made between the reactions 

of Ron and Paul to dysarthria. Ron and Paul are similar in many respects (age, AIDS 

assessment score, etc.) but had very different impact scores on The Dysarthria 

Questionnaire. This highlights the complexity of the situation and indicates that there are 

lots of variables in accepting, adapting and coping with acquired dysarthria that are difficult 

to isolate.

The third question relates to whether differences in reaction can be accounted for by 

differences in perception o f dysarthric speech. The results of the DME task on perception of 

speech (section 12.5) show that people’s perception of their own speech can account for 

significant differences in reaction to acquired dysarthria, with a statistically significant 

relationship between self-rating of speech intelligibility and impact scores on The 

Dysarthria Questioimaire.

The results o f the HISD scale and the in-depth interviews suggest that other apparent 

influencing factors account for differences in reaction. The information from the 

questionnaire and the interviews suggest that impact of acquired dysarthria on self-concept 

and identity and the perception of being evaluated by others (see section 14.5) along with 

the impact o f this perceived evaluation on the speaker influence one s reaction to acquired 

dysarthria. Some people experience a greater level of disability in terms of a reduction in 

activities because o f dysarthria and this can also account for differences in reaction. Others 

have better social support, or speech is not important relative to other issues in their lives.
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The reaction is highly individual, a fact that is entirely lost in one-dimensional approaches 

to assessment typically employed in the speech clinic.

The highly individual and complex nature o f  the individual’s reaction to acquired dysarthria 

suggests that there is no simple explanation to this puzzle. The person’s reaction to acquired 

dysarthria must be explored on an individual basis. What is apparent from this study is that 

there are several different ways to solve this puzzle. To answer this question at an individual 

level, I propose that a thorough assessment of body structure and function, activity and 

participation levels as well as the environmental factors contributing to dysarthria should be 

carried out. An exploration o f adaptation and coping strategies used, as well as an 

understanding o f the perceptions and meaning o f dysarthria to the person, are also required. 

Further issues with regard to assessment and intervention are discussed next along with 

other implications o f  these findings for clinical practice.

16.4 The Implications Of The Findings In This Study For Clinical 

Practice

This study has explored the psychosocial impact and experience o f acquiring dysarthria. It 

has also explored the perceptions o f the person with acquired dysarthria and compared these 

perceptions with those o f his or her communication partner, speech and language therapists 

and naive listeners. These findings have a number o f implications for clinical practice. I 

propose that there are seven main implications for intervention that arise from the findings 

in this study which require us to change our current approach to the assessment and 

treatment o f people with acquired dysarthria:

1. Move beyond confining therapeutic intervention to impairment and disability with 

people with acquired dysarthria,

2. Work directly with the individual building a positive identity and self-concept,

3. Incorporate the person’s perceptions and beliefs about acquired dysarthria into 

rehabilitation programmes,

4. Pay attention to the psychological impact of acquired dysarthria on the person,

5. Involve the primary communication partners, family and care-givers in therapeutic 

intervention.
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6. Move beyond the traditional practice o f restricting assessment and intervention to 

the clinical environment,

7. Re-evaluate the therapist’s role in the therapeutic process.

I acknowledge that therapeutic intervention already informally incorporates some o f  these 

approaches. However, these are not formalised and receive little i f  any attention in the 

literature on therapeutic intervention for people with acquired dysarthria.

16.4.1 Move Beyond Confining Therapeutic Intervention To Impairment And 

Disability

This study has identified three primary reasons for moving beyond confining intervention to 

impairment and disability (i.e. activity levels such as intelligibility). The rehabilitation o f  

people with acquired dysarthria has traditionally focused on identifying parameters imposed 

by the impairment o f dysarthria and introducing strategies aimed at alleviating that 

impairment (Coelho, Gracco, Fouratis & Rossetti, 1994; McHenry, Wilson & Minton, 

1994). The focus on physiology and impairment is particularly useful when dysarthria is 

stable and improving. Therapy techniques, which aim to increase articulatory precision, 

vocal volume, etc., are also useful as a means o f improving the intelligibility and 

comprehensibility o f  speech. It is the efficacy of these approaches without due 

consideration to the psychosocial impact and the context in which dysarthria exists that I 

challenge here for the following three reasons:

1. We need to understand the psychosocial impact and context in which dysarthria 

exists. This study has highlighted through the in-depth interviews and The 

Dysarthria Questionnaire, the psychosocial impact o f becoming dysarthric. I f  we 

continue to ignore the formal assessment o f this area in people with acquired 

dysarthria then we cannot as clinicians expect these people to participate fiilly in 

social interaction. We have to know the effect o f acquired dysarthria on these 

people, how they accept and adapt to their dysarthria, how they perceive other 

people’s reactions to their speech and how dysarthria has changed their 

communication behaviour. We need to know about the changes that have occurred 

in their lives because o f  dysarthria and how they currently negotiate communication 

in social interactions. Assessments exist for examining impairment (The Frenchay 

Dysarthria Assessment: Enderby, 1983) and disability (AIDS: Yorkston &
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Beukelman, 1981) associated with acquired dysarthria. However, assessments have 

to be devised to look at the psychosocial impact o f dysarthria. While further 

refinements are required to The Dysarthria Questionnaire, similar measures can be 

devised to examine the impact of dysarthria on the speaker. Equally, we need to 

investigate the environmental barriers that exist which preclude participation in 

social interaction. The people who were interviewed in this study described the 

bamers to communication that they were forced to confi-ont in social interaction. 

Knowledge o f these barriers is just one aspect o f intervention. We must also develop 

strategies to disable these barriers. People with acquired dysarthria in this study 

identified what they perceived to be difficult communication situations. I examined 

some of these situations (section 14.4) in an attempt to find some common factor 

that could be targeted to facilitate communication. Exploring and identifying the 

communication barriers that exist outside the clinical setting, identifying common 

factors that exist which hinder communication and social interaction should be 

incorporated into the assessment of people with acquired dysarthria.

2. We need to consider dysarthria in the context o f  its underlying neurological illness. 

Dysarthria also needs to be considered with regard to its meaning for the person with 

dysarthria and his or her family. This meaning should take into consideration the 

personal context of dysarthria, the person’s life-stage, etc. Tschudin (2000) argues 

that as health-care practitioners we have an ethical duty to provide holistic care to 

people. Ignoring the meaning of dysarthria to the person, the personal context in 

which it exists and the person’s perceptions of the dysarthria results in people being 

misjudged and misunderstood. Karen is one example of this where I perceived that 

she was in denial of her dysarthria. Further exploration o f her perceptions 

demonstrated that this was not the case. Rather I suspect that she was using escape 

as a coping strategy in an attempt to live with her dysarthria. 1 have referred at 

various points throughout the thesis to the popular notion that many people with 

dysarthria resulting fi-om Parkinson’s disease may lack insight into their dysarthria. 

In the absence of a holistic approach to assessment incorporating specific research 

on perception with matched control groups, I propose that that it is premature and 

unethical to make such assumptions.
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j^g need to consider people’s attitudes towards communication. This study has 

shown that people with acquired dysarthria have developed negative attitudes 

towards communication. Focusing on the characteristics o f acquired dysarthria will 

not necessarily mean a change in the attitudes towards communication. Cannito, 

Murry and Woodson (1994) examined attitudes towards communication in people 

with adductor spasmodic dysphonia, before and after botulinum toxin injection. 

They found that despite an improvement in voice following the injection, negative 

communication attitudes persisted. This is also evident from literature on fluency. 

Andrews and Cutler (1974) found that improving the primary speech characteristics 

o f people with a fluency disorder was not sufficient to create a change in attitudes 

towards communication. The attitudes of people with acquired dysarthria towards 

communication must be included in assessment and therapy if  people are to be 

enabled to participate fully in social interaction.

It is worth repeating the Extract from Chapter 10 that shows that Ron’s speech and language 

therapy was not useful for him.

Extract 10.162
Interviewer: Did you find speech therapy useful then?

It probably wasn’t for me at the time but at least it brought home that I 

had a problem, which I didn’t probably even realise or-.

Why did you go to speech therapy?

