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SUMMARY

Exploration of the resources that people draw on to make sense of aphasia and manage
it in day-to-day life is the focus of this thesis. Acquired aphasia is an impairment in
language processing brought about through brain injury, frequently as a result of stroke.
It affects the person’s ability to communicate through language and so masks
competence normally revealed through conversation (Kagan, 1998). As communication
is central to the way we live our lives, the consequences of aphasia are enormous; it
affects the person’s ability to participate in all domains of life (i.e. familial, social,
vocational). Accounts of aphasia by those with aphasia and their conversation partners
highlight that the personal meanings of communication impairment, as well as the

impairment itself, influence the quantity and quality of day to day interactions.

This study represents a journey in exploring narratives of stroke and aphasia. Narrative
in this context means the stories, constructions or ways of thinking that one lives by in
order to make sense of experience (Somers, 1994). So the study addresses the personal
meanings of aphasia and how they affect the way the person lives her/his life with
aphasia. The study uses ethnographic methods to determine the narratives that three
people with aphasia — Anne, Tony and May — and some of their conversation partners
draw on to make sense of aphasia and manage it in day-to-day life. Ethnography is
essentially eclectic and so this study draws on data from in-depth interviews, casual
conversations, observation, health care records, diaries, pictures, leaflets on aphasia and
stroke, information accessed on the internet, and newspaper articles on illness and

disability.

Findings reveal that people draw on multiple narratives in their quest to make sense of
stroke and aphasia. An intricate and elusive tapestry of narratives is woven which
surrounds the person and is created by them. Some threads are strong and vibrant while
others are weaker and less dominant, but all combine to form a complex composite
picture of what it is like to live with aphasia. While each participant came with this

narrative tapestry, each had a dominant narrative that shaped and guided the way they



behaved although other narratives remained as background threads. The data reveal that
all the narratives, except one, stemmed from the meta-narrative of modern medicine
which influences our health service. This illustrates the strength and power of modern
medicine in our society in determining how we think about disability. This meta-
narrative of modern medicine also guides how illness and disability are written about in
the public domain. With a few exceptions, all public narratives of disability are
underpinned by the individual or medical model of disability. The social model of
disability, on the other hand, views disability as a social creation and social model
thinking is not generally evident in the information available to the public. Rather, with
a few exceptions, it is trapped within the academic disability literature and so such

counter narratives of disability are not readily accessible to people with stroke, their

families and friends.

The findings of this study, and the realisation that the narratives the individual lives by
affect the way she/he behaves, have implications for speech and language therapy
working practice. Currently the predominant way of working is guided by an individual
or medical model of disability with a focus on repairing language abilities. A narrative
way of working calls for a different focus, a focus on living healthily with aphasia and
living by a narrative that contributes, rather than negates, feelings of well-being. Such a
way of working may incorporate supporting the telling of narratives as well as
providing ways to access counter narratives of disability. It has implications for
training of speech and language therapists and for collaborative work with other

disciplines. The thesis concludes by proposing a narrative reframing of aphasia therapy.

X1



CHAPTER 1
INTRODUCTION

About twelve years ago I was working with a young man called John' who had
sustained a head injury which left him with mild dysarthria®. His speech was clear and
easy to understand although it had a slightly distorted quality, so that most listeners
would detect that his speech was not ‘normal’. I felt there was nothing more that speech
and language therapy had to offer this man and so I went into negotiations with him
with regard to discharge from therapy. However during the course of this process, John
made me aware that he avoided many speaking situations, particularly in public, for
fear of being judged as “mentally retarded”. Indeed, he rarely went out, which was in
complete contrast to his pre-injury lifestyle where he was described as quite gregarious
and outgoing. It dawned on me that it was this internalised belief that if your speech is
abnormal then you are learning disabled that was more disabling for John than the
impairment itself. He had an enormous fear that he would be judged as learning
disabled, as that was how he would have judged others before his injury. It was this that
prevented him from going out and talking in public. I realised that therapy, far from
coming to a close, was only just beginning. John and I embarked on a journey of
creating a new way of talking and thinking about communication impairment which
was intertwined with identity and sense of self; a way of thinking that would enable

him to feel free to go out into the community and mix and talk with people.

While in the past I had been aware that people held definite beliefs about what it meant
to have a communication impairment, it was not until John’s comments that I really
began to understand the impact of it. This led me to wonder at a deep level how people
make sense of impairment and the ramifications this may have in their day-to-day lives.
John’s remarks and his beliefs about what it meant to have ‘funny speech’ continued to
haunt me and I could find nothing in the literature at the time that related to his

predicament. Thus the idea for this study was formed.

' All names throughout the thesis have been changed to protect identity. _ ‘ '
? Dysarthria is a “neurogenic motor speech impairment which is characterised by slow, weak, imprecise,
and/or uncoordinated movements of the speech musculature” (Yorkston, Beukelman & Bell, 1988, p.2).



While John had dysarthria, the majority of my time is spent in working with people
who have aphasia. I had no doubt they too entertained their own personal beliefs about
what it meant to have aphasia. The overall aim of this thesis therefore is to explore
what resources or narratives a person draws on to make sense of aphasia and manage it
in day to day life. Narrative in this context means the stories or ways of thinking that
one lives by in order to make sense of experience (Somers, 1994) (for example,
believing that one lives in an unsafe world may guide the way in which one
experiences events and the way in which one behaves). The study represents a journey
into the lives of three people with aphasia, and some of their conversation partners, as
to what having, or knowing someone with, aphasia means to them. Intertwined in this
journey 1s my own more personal journey of what it means to be a researcher and how
this seems to be at odds with my role as speech and language therapist. Undertaking
this study has helped me to clarify my role as a speech and language therapist and

challenged my role in the therapy process.

This chapter is designed to give a brief introduction to the area under study. I will
outline what aphasia is before going on to introduce the reader to notions of disability
and narrative. I will start, however, by placing myself in the context of the overall

work.

1.1 PLACING MYSELF IN CONTEXT

The construction of any work always bears the mark of the person who created it. (Riessman,
1993, p.v)

I am a speech and language therapist with over twenty five years’ experience of
working with people with communication impairment, particularly those with acquired
neurological communication impairment. I have worked throughout these years, except
for one year of travel and one year to complete a Masters degree. Otherwise I have
been in employment continuously. Since 1986 I have been responsible for managing a
hospital-based speech and language therapy service as well as continuing to work with

people with communication impairment.



I found my way to specialising in acquired neurological communication impairment by
accident, rather than by design. I wanted to work in New Zealand or Australia, but
could not afford to get there. In the late 1970s if one was successful in applying for a
position in New Zealand one’s air fare would be paid. I secured a post there working
with adults with acquired communication impairment. It was this turn of events that led

me to specialise in the area of aphasia.

I have only minimal and transient experience of disability, having had a broken arm
and a broken ankle — both of which I found troublesome at the time. I always knew,
however, that this disability was only temporary in nature. While I am short-sighted, I
do not find this disabling as the impairment is corrected by contact lenses or glasses.
Therefore 1 have minimal experience of disability and certainly no experience of
communication disability, and I rely on the people I work with to provide me with

insight into what it means to become disabled.

1.2  APHASIA®

The National Institute on Deafness and other Communication Disorders (n.d.*)
describes aphasia as a language impairment that results from damage or injury to
portions of the brain, usually in the left hemisphere, that are responsible for language.
Aphasia impairs the expression and understanding of language as well as reading and
writing. Kagan (1995) extends this description to include the fact that aphasia can

“mask competence” normally revealed through conversation.

Aphasia is quite a common but little-known condition. It is estimated that 150 people in
every 100,000 of the population have an impairment in communication following a
stroke (Enderby & Philipp, 1986). In the United States of America it is estimated that

there are over one million people with aphasia (National Aphasia Association, n.d.) and

? In line with current usage the term aphasia is used throughout rather than the term dysphasia.

“n.d. = no date. This notation is advocated by the American Psychological Association in their guide to
referencing (APA, n.d.) when the particular internet site being cited has no date. Many of the sources
from internet sites do not provide dates.



250,000 in the United Kingdom (Speakability, n.d.). No figures are available for
Ireland. It is more common than such conditions as Parkinson’s Disease, Multiple
Sclerosis and Muscular Dystrophy (Elman, Ogar & Elman, 2000), yet the population at
large are much more aware of these conditions than they are of aphasia. There is poor
understanding and awareness of aphasia in the USA (Elman er a/, 2000), the UK (Parr,
Byng, Gilpin & Ireland, 1997) and Ireland (Ni Dhonnabhain, 2002).

This difficulty with language leads to difficulty in interacting with others. Typically
people with aphasia experience frustration as they struggle to get across what they want
to say. They frequently refer to themselves as “stupid” yet they are clear in their mind
about what they want to convey. Like John, many people have beliefs and attitudes
about communication impairment. I remember one person, David, coming to therapy
with a narrative of striving to be normal (Barrow, 2000). His struggle to communicate
as normally as possible inhibited the fluency of his speech. Society’s expectation is that
people with impairments want to do everything in their power to overcome obstacles
and be as normal as possible (Phillips, 1990). Such expectations of regaining a sense of
normalcy are counterproductive for the individual with an acquired impairment who 1s
unlikely to regain their previous abilities. Certainly this was the case for David.
Therefore counter-narratives (i.e. narratives that refute such expectations that it is
desirable to be “normal”) are required to facilitate the person to live healthily with
disability. The disability rights movement in the UK and around the world has

developed such counter narratives.

1.3  DISABILITY

The 1970s and 1980s saw the emergence of a strong disability rights movement.
Disabled activists voiced concern with a number of ideas that had been privileged as
accepted wisdom, such as the notion that to lead a fulfilling life the person with an
impairment should strive to live in conditions that are as close as possible to the way
the majority of people live their lives (Chappell, 1998). There are times, as with David,
that to try and conform as much as possible to ‘normal’ is not conducive to healthy

living. However people tend to live by narratives that have developed in the main from



living in a society where the majority of people do not have impairments. Finkelstein
and French (1993) comment:

Disabled people may feel negative and depressed about their situation because they have absorbed
negative attitudes about disability both before and after becoming disabled, and much of the
depression and anxiety they feel may be the result of social factors such as other people’s
attitudes, poor access, non-existent job prospects and poverty. In addition, people who acquire
substantial impairments frequently experience serious problems with their relationships. (p.31)

The disability rights movement offers alternative views of disability. Activists and
writers in the field, many of them disabled people, propose the view of ‘disability as
difference’ rather than ‘deviance from the norm’. They argue that society should
facilitate and make changes to accommodate the needs and rights of disabled people,

rather than the onus for change resting with the person with the impairment.

In the USA, the disability rights movement was highly influenced by the civil rights
movement of the 1950s and so many public demonstrations were held. For example
many disabled activists joined with the highly politicised Vietnam War Veterans to
hold demonstrations to demand civil rights for disabled people. Such demonstrations
were successful in drawing attention to the plight of people with disabilities who had
served their country, and resulted in legislation that addressed the issue of

discrimination against disabled people.

This way of thinking about disability (i.e. as a rights issue) has been termed the ‘social
model of disability’. Disability is viewed as a social construction rather than an
individual problem. People who align to the ‘individual’ or ‘medical’ model of
disability, on the other hand, believe that disability stems from the impairment itself
rather than the disabling barriers erected by society. This latter model holds more
influence and guides much of the publicly available literature on disability as well as
many of the disability news stories in the media. In addition it underpins the practice of

rehabilitation.

While the disability rights movement is having a growing influence on some disabled

people’s lives, people with aphasia feel apart from it (Parr ef al, 1997). This may be



because the main voice of the movement has been through highly articulate disabled
activists using language to write about it in academic journals. An academic style of
writing is not accessible to the majority of people with aphasia. That being said, people
with learning difficulties would have similar difficulties in accessing such literature yet

there is now a flourishing self-advocacy movement which is underpinned by social
model thinking.

Most of the people with aphasia with whom I work come with individual or medical
model notions about disability, in that they view themselves as deviating from the norm
and tend to take sole responsibility for any breakdown in communication. In addition,
they come to therapy with the expectation of regaining their language abilities and not
with the notion that therapy may have a role to play in enabling them to live healthily
with aphasia. They expect the therapist to make it better; to fix it, and this is not always
possible. So other stories need to be told. I became preoccupied with how to facilitate

the telling of such stories.

1.4 NARRATIVE

Narrative theory offers another way of conceptualising illness and disability. At the
time of working with John I had never heard of Arthur Frank and his illness narratives.
Many vyears later I read The Wounded Storyteller (Frank, 1995), a book that made a
great impression. In it he describes three principal illness narratives: chaos (where the
person is sucked into the undertow of illness), restitution (where the illness is viewed
as transitory and remedy is sought), and quest (where suffering is met head-on). The
book made me reflect on the people with whom I had worked as well as my own way
of dealing with illness. On a personal level, [ am very much aware that if [ become ill I
want to get better; I seek restitution. From a work point of view my impression was
that many people with aphasia lived by such narratives. I meet people who seem to be
in chaos as they struggle to make sense of what has happened to them, and also people
who seem to be in restitution as they actively seek ways to make their language better.
Quest is not so common, but I only tend to see people in the first couple of years post-

onset of aphasia and so perhaps aphasia has not had time to become incorporated into



daily life. Nonetheless there are a few people I remember who do meet aphasia head on

and integrate it into their lives.