I was referred and so I went. It was useful getting me to slow  down a bit 

and helping me to be aware that there was a problem. Do you know, the 

thing about not knowing is that you could go on for the rest o f  your life, 

say talking to people, and they could be laughing and talking behind 

your back and you’d never know. So, it was great to know. But slowing 

down, not only did it draw attention to my speech when I said it /? / but 

it made you very self-conscious when you met people. So, in that 

respect, it makes you very conscious, and you know if  you are very 

conscious o f  anything, it’s worse. Do you know when you go to an 

interview, you are very conscious o f  things, this way, you d probably 

get very nervous so it’s the same with your speech. If you get very 

conscious o f  your speech, I think you tend to draw attention to your 

speech as though you are not in control.

Similarly, it is worth noting that failure to consider the activity limitations and participation 

restrictions as well as the context of acquired dysarthria may actually increase the

Ron;

Interviewer:

Ron:
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psychosocial impact associated with acquired dysarthria. This point is emphasised by 

Simmons-Mackie and Damico (1996) who argue that:

“failure to appreciate handicap can reduce the effectiveness and efficiency o f  treatment; and in
some cases might actually create handicaps.” (p.542)

It appears that failure to consider the society or environment in which the person 

communicates can increase one’s feelings of inadequacy with negative consequences for 

communication behaviour.

One final point that requires consideration here with regard to intervention is the whole area 

of AAC for people with acquired dysarthria. The restrictions that people can have in using 

AAC systems because of physical impairment have already been mentioned in section 

13.4.4. A number o f people with degenerative dysarthria in this study will require some 

form o f AAC as their neurological condition progresses. Yet, at the time of writing this 

thesis, there is no formal AAC assessment centre in the Republic of Ireland for people with 

acquired dysarthria. The negative attitude towards AAC voiced by Liam during the 

interviews and the reluctance of people generally to use AAC systems suggests that our 

intervention in this area must be scrutinised. The whole area of AAC for people with 

acquired dysarthria has been neglected (Armstrong, Jans & MacDonald, 2000). While some 

models for intervention do exist for people with acquired dysarthria (Beukelman & 

Mirenda, 1998), research in this area is limited. In contrast, there is a wealth o f literature 

available in this area for people with congenital or developmental dysarthria with a strong 

focus on communicative competence and social interaction. It is difficult to explain why 

both acquired and congenital dysarthria can differ so significantly in approaches to 

intervention and serves to highlight further the inadequacies of our approach to intervention 

for people who have acquired dysarthria.

16.4.2 Work Directly With The Individual Building A Positive Identity And Self- 

Concept

The results of the HISD scale have confirmed that acquired dysarthria can have a 

devastating effect on the self-concept of the individual. Given the strong relationship 

between verbal communication, identity and self-concept (Fransella, 1972; Brumfitt, 1993; 

Duchan et al., 1999), use o f specific measures to assess self-concept must be introduced into 

the assessment procedure. The meaning o f dysarthria in terms o f biographical disruption to
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the person also needs to be explored. Use of the HISD scale in the clinical setting is 

appropriate. Despite some shortcomings in its use with regard to re-assessment, specifically 

with regard to differences in scoring and re-scoring Past Self, strategies can be adopted to 

overcome this. Willoughby, King and Polatajko (1995) suggest that in re-evaluating change 

to self-concept following therapeutic intervention, it is important to ensure that the 

instrument is sensitive to the domains o f self-concept addressed in therapy. Therefore, 

attention needs to be given to the constructs included in the scale. Willoughby et al. also 

recommend that one documents the domains o f self-concept that are not expected to 

demonstrate change.

Use o f repertory grid technique was discussed in Chapter 14 as a means o f  exploring more 

specifically the extent of change in people’s self-concept and identity and how dysarthria 

has changed (or not) the person’s construct system. This flexible tool could be incorporated 

easily into assessment and has been used successfully in the area o f fluency disorders since 

the early 1970s.

Direct work on self-concept may be required as there is no evidence to support the view that 

providing therapy on the impairment and disability aspects of dysarthria creates a positive 

change in self-concept and identity. Overall, the people in this study who were attending or 

had attended speech and language therapy had negative changes in self-concept because of 

dysarthria. The danger of ignoring self-concept and identity in therapeutic intervention 

could result in difficulties adapting to dysarthria as positive adaptation incorporates changes 

in these areas. Self-concept and identity also have strong links with communication 

behaviour. I propose that positive change in identity and self-concept can result in a positive 

change to communication behaviour.

Additional measures to deal with self-concept and identity should be incorporated into the 

therapeutic programme. How this can be achieved is suggested by work in other 

communication disorders. The role of narrative in helping the person to construct a new 

identity has been mentioned in section 16.2.3. Moskowitz (1998) describes some useful 

techniques that could be used in exploring identity and self-concept. These include using 

photographs, pictures cut fi'om magazines and actual objects that can be sorted through by 

the person and selected as belonging to both sides of self (e.g., Past Self and Present Self, 

Self Without Dysarthria, Self with Dysarthria). Again, repertory grid techniques, self-
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characterisation (see Hayhow & Levy, 1989) used in the area o f fluency disorders may be 

particularly useful although further research is required to explore more specifically the 

efficacy of these approaches for people with acquired dysarthria.

16.4.3 Incorporate The Individual’s Perceptions And Beliefs About Acquired 

Dysarthria Into Rehabilitation Programmes

The results of the DME task with people with acquired dysarthria indicated that individuals 

do not always share the therapists’ perception o f their speech intelligibility. This is 

important as it could explain why people can be either over-anxious or indifferent about 

their speech. It should also reduce the risk of people being perceived as lacking in insight or 

being in a state o f denial. Assessments must be devised that will specifically explore the 

person’s perception of his or her speech. A DME scale is preferable to an interval scale for 

reasons of reliability described earlier in section 7.5.1. A task similar to the one used with 

scaling the ‘Set A ’ speech samples could be adapted in a clinical setting. However, further 

research is required to examine how best to approach this. This study investigated the 

perception of inteUigibihty but other dimensions such as acceptability and naturalness need 

to be explored.

Incorporating the individual’s perceptions about compensatory strategies can also increase 

the use of compensatory strategies for communication. People with acquired dysarthria do 

not always use the strategies taught during therapy. This is not specific to people with 

acquired dysarthria. Simmons-Mackie and Damico (1997) found that people with aphasia 

rarely used the compensatory strategies taught in therapy in their every-day social 

encounters. One reason that might account for this is the failure to take the perceptions of 

the person into consideration in planning therapy. Maureen, in the following extract already 

illustrated in Chapter 10, describes her reaction to the strategies taught:

Extract 10.163
Interviewer: Do you use any of the strategies you were taught to use?

Maureen: (Maureen shakes her head) No. Because I feel that it was making my

speech ‘posher’ and I said, “No, I ’m not going to speak the way-. I’m 

not going to put on airs and graces.” It was false. I never finished my 

words and when I got home I said, “No, I ’m  not going to”-. An odd time 

I might.
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The poor carry-over o f communication strategies is discussed again in 16.4.6 with regard to 

moving beyond the traditional approach o f restricting intervention to the clinical setting. 

Incorporating people’s perceptions into therapy planning also serves to empower people 

with dysarthria. This topic is discussed later in section 16.5.

16.4.4 Pay Attention To The Psychological Impact Of Acquired Dysarthria

This study has shown that the psychological impact o f acquired dysarthria can be 

significant. People in this study have described a range of negative emotions that need to be 

considered in therapeutic intervention. Assessment and therapy programmes must consider 

the psychological status of the person with acquired dysarthria. The Hospital Anxiety and 

Depression Scale (HADS) (Zigmond & Snaith, 1983) has been used with carers o f people 

who have aphasia (Pound & Parr, 1997; Pound et al., 2001) as well as people who have 

physical disability following stroke (Ellis-Hill et al., 2000). There are also other scales 

which explore various emotional states (see Stem, 1999). These include the General Health 

Questionnaire (Goldberg & Williams, 1988), and the Perceived Stress Scale (Cohen, 

Kamarck & Mermelstein, 1983). Both these scales could prove useful in exploring the 

psychological status o f people with acquired dysarthria.