While these narratives are useful as — to use Frank’s (1995) words — “listening
devices”, I feel that people come to therapy with many other narratives as yet
unidentified. It was this that began to intrigue me and I wanted to investigate more.
How influenced are people with aphasia by narratives such as those described by Frank
(1995) or are there other narratives that they draw on to make sense of aphasia and
manage it in day-to-day life? What about other people close to the person? Do they
draw on particular narratives that could affect the way in which they behave towards
the person with aphasia? What about the prevailing public narratives? How do they
influence personal narratives? And what role do narratives have to play in the therapy

process? These are the questions that I asked and they form the basis for this study.

Having posed these questions the next challenge was to explore ways of investigating

them.

1.5 METHODOLOGICAL CONSIDERATIONS

I was quite naive and inexperienced in undertaking research and had very little idea
how to find answers to the questions I had posed. The one study I had undertaken, as
part of my Masters degree, used a traditional quantitative research methodology. I
could not see how such an approach could allow me to explore narratives of aphasia.
However at this time I was aware of the work of Susie Parr and her colleagues (Parr,
Byng, Gilpin & Ireland, 1997) who were using in-depth qualitative interviews to gain
the views of people with aphasia. I began to think that a qualitative research
methodology might allow me to explore the questions I wanted and so I started to
investigate further. The literature told me that qualitative research methods were more

suited to exploring the social world than quantitative methods.

Quantitative methods have enabled the extent and range of chronic illness in the community to be
known whilst qualitative methods have shown the subjective impact of this type of illness on the
patient. (Armstrong, 1990, p.1225)



Armstrong (1990) reiterates this point further by saying:

Where quantitative method had enabled the extent and variability of the population to be plotted,

qualitative method explored the subtleties of personal meanings and subjective experience.
(p.1227)

I wanted to investigate the personal meanings and subjective experience of aphasia. |
hoped to explore narratives from a variety of angles; for example, from the perspective
of the individual with aphasia, from the perspective of some of those close to the
individual, and from the perspective of therapists and day-care workers. In addition I
wondered how narratives influenced behaviour. A multi-method or ethnographic

approach was decided upon. Ethnography involves the researcher:

participating, overtly or covertly, in people’s daily lives for an extended period of time, watching
what happens, listening to what is said, asking questions — in fact, collecting whatever data are
available to throw light on the issues that are the focus of research. (Hammersley & Atkinson,
1995, p.1)

This study relies on a variety of methods to explore narratives of aphasia. These
methods include in-depth interviews, participant observation and the analysis of
artefacts (e.g. health records, newspaper articles, pictures). Such a variety of methods
calls for a variety of analytical methods. For the analysis this study particularly draws
on the work of Ritchie and Spencer (1994), Lieblich, Tuval-Mashiach and Zilber
(1998) and Fairclough (1989, 1992). What is said and how it is told are central to the

analysis.

To summarise, managing and making sense of a communication impairment such as
aphasia is a highly complex endeavour. People seem to draw on a variety of resources
in order to do so. While a number of illness narratives have been identified this does
not provide the full picture as, in the course of my work I have been aware of many
different stories or narratives that people bring to the therapy encounter which seem to
influence the way in which they manage their situation. At the time this study was
initiated there had been no work done (to the best of my knowledge) exploring
narratives of aphasia or disability. Since the start of the study, however, I have become
aware of the work of Simpson (2000) who, for her Masters dissertation, looked at

narratives of aphasia and how they relate to identity. However she did not use multi-



methods to access narratives, but relied on interview alone. Neither did she involve
others close to the person with aphasia in the process. While she was interested in the
identity reconstruction process, I am more interested in how people make sense of and
manage their aphasia in day-to-day life and how the narratives they draw on are
influenced by public narratives of disability and illness. The key questions I have asked
are:
i.  What personal and public narratives do people with aphasia draw on to make
sense of aphasia and disability and manage it in day-to-day life?
1.  What personal and public narratives do those close to the person with aphasia
draw on to make sense of aphasia and manage it in day-to-day life?
1ii.  How do narratives affect the way in which the person with aphasia behaves and
how others behave towards her/him?

iv.  What is the relationship between public and personal narratives?

In addition I want to consider the implications that exploring narratives may have on
the therapy process, as well as the relationship between models of disability and

narrative.

A qualitative research methodology was used to investigate these questions.

1.6 STRUCTURE OF THE THESIS

This thesis consists of four main areas: review of the literature (3 chapters),

methodology (2 chapters), findings (3 chapters) and discussion (3 chapters).

Following this introductory first chapter, Chapter Two provides an introduction to
aphasia, outlining the history of modern aphasiology. It goes on to describe the main
perspectives from which aphasia is viewed today — the psycholinguistic or cognitive
neuropsychological perspective, the functional perspective and the psychosocial
perspective. It then introduces another perspective which I have termed the sociological
perspective. Chapter Three discusses the disability literature and, in particular, the two

most dominant models of disability — the individual or medical model and the social



model which has been pioneered by disabled people themselves. It outlines the
International Classification of Functioning, Disability and Health (ICF) proposed by
the World Health Organisation (WHO, 2001) which before its revision was known as
the International Classification of Impairments, Disabilities and Handicaps (ICIDH)
(WHO, 1980). The final literature review chapter (Chapter Four) focuses on narrative.
It provides definitions of narrative and describes a number of narrative perspectives and

narrative studies.

The first of the methodology chapters, Chapter Five, begins by answering a number of
questions regarding research design posed by Mason (1996) before going on to
introduce qualitative research in general. It then describes narrative research and
ethnography. Finally it touches on issues surrounding reliability and validity in
qualitative research. Chapter Six outlines the research design in detail. It provides the
background to the key participants (i.e. those participants with aphasia), the methods
used and how the data were analysed. In addition it discusses the ethical issues that

need to be considered.

Chapters Seven, Eight and Nine present the findings in the form of stories about the
key participants, Anne, Tony and May. Each chapter outlines changes in lifestyle, prior
to describing the dominant narratives that emerged from the data. A general overall
theme in the form of a principal narrative type (Lieblich er al, 1998) is identified.
Finally the management of threatened identity, aphasia and disability is discussed. Each
participant presents with and is surrounded by a complex tapestry of narratives that

they draw on to make sense of aphasia and manage it in day-to-day life.

The discussion opens with Chapter Ten, which is the story of my role in the research
process. In it I outline the highs and lows of my personal journey from practising
speech and language therapist to researcher. It reflects on the data generation methods
and data analysis and how they affected me on a personal level. Chapter Eleven then
draws Anne, Tony and May’s stories together and discusses their narratives in the

context of public narratives. The final Chapter Twelve discusses specific findings in
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relation to the literature and, in particular, some of the narrative frameworks proposed
by Frank (1995), Stainton Rogers (1991) and Crossley (2000) as well as issues
surrounding disability and aphasia. It goes on discuss the advantages, disadvantages
and limitation of using the eclectic methods employed in this study. The implications of
what emerged from the study to future speech and language therapy practice is
discussed and a framework for a narrative way of working is proposed. Finally it

concludes by suggesting areas for future research.
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CHAPTER 2
LITERATURE REVIEW: APHASIA

I have worked with people with aphasia since I graduated in 1977. During this time I
have become more and more intrigued with thinking about how people with aphasia
make sense of and manage their aphasia in day to day life and what my role, as a
speech and language therapist, is in that process. This chapter describes how aphasia
has come to be understood and represented though the years. It presents both historical
and current perspectives, before touching on the more personal aspects of living with

aphasia. It begins with an outline of how aphasia has been defined.

2.1  DEFINITIONS OF APHASIA

The Concise Collins Dictionary (Revised third edition, 1995) defines a definition as a
formal and concise statement of the meaning of a word. Therefore a definition
specifies the essential properties of something and in so doing says what something is

and what it is not. Definitions of aphasia change according to how aphasia is viewed.

Aphasia has been defined as an acquired neurogenic language impairment resulting
from damage or injury to the left cerebral hemisphere. It is generally agreed that it is
an impairment that in some way affects the “normal processing of language in one or
more of the language modalities” (Methé, Huber & Paradis, 1993, p.3). This
definition, however, gives only an outsider perspective that does not capture the
essence of the meaning of aphasia from an insider point of view. I sought other
definitions that would encompass the meaning of aphasia from this insider
perspective. Kagan’s (1995) extends the ‘traditional’ definition by saying that aphasia
can result in difficulties in interpersonal communication which can “mask
competence” usually revealed through conversation. This definition acknowledges the
interpersonal influences but does not capture the insider view of aphasia, a view that
encompasses aspects central to what it means to experience and live with aphasia. |
then looked at how people with aphasia describe it and I talked with some of the

people with whom I worked. They provided me with rich and varied descriptions of
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aphasia. I quote below just one such account. At the time of this description, Catherine
had been living with aphasia for over a year and we had been working together on and
off during that time. Her language processing was extremely slow, but if given
sufficient time she was able to communicate what she wanted to say through spoken
language. Part of therapy involved the development of a personalised handout to
explain what aphasia meant to her and ways that other people could help. This is how

she described her stroke and aphasia:

A stroke is desperate — your speech can go and your legs and arms can become paralysed. I had a
stroke in August 1999 — I woke up to find I couldn’t talk. Everybody would come in to see me
but I would end up crying because I couldn’t talk.

A stroke is all about knowing what I want to say but not being able to say it quick enough. I
can’t be as spontaneous in my speech as before my stroke and it even takes me a long time to
answer questions. Even though I know the answer, it takes me time to find and say the words.

Because of my speech some people tend to avoid me. Out of all my friends before the stroke I
only have two left — you know who your friends are.

Having had a stroke has made me grow up a little bit! However having a stroke is terrible.
(Catherine, November 2000)

While very personal and not a definition per se, this account caught the insider
perspective. Not only did it encompass the difficulties in language processing and the
ramifications of that in terms of broken relationships, but it described the impact of
aphasia in personal terms; it gave the insider view. How individuals with aphasia view
and live with aphasia was of interest to me and this description of aphasia allowed me
to consider what aphasia meant in personal terms, the ‘official’ definitions did not. It
encompassed the notion that aphasia is more than impairment, it is a social issue that
affects the individual and others who come into contact with her/him, in a variety of

ways on a personal level.

Aphasia is difficult to comprehend as it involves communication abilities, but not
thought, intelligence or experience (Parr ef al, 1997). Over the years, aphasia has been
viewed from a variety of perspectives. The historical writings concerning aphasia
focus on medical aspects and impairment. Only in recent years has the actual impact
of aphasia been considered more closely. I now sketch a brief outline of the history of
aphasia, starting with historical perspectives and moving on to discuss more recent

approaches to aphasia therapy.
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2.2  HISTORICAL PERSPECTIVES

The recognition of aphasia goes back to the distant past. Benton (1981), in his review
of the historical sources of aphasia, outlines how the first references to it go as far
back as 1700 BC, when it was mentioned in the Edwin Smith Surgical Papyrus, an
Egyptian manuscript. Later the Hippocratic writings of 400 BC included many

descriptions of speech disturbances.

2.2.1 Fifteenth to Nineteenth Centuries

The fifteenth to the nineteenth centuries witnessed further writings about aphasia. In
the fifteenth century a number of physicians wrote about brain disease that could
cause a non-paralytic speech impairment. During the eighteenth century there were
many reports of different forms of aphasia, and in 1770 a monograph by Gesner (cited
in Benton, 1981) was published entitled ‘speech amnesia’, in which he described six
people with aphasia. Early in the nineteenth century, Bouillard (cited in Benton, 1981)
classified aphasia into two basic types — articulatory and amnesic. This division is still
generally accepted today under the rubric of non-fluent (articulatory) and fluent

(amnesic) types of aphasia.

However, it was not until 1861 that the traditional birth of modern aphasiology was
heralded with the publication of papers in Paris, France, by Broca (1824-1880) (Code,
1991). Broca’s focus was to localise aphasia to a particular area of the brain. From his
autopsy findings he concluded that the posterior part of the frontal lobe (now known
as Broca’s area) was damaged in motor (articulatory or non-fluent) aphasia. In the
UK, Dax (cited in Code, 1991) made the same observation in 1836, but his paper was
not published until 1865. However Broca and Dax’s works did not account for those
people who had ‘fluent’ aphasia with compromised comprehension. Then in 1874
Wernicke (1848-1905) described two patients with an impairment in comprehension
but with fluent speech characterised by ‘sound production errors’ (now known as
paraphasias). He concluded that such an impairment was a result of damage to the left
temporal lobe (now known as Wernicke’s area). Wernicke went on to propose a model

of language comprehension and production which was later developed by Lichtheim
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in 1885 (cited in Code, 1991). This model views aphasia in terms of loss of function
and types of aphasia are recognised through a combination of loss and preservation of

language functions. This model still provides the basis of much standard

neurolinguistic research today.

2.2.2 Twentieth Century (1900~1980)

In his review of the historical origins of aphasiology, Benton (1981) reports that this
classical locationist approach (i.e. Broca and Wernicke’s aphasia) which assumed that
intellectual function remained in tact in aphasia, flourished until the 1920’s. However
not everyone was happy with it. Hughlings Jackson (1835-1911) (cited Benton, 1981)
challenged the assumption that thinking per se was not affected in aphasia. He
proposed that there were two levels of speech — automatic/emotional and
propositional/intellectual — and that it was the latter that was affected in aphasia, and
that this capacity for propositional speech was an intellectual and not a narrowly
linguistic ability. Similarly Marie (1853-1940), Head (1861-1940) and Goldstein
(1878-1965) viewed aphasia as a single disorder that involved some degree of
intellectual defect. In 1935, Weisenburg & McBride (cited in Benton, 1981) found that
there was a positive relationship between the extent of the impairment in non-verbal
tests and the severity of aphasia. However, even given these findings, they concluded
that aphasia did not necessarily involve impairment in intellectual function since some
people with severe aphasia performed adequately on the non-verbal tests. This is the

view still generally held today.

Code (1991) outlines how the development of the Geschwind disconnection model in
1965 and 1971 saw a renaissance in the classical (locationist) model of aphasia. This
led to an expansion of research into the area in the 1960s, centring on the work of
Goodglass and his colleagues at the Boston Aphasia Research Centre. Their work
stems directly from Broca, Wernicke and Lichtheim with their emphasis on aphasia
characteristics as the result of damage to the cortical centres themselves or their
connecting pathways. An essential feature of this school of thought (i.e. the classical

and the neo-classical) is the belief that the anterior part of the brain is responsible for
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programming motor activity, while the posterior part is responsible for sensory
processing. This led to the classification of motor aphasia characterised by non-fluent
speech (i.e. Broca’s aphasia) and sensory aphasia characterised by fluent speech (i.e.
Wemicke’s aphasia). However the classical and neo-classical locationist theory has
undergone change with the improvement in imaging techniques which indicate the

role that the right hemisphere, thalamus and basal ganglia play in language processing.

In 1970 Luria (cited in Code, 1991) proposed a complex theory of aphasia in which he
described that language has its foundation in the activity of a complex interaction of
systems which have responsibility not just for language, but other cognitive functions
as well. Essentially Luria proposed a processing model whereby particular areas of
cortex are not seen as responsible for the execution of entire functions, as they are in
the classical locationist model, but rather cognitive functioning is viewed as being
processed through modular subcomponents. For example, a naming impairment may
arise from damage to separate subcomponents and not just a single subcomponent.
Luria’s notions of information processing, modularity and subcomponents are features

of the more recent cognitive neuropsychological approach of the 1980s (see 2.3.1).

In summary, up until the mid twentieth century, the main focus in the study of aphasia
was on the localisation of aphasia in the brain and the nature of the impairment (i.e.
the actual language processing difficulties). This is captured in the definitions of the
time which define aphasia in terms of breakdown in language abilities. More recent
perspectives take these aspects into account, but go further in encompassing and
considering other aspects of aphasia: aspects which were of more interest to me in my

work with people with aphasia.

2.3 CURRENT PERSPECTIVES (1980-)

Currently there are three main perspectives to aphasia: psycholinguistic or cognitive
neuropsychological, pragmatic or functional, and psychosocial. These are considered

and outlined. I then go on to outline what I consider to be a fourth perspective which I
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call the sociological perspective. This has only really evolved in the past decade and is
closely aligned to both the functional and psychosocial perspectives.

2.3.1 Psycholinguistic or Cognitive Neuropsychological Perspective

This perspective focuses on the impairment of aphasia in terms of disruption to
language processing. Psycholinguistics looks at #ow language is processed. It studies
language in relation to the psychological processes thought to influence it (Crystal,
1987). This approach to aphasia has also been termed the cognitive
neuropsychological approach, as it is informed by the discipline of cognitive
neuropsychology which seeks to explain cognitive performance in brain injured
people in terms of damage to components of a theory of normal cognitive processing
and draws conclusions about normal cognitive processes from patterns of impairment
seen in brain injured people (Ellis & Young, 1989). Cognitive neuropsychology is an
“approach to understanding cognitive dysfunction” (Riddoch & Humphreys, 1994,
p.5, emphasis in the original) and has provided those working with people with

aphasia with a framework to explore impaired and intact language processing.

This perspective acknowledges that people with aphasia present with a different array
of abilities and difficulties in language processing, each unique to that individual. It
aims to identify, through appropriately targeted assessment, the impaired and
preserved language processes that account for the person’s difficulties. Proponents of
this approach argue that such an in-depth understanding of the nature of the
difficulties will then provide a basis for therapeutic intervention, targeting those key
areas. In part it supports the view that after brain damage the areas subserving
language remain intact but are not easily accessible and therefore there is an
assumption that one can relearn what has been lost. This is similar to the stimulation
approach advocated by Schuell and her colleagues (Schuell, Jenkins & Jimenez-
Pabon, 1975), with its rationale that aphasia interferes with proper language

processing and language can be reactivated through stimulation.
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In terms of assessing the impairment of aphasia there are a number of assessment
procedures which have been published based on this theory of language processing.
These include the PALPA (Psycholinguistic Assessments of Linguistic Processing in
Aphasia) by Kay, Lesser and Coltheart (1992), the Action for Dysphasic Adults
Comprehension Battery by Franklin, Turner and Ellis (1992), the Pyramids and Palm
Trees Test by Howard and Patterson (1992), the TRIP (Thematic Roles in Production)
by Whitworth (1996) and the Sentence Processing Resource Pack by Marshall, Black
and Byng (1999). 1t is usual to use one or more of these tests in a clinical context to

determine the degree and nature of the impairment in language processing.

This cognitive neuropsychological model of language processing has been found to be
helpful in identifying different levels of impairment to account for word retrieval
difficulties (Lesser, 1989; 1993), in differentiating paraphasic errors (Buckingham,
1991) and exploring the semantic and phonological processes affecting sentence
production (Perlman Lorch, 1991). Numerous studies (e.g. Jones, 1986; Byng, 1988;
Behrmann & Lieberthal, 1989; Marshall, Pound, White-Thomson & Pring 1990;
Nickels, Byng & Black 1991; Best, Howard, Bruce & Gatehouse 1997; Annoni,
Khateb, Custodi, Debeauvais, Michel & Landis 1998), using this approach to
assessment and therapy, have provided evidence for the efficacy of aphasia therapy
targeting language processing. Ellis, Franklin & Crerar (1994) provide a
comprehensive overview of the cognitive neuropsychological model of language

processing and give examples of impairment at different levels in aphasia.

However the cognitive neuropsychological perspective has been criticised as not being
clinically viable due to time constraints in day to day practice (Goodglass, 1990), its
poor applicability to people with severe aphasia affecting all language modalities
(Kertesz, 1990) and for focusing on deficits and not on ‘functionality and
communication need’ (Frattali, 1992). Byng, Kay, Edmundson & Scott (1990)
acknowledge that this approach to aphasia does not provide a theory of therapy, but
that, while requiring further refinement, it does provide a useful means to gain insight

into the nature of a person’s language abilities in aphasia. Hillis and Caramazza (1994)
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conclude from their study that, while a cognitive neuropsychological approach is
necessary for diagnosis of the ‘locus of impairment’ within the model, it is not
sufficient to guide therapy effectively. However the number of studies, identified

above, demonstrating the effectiveness of using this approach refutes this notion.

The cognitive neuropsychological perspective focuses on the assessment of aphasia in
terms of the nature of the disruption to language processing brought about by the brain
injury and therapy centres on bringing about change in the impairment. In this
perspective the person with aphasia is expected to take on the role of patient whereby
she/he follows the direction of the professional expert with the expectation that
compliance will lead to improved language abilities. The role of the therapist,

therefore, is that of expert and the role of the person with aphasia is that of learner.

As mentioned earlier, Frattali (1992) has criticised the cognitive neuropsychological
perspective for not taking into consideration communication need and ability to get a

message across. The following perspective focuses on these aspects of aphasia.

2.3.2 Pragmatic or Functional Perspective

Interpersonal communication involves more that just the ability to process language. It
involves both an exchange of information (i.e. a transactional component) and social
connection or fulfilment of social needs (i.e. an interactional component) (McTear,
1985; Kagan, 1995; Simmons-Mackie, 2000). It is these components, and particularly
the former, that are the focus of a pragmatic or functional approach to aphasia. This
perspective, which 1 will refer to as the functional perspective, recognises the
importance of ‘pleasurable communication experiences’ (Shewan & Cameron, 1984),
as it is based on maximising and capitalising on the person’s retained abilities rather

than highlighting the person’s weaknesses.
Pragmatics focuses on the study of language in use and takes into account the factors

that govern our choice of language in social interaction and the effects of our choice

on others (Crystal, 1987). It is now generally acknowledged that the study of the
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pragmatic and sociolinguistic aspects of language is as important as studying more
traditional aspects of language in aphasia (Holland, 1991; Gallo & Vallesc, 1992).
Pragmatic language models involve the complex interrelationships between
knowledge of language and its structure, knowledge of the world and social
knowledge (Penn, 1993). Worrall (1995) states that a functional perspective of aphasia
encompasses pragmatics but she contends that pragmatics is primarily concerned with
the use of verbal language in context. She suggests that a functional approach has its
main emphasis on the reduction of the person’s ‘handicap’, thereby increasing
participation. A functional approach utilises numerous compensatory strategies to this

end.

Later Worrall (1999) defines a functional approach as “the ability of an individual to
communicate in his or her own everyday environment” (p.2, emphasis in original).
This definition does not, however, take into account the role of others in successful
interaction. A definition that takes this into account is put forward by Byng, Pound
and Parr (2000) when they say that a functional perspective encompasses “being able
to communicate competently through your own communication skills and those of
others (see, for example, Kagan, 1998), and feeling comfortable that you are

representing who you are” (p.53).

The functional approach supports the view that certain language functions are lost and
are not recoverable. There is an assumption that the language that remains is
subserved by undamaged brain tissue and therefore therapy is aimed at compensating
for what has been lost. Some specific early methods include Promoting Aphasic’s
Communicative Effectiveness (PACE) (Davis, 1980) and Visual Action Therapy
(VAT) (Helm-Estabrooks, Fitzpatrick & Barresi, 1982). Both take advantage of
functions that remain and view language as being an important, but not the only,

aspect of communication.

There are a number of assessments of functional communication some of which draw

on different approaches to pragmatic assessment including pragmatic theory, speech
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act theory and conversation analysis. Both the Profile of Communicative
Appropriateness (Penn, 1985) and the Pragmatic Protocol (Prutting & Kirchner, 1987)
are based on speech act theory, although they use principles of pragmatic theory with
regard to their use of the notion of ‘appropriateness’. Conversation analysis provides
the theoretical base for the Assessment Protocol of Pragmatic Linguistic Skills
(Gerber & Gurland, 1989) and the Conversation Analysis Profile for People with
Aphasia (Whitworth, Perkins & Lesser, 1997). Other assessment procedures which
aim to assess functional communication in people with acquired aphasia include the
Functional Communication Profile (Taylor, 1969), the Communicative Abilities of
Daily Living (Holland, 1980), the Edinburgh Functional Communication Profile
(Skinner, Wertz, Thompson & Davidson, 1984; Wertz, Skinner & Dean, 1990 —
revised version) and the Functional Communication Therapy Planner (Worrall, 1999).
However the earlier assessment procedures were found not to meet the needs of
practising speech and language therapists (Smith & Parr, 1986). Some assessments
(e.g. Communicative Abilities of Daily Living — Holland, 1980) use role play to
predict how the person will behave in the real life situation. However role play items
for the purpose of assessment of communication abilities have been criticised as
failing to give a true reflection of communicative behaviour in corresponding real life

situations (Barrow, 1985).