One specific emotion that warrants further mention here is the worry and fear that can be 

associated with degenerative dysarthria. This is important for people who may become 

anarthric because o f their neurological condition (e.g. motor neurone disease). Therapists 

receive little if  any training on how to introduce the concept o f an AAC system or to 

counsel people in this regard. This point is highlighted by Parkinson and Rae (1996) who 

propose that:

“Counselling behaviours which allow clients to explore their thoughts and feelings about an 
alternative mode o f communication and the consequent new ways o f  experiencing the world might 
enable them to come independently to the decision to change.” (p. 149)

The reliance of people with motor neurone disease on medical and other professionals for 

psychological support in the terminal stages of motor neurone disease is emphasised by 

work carried out by Mayer (1991). This emphasises the depth o f skills required by 

therapists to deal with these emotional aspects of care.

Consideration of the psychological impact of acquired dysarthria also needs to include 

information on how the person accepts, adapts to and copes with dysarthria. Ideally, some
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objective measure o f this area would be useful. Heinemami (1995) describes a range of 

assessments available to measure coping and reaction to disability. Knowledge of pre- 

morbid and current coping strategies would also assist in understanding how the person 

lives with his or her dysarthria.

The psychological needs of the therapist warrant some mention. The provision of 

psychological support for clinicians is rarely addressed (Parkinson et al., 1996) and it is an 

issue that deserves recognition in service planning for clinicians working with rapidly 

progressing degenerative dysarthria.

16.4.5 Involve The Primary Communication Partners, Family And Care-Glvers In 

Therapeutic Intervention

The importance of people understanding the nature and cause o f acquired dysarthria has 

been emphasised at various points throughout the study by people with dysarthria. This 

stresses the importance of including people in the person with dysarthria’s immediate social 

context in the intervention programme. The Dysarthria Questionnaire For Primary 

Communication Partners provided useful information on how communication partners 

perceived the impact of dysarthria on the speaker and some similar measure should be used 

to assess this perception. However, this is no substitute for direct questioning and personal 

consultation with the communication partner. The people with acquired dysarthria in this 

study have described that they perceive that their families get annoyed and do not 

understand about dysarthria. Involving the primary communication partners in the 

assessment process and assessing their understanding and knowledge about dysarthria, can 

assist in identifying potential areas of risk for communication breakdown and provide an 

assessment of the level of social support available to the person.

Communication involves not only transaction but interaction. It seems inappropriate 

therefore to focus intervention on just one interactant. Yorkston et al. (1996) describe how 

intervention can incorporate teaching the communication partners to signal when the 

speaker’s messages have been understood so that appropriate repair strategies can be 

introduced. Based on the views expressed by people during the interviews, it is doubtful if 

all people with dysarthria will receive this strategy positively. Reactions to requests to 

repeat (see Table 10.9) often result in frustration, embarrassment and annoyance. I propose
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that it is the cHnician’s role to work with both communication partner and the person with 

dysarthria negotiating effective strategies to enhance communication.

The involvement o f  communication partners and other people from the person’s immediate 

social context facilitates the education o f what helps and hinders communication as well as 

how these people can assist in facilitating interaction. The comm unication partners o f Karen 

and Miriam (both commented during the interviews on their husbands’ lack of 

understanding) were not included in their therapy programmes. The exclusion o f  the 

communication partner as well as other carers can have serious implications for the person 

with acquired dysarthria. Bauby (1997) who became anarthric following a brainstem stroke 

describes how his speech and language therapist had set up a communication code which 

was his link to the outside world. Unfortunately, within the hospital, only the speech and 

language therapist and psychologist used this system, resulting in Bauby feeling lonely and 

isolated within this environment.

While this study has not directly addressed the emotional needs o f the communication 

partners, literature from aphasia, hearing impairment and chronic illness suggest that this is 

a further reason for the inclusion o f primary communication partners and families in 

therapeutic intervention. Changes in social life, communication behaviour, relationships and 

roles also have an impact on these people. The needs o f the partner or spouse can come 

second to the needs o f  the person with dysarthria. We can learn much from other areas 

within the field o f communication disorders. Hetu, Jones and Getty (1993) looked at the 

effects o f  progressive hearing impairment on intimate relationships. They identified specific 

needs for each partner in terms o f information, psychological support and strategies to 

improve communication. These are not specific to hearing impairment. Michallet et al. 