Functional approaches to aphasia have focused on the use of strategies and techniques
based on retained abilities, to facilitate communication (Doyle & DeRuyter, 1995), the
behaviour of conversational partners in communicative breakdown (Kagan, 1995,
1998; Booth & Swabey, 1999) and the use of gesture and drawing (Rao 1995;
Sacchett, Byng, Marshall & Pound, 1999). Parr (1991, 1992) extends the functional
perspective by studying reading and writing in aphasia using an ethnographic
approach. Lesser & Algar (1995) take a significant step towards combining both a
psycholinguistic and a pragmatic approach in the treatment of aphasia whereby both

methods were used in assessment and intervention.
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The main strengths of a functional perspective lie in its validity, flexibility, the fact
that it is strength centred and that it promotes the involvement of others (Holland,
1991). Penn (1993) outlines some of what she considers to be important aspects
inherent in a pragmatic approach to aphasia; these include the incorporation of
linguistic, social and cognitive factors in assessment and therapy, the relevance to both
social and employment contexts, and the value of discourse as a method of analysis
and basis for therapy. In their review of functional assessments, Manochiopinig,
Sheard & Reed (1992) concluded that normative data, standardisation and reliability
of functional assessments are not realistic goals because of the nature of the contexts
in which people communicate and that their main value lies in their validity. However
Lesser and Algar (1995) warn that a functional perspective tends to be too global and

that there is a need to be more specific in our therapy.

Just as in the cognitive neuropsychological perspective, the person with aphasia is
expected to follow the therapist’s lead and is guided by her/him in how best to get

her/his message across. The therapist is again viewed as expert.

The functional perspective, while addressing the experience of disability in more
depth than the cognitive neuropsychological perspective, does not claim to address in
depth the impact of aphasia in personal as well as functional terms. The following

perspective held some promise in this regard.

2.3.3 Psychosocial or Social-Emotional Perspective

While a cognitive neuropsychological perspective focuses on the nature of language
processing and the functional perspective focuses on the person’s ability to get the
message across, a psychosocial perspective focuses on the impact of aphasia in terms
of the person’s social and mental well-being. In their review of the different types of
approaches to aphasia Methé er a/ (1993) failed to mention a psychosocial perspective,
although they mentioned, as an aside, that therapy needs also to be aimed at coping
with aphasia in affective and social contexts. Sarno (1993) contended that while

psychosocial issues may be frequently alluded to, they are rarely the focus of
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academic pursuit. Why is this so, when one considers that how well we establish and
maintain key relationships in life affects our sense of well-being and that difficulty in
communicating affects this ability to establish and maintain relationships, and in so
doing affects feelings of well-being? A psychosocial perspective on aphasia focuses
on it in the context of that person’s overall life; it takes a holistic view (Lyon, in

press).

Language and communication abilities are central to daily living in that they enable us
to control our lives and go about our day to day business. They mediate our ability to
establish and maintain relationships and are the very essence of our being as social
communicators and humans. The presence of aphasia affects a person’s ability to
communicate and so potentially carries penalties for the individual concerned thus
diminishing their power and autonomy. It is this impact of aphasia that lies at the heart
of a psychosocial perspective on aphasia, and yet it is this aspect of aphasia that
receives less attention in therapy (Sarno, 1993). Speech and language therapists
working with people with aphasia are aware that there are significant areas of the
impact of aphasia that are not given adequate attention in assessment and therapy.
Kagan’s work (1995; 1998) particularly attempts to bridge the gap between
communication and personhood, with her focus of revealing and acknowledging

competence.

The following extract from Sarno (1993) encompasses the issues that are central to a

psychosocial perspective on aphasia.

The deep and unexpected changes associated with aphasia initiate a series of reactions that
impact on every aspect of the individual, including reactions to illness, disability, sense of self,
ability to cope with being socially different, feelings of loss, lowered self-esteem, and possible
depression in the face of impaired behaviour. It is never possible to determine the extent to
which some of these feelings may have already existed, and are magnified by the real social and
vocational restrictions aphasia creates. (p.323)

The term psychosocial refers to the “grounding of emotional experience in social
context” (Hemsley & Code, 1996, p.568); Wahrborg (1991) describes psychosocial
reactions as those reactions that have interactional and social consequences. Such

reactions are a general response to the condition itself and to how others react to the
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condition within the community and social context of that individual and those with
whom she/he comes in contact. It has been suggested that verbal impairment, more
than motor disability, is more difficult to accept due to the privileged role that
language plays in our society (Lemay, 1993). Zraick & Boone (1991) found that
spouses of people with aphasia tend to use significantly more adjectives with negative
connotations, compared with spouses of those who do not have aphasia. Such attitudes
to aphasia may play a role in the quality of relationships when one considers the role
that communication plays in the maintenance and growth of relationships. This is
highlighted by Sparkes (1993) in her discussion of the impact that aphasia may have
on key relationships. Hemsley & Code (1996) found that the type and degree of
emotional and psychosocial responses to stroke and aphasia were unique to each

individual.

Psychosocial consequences of aphasia include feelings of anxiety, depression, poor
self-confidence and self-esteem, inferiority, social isolation as well as feelings
associated with the threat to one’s place in society and the fear of how others may
judge one. Psychosocial consequences of aphasia in terms of professional, social,
familial and psychological changes were explored by Herrmann, Johannsen-Horbach
& Wallesch (1993), who found changes across all parameters. Like Sarno (1993) they
concluded that the psychosocial perspective of aphasia is the most “underdeveloped

and yet is fundamental in the rehabilitation process™ (p.201).

It has been found that social restriction is only loosely related to the degree of
disability in aphasia and that ‘social stigmatisation’ may be the key factor (Herrmann
& Wallesch, 1989). Goffman (1963/1990) states that “failure to sustain the many
minor norms important in the etiquette of face-to-face communication can have a very
pervasive effect upon the defaulter’s acceptability in social situations™ (p.154). Such a
situation can lead to negative reactions to the person with aphasia, and such reactions
and the current intolerance of society to difficulties in communication (Lemay, 1993)
will have a direct impact on the social and mental health of the individual. Low

feelings of well-being pervade all aspects of life, and it has even been suggested that
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there is a relationship between mood and progress in rehabilitation (Code & Miiller,
1992).

Brumfitt (1993) highlights the sense of loss that the person with aphasia experiences
and how this may lead to loss of that person’s status in society. She contends that
speech is a central part of the self concept and that aphasia, by its very nature,
threatens this sense of self. Like Kagan, she also emphasises the importance that

competency is revealed if one is to maintain a positive sense of self.

To develop a positive sense of self after becoming aphasic, the person therefore needs to
function within a social context where close personal relationships confirm competence and
adequacy. (Brumfitt, 1993, p.573)

Loss of speech has been cited as the most difficult impairment resulting from a stroke
(Clarke, 1997). A number of authors (e.g. Tanner & Gerstenberger, 1988; Wihrborg,
1991; Herrmann et al, 1993) propose that a ‘grief response’ model as used for death
and dying (Kibler-Ross, 1973) provides a useful framework to explore losses
associated with aphasia. However such models have been criticised as being over
simplistic, too prescriptive and failing to address some of the central issues associated
with being disabled (Frank, 1991; Lenny, 1993; Ireland, 1995). Lenny (1993)
highlights that numerous studies have demonstrated that not all disabled people
experience their disabilities as loss. She goes on to state that “loss models lock
disabled people into stereotypes as pathetic victims overwhelmed by, or superheroes
battling to overcome, this loss” (p.235). Frank (1991) criticises grief response theories
as allowing for professionals to think they understand without having to become
involved. He proposes that “the caregiver’s art is finding a way to allow the ill person

to express his needs” (p.47).

Brumfitt (1993) acknowledges that the onset of aphasia threatens the sense of self.
Pound and her colleagues (e.g. Pound er al, 2000) take up Brumfitt’s challenge by
their development of therapies that focus on the promotion of a positive sense of
identity that incorporates aphasia. The importance of storytelling has long been
recognised as having ‘healing powers’ (e.g. Kleinman, 1988; Phillips, 1990;
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McAdams, 1993; Elwyn & Gwyn, 1999; Pound, 1999) in that it helps one to make
sense of events that have happened. Pound (1999) advocates “really listening” to the
story that the person with aphasia comes with, as it allows one to access the lived
experience of that person’s life. This storytelling function is a vital component of one
of the identity therapies undertaken at Connect’: the development of personal
portfolios6 (Penman, 1998; Pound er al, 2000). In this the person is actively
encouraged to tell their story (both pre- and post-onset of aphasia) in any way which
she/he sees fit. It gives a tangible record of their life and so provides a means to enable

the person to tell her/his own story.

One of the primary therapeutic aims of personal portfolio work is the exploration, affirmation
and concrete representation of a person’s past and present as a means of moving more
confidently and hopefully into the future. Unlike therapeutic approaches in which discussion of
past lives and achievements is incidental, attention is focused on the person’s biography and way
of telling his or her life story. (Pound ef al, 2000, p.204)

The development of personal portfolios has been found to contribute to feelings of

increased self-esteem and confidence (Penman, 1998).

In terms of assessment there are few published assessment procedures that address the
psychosocial issues of aphasia. This lack of assessments reflects the complexity of this
area and the difficulty in developing traditional standard tools to assess it. However
there are two published assessments that are available to speech and language
therapists. The Code-Miiller Protocols (Code & Miiller, 1992) aim to gain information
on individual perceptions of psychosocial adjustment of the person with aphasia and
others who are in frequent contact with that person in terms of how much the person
will get better/worse. However only a small sample of psychosocial states considered
to be important by a group of speech and language therapists are included. More
recently the Visual Analogue Self-Esteem Scales (VASES) (Brumfitt & Sheeran,
1999) has been published. This procedure involves the person with aphasia rating

how they are feeling along a variety of visual analogue scales. In addition to these

* Formerly the City University Aphasia Centre.

® A personal portfolio is a collection of information about a person’s past, present and aspirations for
the future which is usually presented in a folder or ring binder (Pound ef al, 2000)
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published assessments, Simmons-Mackie & Damico’s (1996a) Communicative
Profiling System (CPS) also addresses psychosocial state and goes further to propose
the use of an in-depth ethnographic interview to establish the person’s view of aphasia
and the impact of it on their daily life. Together with the ethnographic interview,
participant and anecdotal observation and video recordings in real-life contexts are

employed to explore the impact of the impairment on the actual behaviour of the

person concerned.

It is the disabling experience of aphasia (i.e. the way in which it affects day-to-day
life) that is of most concern to people with aphasia and their relatives (e.g. LeDorze &
Brassard, 1995; Parr er al, 1997). In Samo’s (1993) review of the literature on
psychosocial aspects of aphasia, she commented that while many authors allude to
such responses, few study or research the psychosocial variables themselves. She
suggests that this may be because traditionally medical research tends to focus on and
value the ‘high-tech’ aspects of illness. She adds that the effects of physical and
cognitive impairment take priority in therapy and that this also reflects the dominance
of the “impairment model” in our current health care system. LeDorze and Brassard
(1995) also found that health professionals tended to focus on the impairment and not

the disabling experience of it.

While Sarno and others have highlighted the lack of research in this area, there have
been a number of studies which have addressed the psychosocial impact of aphasia
directly. Mulhall (1978) was one of the first to look systematically at the psychosocial
impact of aphasia in terms of the influence of another person’s behaviour on
communication abilities in aphasia. Other issues that have been addressed include
methods of reducing anxiety in aphasia (Pachalska, Knapik, Smolak & Pytel, 1987),
the potential value of family therapy in the treatment of aphasia (Nichols, 1993,
Burns, Dong & Oehring, 1995; Nichols, Varchevker & Pring, 1996) and a study to
explore how people with aphasia cope (Parr, 1994), in which the diversity of how
individuals cope was highlighted. Ireland (1995), in her paper on aphasia from both a
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‘patient’s and a counsellor’s perspective, reflects on and stresses the importance of

addressing the impact of living with aphasia.

This perspective demands more of a counselling relationship between the person with
aphasia and therapist, whereby her/his needs are what guides therapy. However the

therapist is still viewed as expert and maintains control of the interaction.

The psychosocial perspective has the impact and experience of aphasia at the forefront
of its agenda. While the personal meaning of aphasia is at the heart of my interest, I
am also intrigued by the part that societal, as well as personal, attitudes and beliefs
play in living with aphasia. Therefore I have watched with interest as these ideas have
developed over the past decade. This contemporary perspective is sociological in

nature and has much in common with the psychosocial perspective.

2.3.4 Sociological Perspective

Sociology looks beyond obvious explanations to gain a deeper understanding of social
issues. It considers ways in which personal issues are influenced by social, economic
and political factors (Earle, 2001). Sarno (in press) states that a sociological view is to
consider and help restructure the person’s identity and sense of self with resultant

enhancement of social experience and interaction.

This perspective is closely aligned to both the psychosocial and functional
perspectives, but it extends both these approaches in that it is broader and more
encompassing. The sociological perspective considers the person from a truly holistic
stance as someone living within a society that does not necessarily value disabled
people. The person with aphasia is viewed as part of “a personal environment which is
embedded in a larger communal/societal context” (Sarno, in press). It focuses on the
wider aspects of life which enhance attitudes and feelings, social connections with
others and participation in chosen daily routines (Lyon, in press). Its aim is not just to
bring about change in the person with aphasia and her/his conversation partners, but

sets its sights on the bigger picture of bringing about change in the attitudes and
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behaviour of people in society at large. It promotes partnership between the person
with aphasia and those close to her/him and the speech and language therapist. Byng
(2001) sums it up:

Much of the attraction of socially based therapies results from the nature of the relationship
between health care worker and recipient. In a socially motivated therapy, for example, the
consultation, the appreciation of functional practicalities, and the focus on context all lend
themselves to being applied within a respectful partnership relationship, where mutual expertise
is acknowledged and the professional clearly acts as a resource. (p.69)

The sociological viewpoint differs from those previously discussed in that it aligns
itself to the social model of disability as developed and advocated by disability rights
activists. The practical application of the sociological perspective can be seen in the
work of Connect the disability network in London (e.g. Parr, 1996; Parr ef al, 1997,
Parr, Pound, Byng & Long, 1999; Byng, Pound & Parr, 2000; Parr & Byng, 2000;
Pound, Parr, Lindsay & Woolf, 2000; Pound, Parr & Duchan, 2001). The Life
Participation Approach to Aphasia (LPAA, 2000) also mirrors the practical
application of this perspective in North America.

Another way in which this perspective differs from the cognitive neuropsychological
and functional perspectives is that it tends to use a qualitative, rather than the more
traditional quantitative, research methodology to gain access to issues of interest of
those with aphasia and their conversational partners. Like the psychosocial
perspective, it is concerned with gaining insight into the insider view of what it means
to have aphasia. However unlike the psychosocial perspective it focuses on societal
attitudes and beliefs about aphasia and disability and addresses the ramifications of
these for the person concerned. Therefore as well as being concerned with the insider
view this perspective is also concerned with the outsider view particularly with regard

to barriers to communication.

LPAA (2000) calls for a broadening and refocusing of clinical practice and research
on the consequences of aphasia. It focuses on re-engagement with life throughout the
continuum of ‘care’. Like Connect, LPAA places the person’s life concerns at the

centre of decision making, with a focus on real-life goals and strengthening
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participation in activities. They highlight how the person’s sense of disability can be
heightened or lessened depending on the supportiveness of their environment. Both
LPAA and Connect call for a change in role of the speech and language therapist to
ensure that the therapy process is based on a partnership between the person with
aphasia and the speech and language therapist. This demands that the speech and
language therapist relinquishes her/his role as expert and takes on the role of
“facilitator” (Pound 1999). While retaining the role of professional expert may be
appropriate if one is working directly on the impairment in the short term, it is less
appropriate when one is working with a person who will have to live with aphasia in

the long term; the person’s perspective then is central in guiding therapy.

Parr et al (1997) highlight the individual nature of aphasia and outline the barriers
people with aphasia face in their day to day life. Garcia, Barrette & Laroche (2000)
also found barriers for the person with aphasia particularly in relation to integrating
back into work. The main barriers they identified were related to attitudes and
behaviours. Interestingly in their study the employers were the ones who focused on
organisational strategies to overcome the barriers, while the people with aphasia and
the speech and language therapists focused more on strategies that the individual could
employ. The sociological perspective is making strides to address some of the issues

surrounding dismantling barriers to communication.

Lubinski (1981) noted that people find it difficult to talk to people with specific
communication difficulties, and so people with communication impairment have
decreased opportunities to communicate meaningfully and so reveal competence. This
ability to reveal competence has been of particular concern to Kagan and associates
(Kagan & Gailey, 1993; Kagan, 1995; 1998) and they have done much to develop
systems that enable the person to have increased opportunities for meaningful
conversation. Kagan and colleagues have developed the Pictographic Communication
Resources Manual (Kagan, Winckel & Schumway, 1996) with the aim that it can be
used to support conversations with people with aphasia. A little later, Parr and her

colleagues in the UK (Parr et al, 1999) developed the Aphasia Handbook, another
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resource aimed at supporting the person with aphasia in conversation. Both manuals
provide information about aphasia and stroke, benefits and issues surrounding living
with aphasia in an aphasia-friendly’ format. Such manuals have been found to have a
positive effect on helping the person to get their message across and to reveal
competence through conversation. Hamilton (1994), in her interactional
sociolinguistic study of a person with Alzheimer’s Disease, highlights how the
conversation partner’s communicative behaviour with regard to how she/he
accommodates to the disabled partner’s abilities can make the person seem more or
less disabled. The importance of creating an environment that will enhance retained

communication abilities has also been advocated by Barrow & Kennedy (1990).

More recently Lock, Wilkinson & Bryan (2001) developed a programme called
SPPARC: Supporting Partners of People with Aphasia in Relationships and
Conversation. This aims to promote effective communication between the person with

aphasia and their partner through the use of conversation analysis.

All of these systems aim to reduce or eliminate barriers to communication by bringing
about change in the behaviour of the conversational partner of the person with aphasia.
The focus therefore is not on bringing about change in the person with aphasia, but
rather to their surrounding environment and the people in that environment. Therefore
it aligns with the social model of disability perspective with its emphasis on
dismantling disabling barriers. Communication and conversation play a key role in
maintaining social and mental well-being (Kagan & Gailey, 1993; Kagan, 1995; 1998)
and without opportunities to participate in conversation to reveal their inherent
competence, people with aphasia risk isolation and diminished feelings of self-worth.
The work undertaken by Kagan and her colleagues and the work being undertaken at

Connect take a significant step toward dismantling barriers to conversation, thus

7 Aphasia-friendly means that every effort has been made to make the literature accessible to the person
with aphasia who may have difficulty in reading text. Creative use of pictures and diagrams are used,
together with simplified text, to get the message across.
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facilitating the person to reveal their competence and so promote their social and
mental well-being. Others are beginning to follow suit. For example, Stirling (2003)
taught staff how to engage in supported conversation in an acute hospital setting with
the result that staff felt much more confident in communicating with people with

aphasia.

Lyon, Cariski, Keisler, Rosenbek, Levine, Kumpula, Ryff, Coyne and Blanc (1997)
took a slightly different standpoint. Their study focused on increasing the activities of
people with aphasia rather than on conversation per se. They trained volunteers in
supported conversation, who then introduced people with aphasia to activities of their
choice. The aim was to increase the person’s participation in life because life
experiences give one something to talk about. They found significant positive changes
in terms of confidence in communication and in feelings of well-being, though not on

measures of impairment.

While taking the stance of a social model of disability, people who align to the
sociological perspective to aphasia are of the opinion that aspects of aphasia cannot be
viewed in terms of barriers alone, but rather that the actual disabling experience of the
impairment itself needs to be taken into account. There are some activities that
demand the use of language for their enjoyment — for example, the sheer joy one gets
from being able to read a book or have a gossip. There is no doubt that a life-changing
event such as the onset of aphasia brings with it an array of reactions including grief
for what one has lost, anxiety about doing things and depression, to name but a few.
This is taken into consideration in the range of services that Connect offers. For
example there is a service provided by counsellors who themselves have experience of
aphasia. In a counselling project undertaken by Ireland & Wooton (1996) fifty-six

percent of participants found counselling beneficial overall.
Parr and Byng (2000) advocate taking the emphasis away from the priority of

independence toward “facilitation of autonomy and choice” (p.64). Secondly, they

highlight the need to consider interventions that focus on institutional, environmental
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and societal changes and not just adaptations made by the individual, if one is to
address the barriers encountered by people with aphasia in these contexts. Such an
approach is in keeping with the social model of disability. Therefore there is a need to
focus on the structures and social systems surrounding the individual that can either

have an enabling or disabling effect.

In terms of assessing the person with aphasia, a sociological perspective advocates a
qualitative approach, as well as the more traditional quantitative approach, to
assessment so as to capture the lived experience of aphasia. As outlined earlier,
Simmons-Mackie & Damico (1996a; 2001) propose the use of an ethnographic
interview which is open ended and informant driven. The key to such an interview is
really listening to the person’s perspective with the primary goal of learning from
them rather than thinking in terms of fixing. Brief encounters, telephone calls and
other opportunities of learning more about the person are viewed as sources of data.
This is the process that occurs at Connect, whereby each person with aphasia
participates in an in-depth qualitative interview to determine the individual’s concerns
and priorities. If indicated other assessment procedures will be undertaken (e.g. visual
analogue scales to determine mood, plotting oneself on the ‘tree of life’®, impairment
based assessments) (Pound er al, 2000). McNeil (2001) criticises a sociological
perspective for failing to use reliable and valid methods that can measure change as an
effect of a specific intervention. In her response to McNeil, Duchan (2001) infers that

such an approach to evaluation may not be appropriate for this type of work.

In their qualitative study of people with aphasia, Parr er a/ (1997) found that
participants wanted their needs to be addressed in an integrated way and based on
understanding the person as a complex social being rather than an isolated set of
impairments. The view of the person as a complex social being living in an

environment that does not necessarily value disability underpins the sociological

% The ‘tree of life’ is a diagram of a tree with numerous figures on it in a wide variety of stances, for
example clinging on to the trunk, sitting out on a branch all alone, together with someone else with
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perspective. The importance of viewing the person in context is also taken up by
Brumfitt (1999):

On meeting with a client we see a person with an individual identity but set in a family structure
and influenced by other factors that arise out of growing older and experiencing good or bad
health. We cannot therefore view the dysphasic speaker as nothing but a dysphasic speaker (...).
Each client who we meet comes with a multidimensional set of views and experiences and we
need to incorporate those into our professional perception of them. (p.108)

The sociological perspective differs from other perspectives in that people who align
to it take the view that the person with aphasia is the expert and that the therapist takes
on more of a role as facilitator or collaborator in the quest to live life healthily with

aphasia.

This section has outlined the current perspectives of aphasia therapy. It began by
outlining the impairment based cognitive neuropsychological and functional
perspectives before moving on to discuss the psychosocial perspective and the more

contemporary disability based sociological perspective.

The psychosocial and sociological perspectives take into consideration personal
meanings of aphasia and explore how the person adapts and manages their situation of
living life with aphasia. The following sections will address ‘personal meanings of

aphasia’ and ‘managing aphasia’.

2.4 PERSONAL MEANINGS OF APHASIA

Language and communication abilities are key skills that enable us to control our lives

and go about our business. Parr ef a/ (1997) highlight the important role that language
plays:

language is the currency of relationships. It is used to invite, to suggest, to question, to advise, to
argue, to reprimand, to bargain, to joke and to reassure. The changing needs and attitudes of each
person are expressed and responded to, largely through the medium of language. As an obstacle
to the sending and receiving of such messages, aphasia reduces the influence of one person in
what was once a two-way process. (p.44)

arms around each other, falling off, being supported on a ledge, etc. It provides a useful means to gain
insight into the lived experience of aphasia. It can also provide a useful outcome measure.
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Language plays a privileged role in our society in that it mediates our ability to reveal
competence through conversation (Kagan, 1995; 1998) and allows us to achieve
recognition as an individual (Lemay, 1993). Thus there are high expectations of a
person’s ability to communicate clearly and with ease in a wide variety of speaking
situations and the presence of an impairment of verbal communication, such as
aphasia, is likely to influence how the person and others may approach, participate and

behave in an interaction.

Goffman (1963/1990) states that “failure to sustain the many minor norms important
in the etiquette of face-to-face communication can have a very pervasive effect upon
the defaulter’s acceptability in social situations.” (p.154). Language has been cited as
an “especially important trigger of evaluations and beliefs in initial impression
contexts” (Bradac, 1990, p.387) and one of the main factors affecting such
impressions is the adherence/non-adherence to valued norms (Bradac, 1990). The
presence of aphasia affects a person’s ability to communicate through both the spoken
and written word and so may violate expectations about language behaviour. Such a
situation may increase the risk of that individual being judged negatively with regard
to their credibility and competency. Knowledge of such norms will affect the person’s
subjective evaluation of their situation and they will attach particular meanings to their
aphasia linked to these expected norms. Those with an acquired impairment may have
fully internalised the viewpoint of the ‘normal’ and may be particularly vulnerable to
developing a ‘disapproval of self’ (Goffman, 1963/1990). According to Gainotti
(1997) there is no direct relationship between the impairment and depression, rather,
depression is “mediated by the meaning that the patient attributes to his or her
functional and social impairment” (p.640). Therefore, among other things, it may be
that the meaning that the person attributes to having aphasia — more than the

impairment itself — is what affects social and mental well-being.
Many people with communication impairment frequently report that their impairment,

and the responses of others to it, has a significant impact on their day to day life (e.g.
Ireland & Black, 1992; Murphy, 1992; Cant, 1997, Newborn, 1997, Parr et al, 1997).
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Factors such as others’ embarrassment and attitudes may be more relevant to
communication breakdown than the communication impairment itself (Mitchell &
Preece, 1993). In writing about her experience of aphasia, Ireland (1995) highlights
the influence of others’ views and reactions when she says:

The scale of vulnerability and difficulties that are affected also by others’ understanding and
reactions and society’s views of disability. (p.36)

Simmons-Mackie’s ethnographic study of compensatory strategies in aphasia
revealed that social factors were instrumental in both the acquisition and use of
compensatory strategies and that strategies taught in therapy were not generalised into
everyday life (Simmons, 1993; Simmons-Mackie & Damico, 1997). The personal
meanings a person holds about what constitutes good communication skills may be
one of the factors that determine the degree to which certain compensatory strategies
are/are not carried over into everyday life. Obtrusive compensatory strategies may

highlight the degree of ‘differentness’ in the person, which may account for why they

are not used.