(2001) identified five areas o f  basic need for the spouses o f people with aphasia. These 

include: the need for information, the need to acquire an effective mode o f  communication 

with the aphasic partner, the need to have better interpersonal relationships, the need to be 

considered as a partner in the caring process and the need for respite (i.e. the need to have 

time for one’s self). Pound et al. (2001) describe supporting the partners o f  people with 

aphasia as one o f  the roles o f  the clinician. They state th a t:

“The task o f  the professional is to support partners to find and create coherence in their new life
circumstances.” (p. 478)
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I propose that clinicians have a similar role with the partners and families of people who 

have dysarthria.

16.4.6 Move Beyond The Traditional Practice O f Restricting Assessment To The 

Clinical Environment

Based on this study’s findings, I put forward three reasons why it is not sufficient to confine 

dysarthria assessment to the clinical setting:

1. People with acquired dysarthria do not always use the stratesies tausht in the 

clinical setting. This has already been referred to in 16.4.3. Few strategies such as 

reduced speech rate, increased articulatory precision, and use o f non-verbal clues 

were in evidence during the in-depth interviews. Lendrem (1988) has commented on 

how people with dysarthria have communication strategies they do not use and 

suggests that the clinician may not have carried therapy through to real-life 

situations (section 14.6.1). Although I suggest in section 16.4.3 that there may be 

other reasons to account for not using strategies taught, it is probable that confining 

assessment and compensatory strategies to the clinical environment will result in 

little carry-over into everyday social interaction.

2. The every-day communication environment o f the person with acc/uired dysarthria 

must be assessed to identify potential environmental barriers to communication. The 

potential for social isolation must be assessed and, in collaboration with the person 

with dysarthria, support structures have to be set in place to reduce the risk o f social 

isolation. This can involve home-visits as part of the initial dysarthria assessment.

3. Assessment should incorporate some observation o f how the person with acquired 

dysarthria interacts outside the clinical setting. Assessing communication skills 

outside the clinical setting or in the hospital day-care setting might appear difficult 

and even intrusive. Armstrong and Woodgates (1996) have already looked at 

measuring the communication environment in psycho-geriatric day-care settings 

using a specifically devised checklist. With regard to aphasia, Simmons—Mackie and 

Damico (1996) describe a ‘Com m unicative Profiling System’ where descriptive data 

is collected fi'om communication partners and real-life situations. Methods for data
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collection include interviews with communication partners, participant observation 

and videotape recordings of the person in social contexts. Discourse analysis has 

also been mentioned earlier as one potentially useful approach to examining the 

dynamics of interaction.

16.4.7 Re-Evaluate The Therapist’s Role In The Therapeutic Process.

As clinicians, we must examine our own role and biases in treating people with acquired 

dysarthria. Biases exist with regard to who is considered a candidate for treatment. In this 

study, Declan does not accept his dysarthria. Yet, because he is mildly dysarthric and has 

already had intensive (impairment and activity based) therapy, he is not considered a 

priority for treatment.

How do we determine candidacy for therapy? Lendrem (1988) describes her personal bias 

in this regard (section 14.6.2). She believes that if people accept their dysarthria, they are 

less likely to require therapy. This has certainly been the case for three people in this study 

(Ron, Michael and Robert). On the other hand, Crowe (1997) suggests that people who are 

at the acceptance stage of the grief reaction are better able to concentrate on therapy (section 

3.3.4). This is confusing. Crowe suggests that the ideal candidates for therapy are those who 

accept their disability while Lendrem considers that these people are less likely to require 

therapy. In the absence of clear guidelines on this, personal bias may dictate these decisions 

and we need to consider our position in this regard.

A further area that we need to consider is our own impact as clinicians on the psychological 

effect o f dysarthria for the speaker. A number of authors have suggested that in adopting the 

traditional role of clinician in the therapeutic setting, we as clinicians can have a negative 

impact on the self-concept o f the person with acquired dysarthria. This has been described 

earlier in 16.2.2 in relation to how I might have placed Ron in the role of ‘incompetent 

patient’ and is discussed further in the following section from the point o f view o f 

empowering people with dysarthria.