Personal meanings of aphasia are tied up with how one views the self. Language is
more than a practical tool, it is an integral part of our personal identities (Létourneau,
1993) and speech is seen as a central part of the self concept (Brumfitt, 1993; 1999).

Newborn (1997) writing about her experience of aphasia states:

Communicating in verbal language separates us from all other animals. This unique ability gives
us shape and defines us. (p.33).

She goes on to say:

The stroke had emptied me of my own identity. (p.49).

Others link their ability to speak clearly and coherently with self-esteem (e.g. Cant,
1997; McCrum, 1998).

Therefore it is vital that we take into consideration the personal meanings that an
individual attributes to their aphasia, as it is this that might be the defining quality in

how they manage and adapt to their situation. Both the psychosocial and sociological
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perspectives take this into account in the way in which they advocate the use of in-
depth qualitative interviews, as well as other methods, to access the personal

experience of aphasia.

This section has touched on the literature available pertaining to personal meanings of
aphasia. Other than the personal accounts of those with experience of aphasia (e.g.
Ireland & Black, 1992; Ireland, 1995; Newborn, 1997; Boazman, 1999) there are no
studies other than Parr et a/ (1997) that go into any depth about what it means to have
aphasia. However it seems that the privileged role that language plays in our society
plays a part in how aphasia is viewed and experienced. The next section will briefly

explore issues surrounding managing aphasia.

2.5 MANAGING APHASIA

The majority of individuals who experience aphasia following brain injury have to
learn to integrate it into their lives in the long term. This section will discuss in brief
managing a chronic illness, before going on to address issues such as stigma,
depression and the carer’s perspective. Finally it will outline some studies that have

focused on coping with aphasia.

2.5.1 Managing Chronic Illness

If illness is of sudden onset, as is the usual case in aphasia, then the person’s sense of
continuity may ‘completely unravel’ as it brings with it a sudden shift in one’s
perception of one’s body and self (Becker, 1999). Therefore any acute illness with
chronic sequalae such as stroke brings with it a number of challenges for the
individual and their family (i.e. losses, disruptions to future plans, etc.). The way in
which the individual copes with it is influenced by such things as the society and
culture within which she/he lives (Anderson & Bury, 1988). For example western
culture tends not to value embodied distress and values the person’s ability to put on a
‘brave face’ (Becker, 1999). Bury (1988) proposes two levels of meaning experienced
in chronic illness: ‘meaning as consequence’ (i.e. the impact on day to day life) and

‘meaning as significance’ (i.e. the significance that having aphasia and being disabled
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carries). Therefore a chronic illness, of which aphasia may be a part, is not just about
the symptoms of that condition, but rather it is about living with those symptoms and
what the condition means in terms of consequence and significance. He suggests that
family, social and other relationships are threatened as a result of meanings being put
at risk in chronic illness. In a later paper Bury (1991) explores the role that ‘disrupted
biographies’ (i.e. the interaction of the chronic illness with the age of the individual

and his/her position in the ‘life course’) plays in the meaning of the illness and the

context in which it occurs.

Differences in preferred coping strategies were explored in a study by Viney &
Westbrook (1984). They found that those who did not have a chronic illness tended to
prefer “interpersonal” coping strategies, while those with a chronic illness tended to
use “fatalism” coping strategies. In general it was found that responses to chronic
illness are diverse. Restriction in social life has been found to be the most significant
contribution to the feeling that life is less enjoyable in stroke patients and their carers
and this was influenced by the quality of the relationship prior to the stroke
(Anderson, 1988). Due to the nature of the impairment, people with aphasia are
particularly vulnerable to a restricted social life as aphasia is inherently isolating
(Newborn, 1997). Past events and pre-illness relationships played a role in how people
with rheumatoid arthritis coped with their condition (Bury, 1988) and social isolation
was found to be the most distressing feature in Parkinson’s disease (Pinder, 1988).
Robinson (1988) highlighted that there is no standard adjustment process when one
has Multiple Sclerosis. Anderson and Bury (1988) stress the importance that we need
to recognise the complexity of coping. Parr ef a/ (1997) also highlight the complexity

of coping with aphasia.

2.5.2 Aphasia as Stigma

An attribute that reduces the person from “a whole and usual person to a tainted
discounted one” is known as a stigma (Goffman, 1963/1990, p.12). Therefore stigma
is associated with those attributes that are incongruous with our stereotype of what a

given individual should be. Communicating differently to the norm could therefore
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count as stigma and this is particularly pertinent given that language plays a privileged
role in our society, as it “enables one to carve out one’s place in society, and to
achieve recognition as an individual” (Lemay, 1993, p.201). Thus stigma may play a
key role in coping with chronic illness (Anderson & Bury, 1988), and with aphasia in
particular (Herrmann & Wallesch, 1990; Sarno, 1993). People with aphasia have
fewer opportunities to participate in conversations as a result and this may lead to
"profound psychosocial consequences for mental and social health” (Kagan, 1995,
p.17). The level of anxiety in individuals with aphasia has been found to be related to

the severity of aphasia (Pachalska, Knapik, Smolak & Pytel, 1987).

2.5.3 Depression in Aphasia

Aphasia is an upheaval that profoundly affects the whole person. Its severity should not be
underestimated. The psychological problems stem from the privileged role of language in our
society and the key role language plays in the definition of the personality and human identity.
(Létourneau, 1993, p.84)

Out of all the psychological problems that accompany aphasia depression is the most
frequently reported one. It has been found that fifty percent of people with left sided
brain lesions are depressed (Wihrborg, 1991). The effect of aphasia on
communication means there is a sudden loss or interruption to interactions and the
impact of this loss is depression (Létourneau, 1993). Herrmann, Johannsen-Horbach
and Wallesch (1993) identified three types of depression in people with aphasia:
1.  Primary depression which is organic and is a consequence of the lesion and the
biochemical changes that occur early post-stroke (i.e. the acute phase).
1i.  Secondary depression which is reactive in that it is a result of the realisation of
functional limitations brought about by the impairment (i.e. the rehabilitation
phase).
1. Tertiary depression which is also reactive but is a result of the realisation of the
psychosocial alterations in life in terms of returning to the community living
with the limitations produced by lasting impairment. Létourneau (1993)
contends that depression may actually increase when the person with aphasia is

confronted with her/his previous way of life (i.e. on returning home).

39



A person’s emotional state can affect motivation, physical performance and cognitive
and language processing (Hemsley & Code, 1996). Therefore the presence of
depression can affect the person’s ability to participate in rehabilitation. Counselling
has been found to be effective in dealing with depression and other psychosocial
factors associated with aphasia (Ireland & Wooton, 1996). Similarly emotional and
social 1solation as well as depression have been found to diminish with family therapy
(Wiéhrborg & Borenstein, 1989). In addition it has been noted that depression tends to

decrease as adaptation increases (Létourneau, 1993).

2.5.4 The Family’s Perspective

The sudden loss of the usual ability to communicate, as with the onset of aphasia,
affects nearly all aspects of life but particularly the interactions within the family
(Boisclair-Papillon, 1993; Parr ef al, 1997; Cant, 1999; Servaes, Draper, Conroy &
Bowring, 1999; Wells, 1999; Lyon & Shadden, 2001; Pound et al, 2001).

Of all known illnesses, aphasia is probably the one which affects the family most directly.
Because of the abrupt, unexpected, and often permanent damage to communication, the entire
network of family interaction is disturbed. (Boisclair-Papillon, 1993, p.175)

In their qualitative study to explore the consequences of severe aphasia on spouses,
Michallet, Tétreault and Le Dorze (2003) found that context played a vital role.
Particular personal, family and social resources of each individual determined how
they dealt with the situation. However in general the consequences of aphasia were
experienced in the lifestyle realms of communication, interpersonal relationships,
responsibilities, leisure activities and finances as well as feelings of isolation being
common. Spouses referred to fatigue, sadness and discouragement in their efforts to

try to adapt to living with someone with severe aphasia.

Out of the papers that Servaes et al (1999) reviewed, most concluded that carers of
people with aphasia experience more difficulties than carers of people who have had a
stroke but who do not have aphasia. Family members most frequently cited
communication and role changes as problems. Other problems experienced by close

relatives included feelings of guilt, depression, anxiety, stress and overprotection as
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well as feelings of isolation and lack of companionship. Pound ef a/ (2000) highlight
that the cultural expectations of caregivers is that they should be tolerant,
uncomplaining, dedicated and self-sacrificing. Such a situation can leave little room
for families to express such things as anger, guilt and resentment which have been
found to be part of the process of living with someone with aphasia. It has been
suggested that facilitated discussion may allow these powerful emotions to emerge
and so address their lack of acceptability. This may be a “first step to validating the
caregiver as an individual” (Pound ef al/, 2000, p.216).

Servaes et al (1999) advocated three main approaches to working with relatives of
people with aphasia: educational programmes, group and individual counselling and
skill training. Speech and language therapists have long been aware of the needs of the
immediate family and have responded along these lines. For example, they have
responded by providing information (Parr ef al, 1997; Pound et al, 2000), by focusing
on skills training (Kagan, 1998; Lock et al/, 2001; Cunningham & Ward, 2003), by
running support groups (Rice, Paull & Miiller, 1987; Pound et al, 2001) and by
providing counselling and family therapy (Wahrborg & Borenstein, 1989; Nichols et
al, 1996).

Approaches such as those outlined by Servaes er al (1999) tend to be medically
oriented in that they view the relative of the person with aphasia as a ‘patient’
whereby the professional assesses the needs and then selects and delivers the
appropriate programme to meet those needs. An alternative approach which
emphasises an equal partnership between the relative and professional has been
proposed by Pound er a/ (2001). This perspective is based on Byng ef al’s (2000)
living with aphasia framework which highlights the complexity of living with aphasia
as well as the notion that partners need to ‘create meaning in a chaotic world” (Becker,
1999). Pound ef a/ (2001) used this model in the design of their support group for
spouses of people with aphasia. They based the course on the autobiographical
accounts of participants and found that following the course participants reported

positive changes in well-being. Similarly research carried out at the York-Durham
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Aphasia Centre in Canada has demonstrated that intervention in a community setting

improves the psychosocial well-being of both people with aphasia and their relatives
(Wells, 1999).

While a variety of approaches have been undertaken with relatives of people with
aphasia it is important, as Pound et a/ (2001) suggest, that the approach taken should
meet the immediate concerns of the individual. The type of psychosocial support

needed by relatives may change with time (Herrmann and Wallesch, 1999).

The review above highlights how the consequences of aphasia extend into all realms
of life, particularly family life. Those close to the person with aphasia experience
reactions to it which affect feelings of well-being. Speech and language therapists, as

well as other professionals, are exploring ways to address these issues.

2.5.5 Coping with Aphasia

Parr (1994) has highlighted the importance of enabling the person with aphasia to
integrate the effects of the aphasia and its impact on her/his situation so that she/he
can begin to attach meaning to their condition. She goes on to state that exploring how
people cope is a “necessary precursor to the establishment of therapeutic goals™
(p.465). Kagan (1995; 1998) believes that adaptation to aphasia is facilitated by others
revealing the person’s competence through conversation. Prigatano (1989) proposes
that the three symbols of ‘normality’ (love, work and play) should be taken into
account in the rehabilitation process if the individual is to cope with the true realities

of her/his condition and to achieve a sense of wholeness.

Only a few studies have been undertaken that specifically explore how people cope
with aphasia. Oranen, Sihvonen, Aysto & Hagfors (1987) looked at changes in the
lives of family members from the spouse’s perspective, families’ coping mechanisms
and adjustment to aphasia. They found five main coping patterns — depression,
nervousness, optimism, protectiveness and guilt. These tended to be associated with

the life situation of the person with aphasia at the time, which lends support to the role
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of Bury’s (1991) notion of ‘disrupted biographies’ in coping with a chronic condition.
For example, Oranen et a/ (1987) found that the best adjusted families tended to have
an optimistic coping pattern, that they were younger and that the aphasia was of recent
onset. The least well adjusted families on the other hand tended to have a depressive
coping pattern. Other studies have found that coping responses to aphasia are diverse
(e.g. Parr, 1994; LeDorze & Brassard, 1995). Parr (1994) investigated how twenty
people with aphasia and their partners coped with aphasia and found that life
satisfaction had deteriorated in 55% of them. The main reasons given for deterioration
were physical, material, social and emotional factors. All respondents used a

combination of strategies to cope, with fatalism being the most common.

This section has outlined issues surrounding how to manage aphasia in day to day life.
Little specific information is available but what is available highlights the complexity

of managing aphasia in day to day life.