16.5 Empowering People With Acquired Dysarthria: A Paradigm Shift

Simmons-Mackie and Damico (1999) and Duchan et al. (1999) suggest that there is an 

imbalance in the therapeutic relationship between clinician and client. They suggest that 

during the speech and language therapy session, the clinician assumes the role of evaluator
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and the performance of the person with acquired dysarthria is evaluated. People with 

acquired dysarthria in this study have already described how they perceive that they are 

evaluated negatively during interactions with others. This has been discussed in section 

14.4.5. The evaluations of the clinician can increase the feelings o f inadequacy experienced 

by the person with dysarthria. Duchan, Maxwell and Kovarsky (1999) suggest that these 

evaluations, even if they are positive:

“can lead to the creation and maintenance o f disabled identities -  feelings o f being sickly,
deficient, incapable, powerless, incompetent.” (p.6)

They propose that these perceived evaluations arise out of an imbalance o f power in the 

therapeutic relationship. A number of authors including Parr (1996), Simmons-Mackie et al. 

(1999) and Duchan et al. (1999) suggest that we should correct this imbalance through 

empowering people with communication difficulties in the clinical setting. This is important 

as loss of control is a recurring theme throughout the interviews with these people with 

acquired dysarthria. Assuming the role of evaluator suggests that as clinicians we may be 

contributing to this loss of control. This is not a new concept. Parr (1996) argues for a 

‘power-shifl’ in therapy with people who have aphasia. The selection o f clinical activities, 

the focus of therapy, the therapeutic interaction and the termination o f therapy are all 

controlled by the clinician thus reinforcing the person’s sense of loss of control.

Simmons-Mackie et al. (1999) further illustrate how adhering to the designated roles of 

clinician and ‘incompetent communicator’ can prevent one from appreciating the ‘highly 

competent aspects’ o f a person’s communication behaviour. Kovarsky, Kimbarow and 

Kastner (1999) describe how clinicians focus on a client’s deficits, such is the nature o f the 

theoretical models that underpin our approaches to therapy. We as clinicians need to 

examine the dynamics of the interactive process in therapy with people with acquired 

dysarthria, looking specifically at our own role in the therapeutic process.

We must move towards involving the person with acquired dysarthria more in the 

negotiation of therapy. This re-emphasises the point made in section 16.4,3 regarding the 

importance of integrating the person with dysarthria’s perceptions and beliefs about 

dysarthria into therapy plarming. A ‘power-shift’ involves negotiating therapy plans with 

the person with dysarthria and involving his or her perceptions and opinions in the 

therapeutic programme. This leads to one of the final issues, which relates to the goals for 

intervention for people with acquired dysarthria.
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I

16.6 Goals For Intervention With People Who Have Acquired 

Dysarthria

i  .
It is clear from the findings of this study that we must question our goals o f intervention for 

 ̂ people with acquired dysarthria. Many of the people who participated in this study had

r completed a course o f therapy. If our goals are based on improving oro-motor function and

increasing speech intelligibility, then many of these people with dysarthria might have made 

some progress. If our goals for therapy involve achieving maximum potential for 

participation in social interaction or the acceptance o f dysarthria, then I question the success 

o f intervention. The findings on The Dysarthria Questionnaire, HISD scale and in-depth 

interviews show that a number of these people experienced difficulty interacting with other 

people. The majority of people in this study had a progressive degenerative dysarthria 

implying that many are unlikely to sustain any improvement made on impairment and 

activity based tasks. This demands a further re-assessment o f therapeutic goals. The 

ultimate goal o f therapy for all people with dysarthria is to enhance communication. One 

refinement o f this goal is proposed by Byng, Pound and Parr (2000) who state this more 

specifically in relation to people with aphasia as:

“achieving maximum potential for communication by enhancing both the communication skills o f  
the aphasic person and the skills o f those with whom they communicate.” (p. 58)

This goal can and should be re-worded to include people with acquired dysarthria. This goal 

is then applicable not only to people with degenerative dysarthria but also to people who 

have non-progressive dysarthria and those who require some form of augmentative and 

alternative communication system.

‘Achieving maximum potential for communication’ incorporates work on the impairment 

aspect o f dysarthria which is important as a building block for speech production. It also 

incorporates therapy at the activity level (e.g. rate control and improved articulatory 

precision) as well as intervention at the participation level (e.g. enabling the person to 

function in a range o f relevant communication situations). This definition is useful as it also 

includes the person with whom the individual with dysarthria communicates. However, it 

ignores the environment within which the person communicates, a component that is 

emphasised in this study. The goals of intervention is therefore re-defined as:
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‘ To achieve maximum potential for communication by enhancing both the communication skills o f 
the person with acquired dysarthria and the skills o f  those with whom he or she communicates.
This also incorporates identifying and removing where possible the barriers to social participation” .