26 SUMMARY

This review began by discussing definitions of aphasia. It then presented the historical
origins of aphasiology in which the impairment of aphasia and where it was localised
in the brain was emphasised. More contemporary perspectives still take account of the
impairment particularly in focusing on how language processing is compromised in
aphasia. However other aspects of aphasia have been the centre of attention in recent
times. The functional perspective of the 1980s and early 1990s stresses the importance
of getting the message across regardless of means. The psychosocial perspective, on
the other hand, focuses on the psychological and social consequences of aphasia and,
in particular, on issues surrounding emotional state brought about by the onset of and

experience of living with aphasia.

All of these perspectives tend to highlight the impairment or the consequences of the
impairment in day to day life. None deal with the obstacles in society that might
increase the experience of disability for the person concerned; for example, the

patronising attitude of a conversational partner may not allow the opportunity for the
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person with aphasia to communicate what they want to say. The contemporary
sociological perspective takes disabling barriers into account and stresses the
importance of supported conversation to acknowledge and reveal competence. The

review then went on to present issues surrounding personal meanings of aphasia and

managing aphasia in particular.

However none of the perspectives go into depth about the way a person thinks about
communication impairment that might, as in the case of John introduced in Chapter
One, impede the person’s ability to live life healthily with aphasia. I was interested in
this aspect of aphasia. I wanted to find out about the resources (in the form of
narratives) that people, both those with aphasia and their conversation partners, draw
on to make sense of aphasia and manage it in day-to-day life. To put it in another way:
in what way(s) do people think about and experience aphasia and how does this affect
behaviour? This 1s what this study aims to explore. O’Keefe (1996) calls for an
increased awareness and knowledge about the way in which conversation partners
communicate interactively with the person with communication impairment and how
they are perceived overall. The sociological perspective is beginning to shed some
light on this. For example Kagan’s work (Kagan & Gailey, 1993; Kagan, 1995; 1998)
addresses issues surrounding revealing and acknowledging competence when
communicating with someone with aphasia. However less has been done on
addressing how the person with aphasia is perceived overall. This study aims to
explore this in terms of focusing on narratives of aphasia and disability from the
perspective of the person with aphasia and others close to her/him. In this way it will
contribute to our knowledge of aphasia and in particular the psychosocial and

sociological perspectives.
I wondered how other disciplines have addressed issues of personal meaning in the

context of disability and this led me to explore the disability literature. The next

chapter therefore provides a review of issues surrounding disability.
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CHAPTER 3
LITERATURE REVIEW: DISABILITY

[ don’t know rubbish leleleblublublub but you see in my mind and I hear that ok and take a take it
slowly you know now the words blublublublublub and what’s that you know [confused facial
expression] (...) I don’t know mad [taps index finger to temple] you know but why but er for me
you know er double-dutch now (...) yea but er me em gobbledegook (Tom, November 2000)°

Tom seems to be saying that he knows what he wants to say in his mind, but that when
he goes to speak it comes out “double-dutch”. He is of the opinion that either he thinks
he is mad or that other people do. Like John in Chapter One, Tom connects the ability
to talk clearly and fluently with intelligence. Later on in the discussion he talked about

the impact this has for him and others:

Just say on the pub and er one Heineken and er one cider and och [laughs] what yea? and em er
God embarrassed because er look around- what the er my speech you know gobbledegook you
know (Tom, November 2000)

Tom: But see the barman er what? [questioning facial expression] you know nudge nudge what’s
the is you know or is he drunk as skunk you know

Rozanne: Why do you think they react like that?

Tom: I think they’re scared

Rozanne: Scared- and what do you think they’re scared of?

Tom: No because er my speech you know oh God the- you know I don’t know er make
understand it you know

The extracts given above give some indication of the impairment of aphasia and the
disabling experience of it from the perspective of one person who has been living with
aphasia for a number of years. Tom feels others may judge him as being drunk and he
believes that they react like this because of his speech and that they are “scared”. What
he is experiencing is a reaction to being different, a reaction that brings with it
uncertainty about how the interaction will progress and how he will be judged. People
come to an encounter with the expectation that the other person will be able to speak
clearly and fluently and when this expectation is denied reactions — usually negative —
occur. To Tom this is what it means to be disabled. It is to the issue of the relationship

between impairment and disability that I now turn.

? Please refer to Appendix 1 for transcription conventions.
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The publicly available definition of disability can be found in the Collins Concise
Dictionary (Revised third edition, 1995) which defines disability as “the condition of
being physically or mentally impaired”. According to disability activists this is an over-

simplistic and misleading view of disability as it locates the cause of disability as the

impairment.

Barnes, Mercer and Shakespeare (1999) define impairment as a “medically classified
condition” (p.7) and disability as a “generic term used to denote the social disadvantage
experienced by people with an accredited impairment” (p.7). Others have described
disability in similar terms, for example:

Disability is not a condition of the individual. The experiences of disabled people are of social
restrictions in the world around them, not of being a person with a ‘disabling condition’; rather it
is to assert that the individual’s experience of ‘disability’ is created in interactions with a physical
and social world designed for non-disabled living. (Swain, Finkelstein, French & Oliver, 1993,
p.2)

To be disabled means to be discriminated against. It involves social isolation and restriction.
Disability is a significant means of social differentiation in modern societies. (...) How a society
excludes particular groups or individuals involves processes of categorisation in which the
inabilities, and the unacceptable and inferior aspects of a person are generated and legitimated.
(Barton, 1996a, p.13)

Compared to the dictionary’s definition of disability, Swain et a/ (1993) and Barton’s
(1996a) descriptions are more sophisticated and political in that they locate the cause of

disability as socially imposed restrictions.

There is much debate in the literature about what disability means. This debate and the
issues surrounding disability are the focus of this chapter. I outline the two main

1'° and the social model''. Issues are also

models of disability: the individual mode
discussed in the context of the International Classification of Functioning, Disability
and Health (ICF) proposed by the World Health Organisation (WHO, 2001), formerly
known as the International Classification of Impairments, Disabilities and Handicaps
(ICIDH) (WHO, 1980). Finally, I attempt to make links between models of disability

and narrative.

10 Also known as the medical or biomedical model.
1 Also known as the social barriers model.
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3.1 BACKGROUND

In the past people with impairments have been the object of fascination, entertainment
and ridicule (i.e. freak show, court jester). It was not until the nineteenth century that
the emergence of disability in its present form occurred. The rise of scientific medicine
saw the beginnings of the medicalisation of illness and disability which led to a shift in

how disabled people were treated (Barnes ef al, 1999).

The emergence of modern biomedicine came about with the achievements of people
such as Pasteur (1822-1895), who discovered causes of disease. Up until the middle to
the end of the nineteenth century most approaches to medicine were holistic and were
based on a sociological and environmental understanding of disease causation and
prevention (Nettleton, 1995; Tucker, 1997). However from the 1850°s on this holistic
approach was gradually marginalised and replaced by a “narrow focus on specific
pathogens — the doctrine of specific aetiology” (Tucker, 1997 p.35). This reductionist
focus is central to modern medicine, though in recent times there has been a growing

interest, even within the medical field, of more holistic approaches.

According to Nettleton (1995) modern biomedicine has five main assumptions:
i.  There is mind-body dualism in that there is the assumption that these can be

treated separately.

ii. It uses a mechanical metaphor in that it treats the body as a machine that can be
repaired.

iii.  There is a technological imperative in that there is an assumption of the merits
of technology.

iv. It is reductionist in that there is an assumption that explanations of diseases lie
in biological change, while virtually neglecting social and psychological
factors.

v.  There is a doctrine of specific aetiology in that there is an assumption that each

disease is caused by an identifiable agent.
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This narrative'? of biomedicine has been flourishing since the late nineteenth century
and is a guiding narrative in our society today. Its emergence coincided with the
industrial revolution of the late eighteenth and early nineteenth centuries which had a
significant impact on the lives of disabled people. In pre-industrialisation times
agricultural and cottage industry did not preclude people with impairments from
participation in production. However with the industrial revolution production was
centred in factories which demanded dexterity and speed. This precluded the
involvement of people with impairments (Oliver, 1993a; Barnes, 1996a).
Industrialisation saw the development of poor houses and houses of correction, and
people with impairments were then admitted to these institutions, thus leading to
segregation. Doctors then took over the running of the institutions and so took control
of people with impairments. Such individualisation of social problems gave rise to the
individualistic medical approach to disability (Barnes, 1996a). Thus the individual

model of disability was born.

3.2 INDIVIDUAL MODEL OF DISABILITY

According to Barnes et a/ (1999) “the central thrust of the individual model is to cast
disability as a personal tragedy where the individual concerned must depend on others
for support” (p.27). The medicalisation of disability represented the establishment of an
individual model of disability. The central tenet of this model is that the impairment
causes disability and that the more severe the impairment the greater the disability
(Corker, 1996). The social model, on the other hand, proposes that the cause of
disability is the disabling barriers within society. The individual model has evolved to
encompass disability in terms of individual responsibility; it is up to the person with the
impairment to adapt to their immediate environment (Swain ef al, 1993; Barton, 1996,
Hales, 1996; Rioux, 1996). Disability is viewed in personal tragedy terms, that the
defining feature of the individual is their disability and that she/he is regarded as a

victim and as someone who needs care and attention (Barnes er al/, 1999). Language

12 Narrative in this instance means the stories or ways of thinking that one lives by in order to make sense
of experience (Somers 1994) as opposed to a narrative involving characters, events and plots (Labov,
1981)
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that defines a person in terms of their impairment or disability devalues their social self
and damages their private self (Phillips, 1990). The individual model only views the

person in medical and individual terms (Barton, 1993).

3.2.1 ‘Normalisation’

The thrust of the philosophy underpinning the individual model is to cure and
‘normalise’ and thus it affirms the extraordinariness of being disabled (Finkelstein,
1998). Illness and disability are about learning to live with loss of control and society
expects that the person attempts to regain control and, if this is not possible, to conceal
the loss of control as effectively as possible (Frank, 1995). Therefore there is a public

expectation that the person with an impairment will act in such a way as to minimise

their difference.

The social reality of disability is that there is a tendency to elicit feelings of discomfort,
confusion and even resentment, especially toward those who resist normalisation
(Phillips, 1990). The idea of ‘normality’ is tied up with notions about “what is right,
what is desirable and what belongs” (Morris, 1991 p.16). People with acquired
impairments usually carry these public notions or narratives with them when they
become disabled. This leads to a desire to return to the previous non-disabled state as
this is what is ‘right and desirable’. There is an assumption and expectation among
non-disabled people and those with acquired disability that disabled people want to be
‘normal’ (Morris, 1991). Goffman (1963/1990) noted that the stigmatised individual
has lost her/his ‘wholeness’ in the eyes of society. It is this ‘wholeness’ that people
want to regain. This view of wanting to be seen as ‘normal” is supported by Marr’s
(1991) qualitative study of people with Parkinson’s Disease in which she found that
they engaged in activities that would make them feel as ‘normal’ as possible. Also
Nijhof™s (2002) study found that participants, again with Parkinson’s Disease, spoke in
terms of shame brought about by their assumed rule breaking and fear of being judged

deviant. It was shame that discouraged them from appearing in public.
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With disability becoming the domain of medicine there followed the development of
new medical specialisms (i.e. rehabilitation physicians) and other professionals (e.g.
therapists) began to appear whose job it was to rehabilitate disabled people and to
‘normalise’ the disabling consequences of impairment (Barnes et a/, 1999). Their goal
was to identify ways to help disabled people fit in with ‘normal’ life so that they did
not become a burden on the rest of society. The onus was on the person with the
impairment to adapt. Phillips (1990) found that society believes that disabled people
should try harder to overcome obstacles. However it is recognised that in rehabilitation
there is more of an active collaboration between therapist and ‘patient’ than is the norm
in biomedicine, as “patients’ are very much involved in their own recovery (Mattingly,

1998). Disability is about experience and cannot be separated from the person.

This notion of normalisation is also evident in the many charities for people with
disabilities whose underpinning philosophy is the restoration to ‘normal’ or as near to
‘normal’ as possible. This is in contrast to charities of people with disabilities whose
underpinning philosophy is to do with issues surrounding the rights of disabled people

who live in a society where disability and difference are not valued.