This definition is still insufficient. People like Liam, Paul, Declan and Donal might achieve 

these goals easily but their acceptance and adaptation to dysarthria still prevent them from 

participating fully in social interaction. The goals for intervention should also enable the 

person to adapt positively to acquired dysarthria. This means developing a positive self- 

concept and a reduction in the use of negative adaptation strategies. This would enable the 

person to ‘live with their dysarthria’. Thus, the final definition o f  the goal o f intervention 

for people with acquired dysarthria reads as follows:

“To achieve maximum potential for communication by enhancing both the communication skills o f 
the person with acquired dysarthria and the skills o f those with whom he or she communicates.
This also incorporates identifying and removing where possible the barriers to social participation 
as well as enabling the person to live with their dysarthria.”

This goal can only be achieved if we understand the impact and experience o f acquired 

dysarthria at an individual level. This incorporates a holistic approach to assessment and 

intervention, not just focusing narrowly on the dysarthria but attempting to understand its 

impact in the context in which it exists and its meaning for the person and his or her family.

16.7 Conclusion

This thesis has unearthed a wealth of information on the impact and experience o f acquired 

dysarthria. In doing so, it has highlighted the inadequacies of our approach to assessment 

and intervention for people with acquired dysarthria. It is important to emphasise that the 

criticisms levelled at speech and language therapy intervention with people who have 

acquired dysarthria are not unique to dysarthria. Indeed, they are not unique to acquired 

communication disorders. Over the past decade, there has been a call for a review o f the 

classification and treatment o f disability. This is reflected in the revision o f the ICIDH 

classification system to include environmental and social contexts in describing a condition. 

The more recent ICF fi’amework recognises the social construct o f disability and examines 

disability in the context of health rather than in the context of a ‘personal tragedy theory’. 

This paradigm shift has important implications for recognising how therapy should be 

delivered in acquired dysarthria.

It is acknowledged that research in acquired dysarthria has lagged behind research in other 

acquired communication disorders. In the field of aphasia, for example. Pound, Parr
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Lindsay and Woolf (2000) have introduced what they refer to as ‘social model therapies’ 

that focus on identity (personal, social and collective) as well as disabling barriers to 

communication. We can leam much from these areas but it is not enough. This study has 

shown that the experiences of someone with acquired dysarthria can be different from the 

experiences of someone with aphasia. There are many fundamental questions that have been 

raised in this thesis and that warrant specific investigation. Four key areas have been 

identified. These are:

1. An exploration of the impact and experiences o f people with non-progressive 

dysarthria. This information is necessary to increase our understanding o f dysarthria 

which is not progressive and to assist in the development o f appropriate and 

sensitive assessment tools to measure the impact of dysarthria;

2. More detailed information on the experience of dysarthria, incorporating other 

qualitative techniques such as participant observation and case studies in 

conjunction with in-depth interviewing;

3. The exploration of the impact of acquired dysarthria on self-concept and identity in 

people with dysarthria who do not have a co-existing physical disability. This would 

allow the effect of dysarthria to be explored more specifically with the incorporation 

o f repertory grid technique to explore the impact of dysarthria on people’s personal 

construct system;

4. Further research on the perception of dysarthric speech using DME so that a specific 

measure of perception of speech can be devised for use in the clinical setting. This 

research should also incorporate perceptions of other dimensions such as 

acceptability and naturalness of speech

This thesis began with the words "You have no idea. You have no idea what it is like ... not 

to be able to talk. ” The range o f perspectives provided by people in this study was varied. 

However, there is sufficient common ground to enable the reader to gain a sense o f what it 

is like to become dysarthric. The stories told by people with acquired dysarthria provide us 

with many questions not only with regard to current models of intervention but also with 

regard to our own personal and professional role in the experience of dysarthria. Only when 

we have achieved an understanding of acquired dysarthria can we truly provide an optimum 

service to people with dysarthria and their families. This thesis provides the starting point.
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