However this is only one view of normalisation, Brechin and Swain (1988), drawing on
their work with people with learning difficulties, propose that there are a number of
interpretations. They outline the following approaches to normalisation:

i.  The most common interpretation is the one just outlined whereby one takes it to
be about normalising people (i.e. making people as normal as possible). In this
interpretation normalisation is about professional practices that are designed to
change the individual. This is at odds with an approach, such as in the self-
advocacy movement, which values the person for who she/he is.

ii.  The second interpretation Brechin and Swain (1988) outline is one which seeks
to view people with learning difficulties as people who live an ordinary life. A
life where they are seen to live in ordinary homes, travel in ordinary vehicles,
wear attractive clothes and so on as well as be seen to have appropriate valued

roles in society. However the danger of this interpretation is that, in market
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terms, the packaging becomes more important than the product (i.e. in this case
the person). Therefore in this view the image is the key factor. This
interpretation then can make it difficult for the person to be as she/he wishes as
they are encouraged to comply with a particular value system in order to gain
acceptance. “Normalisation in this sense begins to sound like superimposing a
currently fashionable veneer without any attention to the detail of what lies
underneath” (Brechin & Swain, 1988, p.220). With this interpretation the goal
of therapy is to work with the individual to make her/him as socially acceptable
as possible. Like with the previous interpretation of normalisation, this
interpretation is in danger of loosing sight of the individual.

ii1.  Brechin and Swain’s (1988) preferred interpretation of normalisation is one
which “focuses on opening up a range of life-style opportunities which are
available to the rest of the population but which have tended to be closed to
people with learning difficulties” (p.221). While admitting that there are some
inherent problems in a concept that desires normality, Brechin and Swain
contend that if it is used to stimulate a move away from commonly experienced
deprivations and restrictions towards a range of life-styles and service
provisions that are viewed as more desirable and more valued in society then
normalisation can offer a breakthrough in how one works with people with
learning difficulties. “Such an emphasis shifts the focus away from modifying
or repackaging the individual, onto a concern to minimise the restrictiveness of
opportunities” (Brechin & Swain, 1988, p.221). This interpretation of
normalisation as well as being more at one with the philosophy of the self-
advocacy movement, promotes a working alliance between the person with

learning difficulties and the professional.
While there are a number of views of normalisation, the one that takes it to be about

‘normalising’ people so that they will fit in with the rest of society is the most evident

in the field of acquired disability.
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3.2.2 Other Cultural Views of Disability

In western societies disability is viewed at a biological level, but not all cultures view it
in this way (Banja, 1996). For example the Hmong view epilepsy as an illness with
some distinction and as an honour bestowed on the individual, making that person
special (Fadiman, 1997). The Navajo in North America do not view disabled people as
incompetent, but rather define them by their unique traits (Connors & Donnellan,
1993). Similarly the Masai in Kenya do not stigmatise impairment in that the traditional
community organisation of Masai society ensures that impairment is not a major
obstacle to activity (Barnes et a/, 1999). There have been one or two examples of
impairment bringing social benefits in western society. For example, Oliver (1996b)
and Quinn (1998) cite the community in Martha’s Vineyard and its pervasive use of
sign language in the seventeenth to twentieth centuries to accommodate the large
population of deaf people on the island, with the result that both deaf and non-deaf
people in the community did not experience disability. However in general, modern
western culture views disability as tragedy and disabled people are responded to by

non-disabled people as victims of a tragic event (Hughes, 2002).

This dominance of the biomedical view in western society is strong and 1s reflected in
how many people with impairments view their situation in personal tragedy terms. For
example, McCrum (1998) views his stroke as a “calamity” and an “affliction”. While
this view may be the case in many instances, particularly of those with acquired
disability, strong counter views of disability are emerging which reflect disability in
more positive terms. The disability rights movement has been responsible for many of

these counter narratives.

3.2.3 Criticisms of the Individual Model
There have been many critics of the individual model of disability, particularly from

disabled people themselves. Oliver (1996b), a disabled writer and activist, says:

There are two fundamental points that need to be made about the individual model of disability.
Firstly, it locates the ‘problem’ of disability within the individual and secondly it sees the causes
of this problem as stemming from the functional limitations or psychological losses which are
assumed to arise from disability. These two points are underpinned by what might be called ‘the
personal tragedy theory of disability” which suggests that disability is some terrible chance event
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which occurs at random to unfortunate individuals. Of course nothing could be further from the
truth. (p.32)

It was the emergence of counter views of disability and the contemporary post-modern
society in which heterogeneity is celebrated that gave rise to the social model of
disability. “Disabled people have challenged prejudice with pride” (Hughes, 2002,
p.578).

3.3 SOCIAL MODEL OF DISABILITY

In the UK the seeds of the modern disability rights movement were sewn at the very
end of the nineteenth century when organisations controlled by disabled people came
into being — for example, the British Deaf Association and the National League of the
Blind (Hasler, 1993). However it was not until the 1970s and 1980s that disabled
activists really started to voice concern about the individual model of disability. These
debates led to the birth of the social model of disability which demanded societal
change to adapt to the person with the impairment, rather than the onus being on the
person to adapt. The emphasis was on the notion that it was the environment that dis-
abled people with impairments rather than the impairment alone. In his seminal paper

Brisenden (1986), himself disabled, comments:

On the whole, it is the organisation of society, its material construction and the attitudes of
individuals within it, that results in certain people being dis-abled. We are only people with
different abilities and requirements, yet we are disabled by a society that is geared to the needs of
those who can walk, have perfect sight and hearing, can speak distinctly, and are intellectually
dexterous. (p.175-176, emphasis in the original)

Therefore the focus of the social model is on oppression of people with impairments

due to society being structured around non-disabled human activities.

3.3.1 Disability as a Social Construction
It was in 1976 at a UPIAS (Union of the Physically Impaired Against Segregation)
meeting that a formal statement about disability was developed. The statement read as

follows:

In our view it is society which disables physically impaired people. Disability is something
imposed on top of our impairments by the way we are unnecessarily isolated and excluded from
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full participation in society. Disabled people are therefore an oppressed group in society. (cited in
Oliver, 1996b, p.33)

This was later extended to include sensory and intellectual impairments. Finkelstein

and French (1993) redefined impairment and disability within social model terms.

Impairment is the lack of part of or all of a limb, or having a defective limb, organ or mechanism
of the body. (p.28)

Disability is the loss or limitation of opportunities that prevents people who have impairments
from taking part in the normal life of the community on an equal level with others due to physical
and social barriers. (p.28)

The disability rights movement has focused on ‘de-biologisation of disability’ (Hevey,
1993a) by a focus away from individual responsibility toward societal responsibility. It
highlights the barriers within society that have a disabling effect on people with
impairments. In terms of speech and language therapy the social model provides a new
way of looking at disability and our work with people with communication
impairments such as aphasia. It forces us to identify barriers to communication within a
person’s immediate and extended social environments. Many of the barriers faced by
people with aphasia are compounded in the modern era of telecommunications — for
example, the increase in purchasing items online, the increase in the use of elaborate
menus of voice message systems. There is an increasing emphasis on dismantling
barriers and increasing participation in our work (e.g. Kagan, 1995, 1998; Lyon et al,
1997; Pound et al, 2000) and such a focus has been influenced by the social model of

disability. The social model of disability goes beyond the focus on loss and adjustment.

The media can exert a powerful influence on social attitudes and behaviour and so this
shift to social model thinking is also reflected in the disability arts movement which i1s
one of the first signs of a post-tragedy disability culture (Hevey, 1993b). This has come
in the form of theatre companies, dance companies and visual arts. People with aphasia
are also contributing to the arts in the form of poetry (Pound et al/, 2000; Ireland &
Pound, 2003; Pound, in press). This movement has challenged the traditional view of
disability in the media as being of personal misfortune and in need of care. Thus a
disability culture has grown, and continues to grow, which produces new ways of

thinking about disability that are more positive and which do not cast the disabled
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person as victim in need of care or hero bravely undertaking the struggle to be
‘normal’. The arts can help redefine disability by adding a different text or context

around the impairment (Hevey, 1993a).

Participants in Phillips’ (1990) qualitative study involving people with disabilities
recounted the liberating effect that philosophies, which promoted their social minority

status rather than their deviance, had on their self-image.

3.3.2 Disability Rights Movement in the USA

The disability rights movement in the USA was influenced by the civil rights
movement of the 1950s which focused on the struggles of African American people.
These rights were eventually achieved and the movement then became concerned with
social rights generally and had influence on other groups such as women and now
disabled people (Oliver, 1996b). These groups used similar methods (e.g.
demonstrations) to achieve equal rights. However disability politics only really began
to flourish in the US in the 1960s with the revitalisation of the woman’s movement, the

movement against the Vietnam War and the gay and lesbian movement (Malhotra,
2001).

The Independent Living (IL) movement began in the late 1960s when a group of
students at Berkeley, California, known as the Rolling Quads sought to promote the
empowerment of disabled people by organising a class called ‘strategies for
independent living’ (Morris, 1991; Russell & Malhorta, 2002). The group focused on
structural barriers within the environment rather than on the impairment of individuals.
By 1972 the first Independent Living Centre (ILC), based on the social-political model
of disablement, was founded in Berkeley. Within a few years Independent Living
Centres had developed across the states as well as in a number of other countries (e.g.
the UK, Canada, Brazil) (Russell & Malhorta, 2002). Partly as a result of the
Independent Living movement the character of the home residential care service in the
US changed away from the vast majority of disabled people living in large congregate

care facilities to living in smaller settings. However although the congregate care
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system had reduced in capacity it still received consistent levels of funds. Therefore
more funds were substantially supporting fewer people. It is recognised that there is a
need to strengthen the individual and family support systems and that this requires
additional funding (Braddock & Fujiura, 1991).

In the UK and Ireland there are now a number of Independent Living Centres whereby
appropriate housing and personal and other support services necessary for independent
living are provided. Such centres are not underpinned by the individual or medical
model of care but rather a social model philosophy dominates which promotes the
empowerment of disabled people and which emphasises that disabled people are
experts in disability (Morris, 1991). Therefore the Independent Living movement has
provided the basis for a vital social movement by redefining what most people regard

as private troubles as political issues.

The Vietnam War Veterans movement also helped to get disability rights issues on to a
political platform by ensuring that funding was available to care for the injuries,
illnesses and disabilities sustained in the course of action. This was seen as a national
obligation (Vietnam Veterans of America, 2003). Vietnam War Veterans demonstrated

to ensure realisation of these rights.

Many disabled people joined with the Vietnam War Veterans in their struggle for civil
rights and became more militant. In 1970 Disability in Action was founded. This
organisation adopted the tactic of direct political protest. In 1972 during the
presidential election, militants from Disability in Action demanded an on camera
debate with President Nixon (Malhorta, 2001). This was followed in 1973 by congress
passing the Rehabilitation Act. Section 504 of this act made it illegal for any disabled
person to ‘be excluded from the participation in, be denied the benefits of, or be
subjected to discrimination under any program or activity receiving Federal financial
assistance’ (cited Hahn, n.d.). However this legislation was only signed in 1977
following massive demonstrations by disabled activists (Hahn, n.d.; Oliver, 1996b).

Later in 1990 the Americans with Disabilities Act (ADA) was passed. This act
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extended the Rehabilitation Act to include other areas and not just federally funded
schemes. Again this legislation was only signed following mass demonstrations by
disabled people (Oliver, 1996b). While this act resulted in real improvements in
physical access, it places the onus on the person to make complaints and allows
employers and businesses lengthy ‘phase in” periods during which they are exempt
from compliance. Therefore despite the ADA disabled people in America continue to

remain largely outside the workforce (Malhorta, 2001).

3.3.3 Self-Advocacy Movement

The focus on self-advocacy with people with learning difficulties constitutes a
“thriving sociocultural and political movement” (Goodley, Armstrong, Sutherland &
Laurie, 2003, p.157). This movement is underpinned by a social model of disability and
probably began in Sweden during the 1960s where people with learning difficulties
were supported to form and lead their own leisure clubs (Shoultz, n.d.). Later at
national conferences for members of these clubs, participants developed statements
about how they wanted to be treated. By 1972 the idea had spread to the UK and North
America. Around this time a group of people with learning difficulties from Oregon
attended a conference in Canada. This conference purported to be for people with
learning difficulties yet was dominated by professionals. The group from Oregon were
unhappy about this and on their return home they formed a self-advocacy group calling
themselves People First (Shoultz, n.d.). People First groups are now flourishing around
the world. The movement has done much to highlight the rights of people with learning
difficulties. For example the aims of the Central England People First Organisation
(2001) include: to help people with learning difficulties to speak up for themselves,
with support if required; to inform people about the concerns and needs of people with
learning difficulties; to make sure that people with learning difficulties know about
their rights; and to make sure that people with learning difficulties are involved in the
planning and development of the services they receive. Other People First organisations
have similar aims (e.g. People First Lambeth, n.d.; Self-Advocacy Sydney Inc., n.d.).
All groups highlight that people with learning difficulties are “individuals with the

same human value and rights as everyone else” (People First Lambeth, n.d.).
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People with learning difficulties who take up the active role of self-advocate challenge
society’s understanding of disability (i.e. that people with learning difficulties only play
a passive role). Facilitating the self-determination of self-advocates is at odds with an
individual or medical model approach, rather it feeds into the political aims of the
social model (Goodley, 1998). Self-advocacy and People First groups are an important
development for the opportunity they offer to develop “the confidence of individuals
and groups to enable them to speak out for human rights and challenge oppression in a
disabling society” (Goodley et al, 2003, p.149). Through shared action planning (i.e. a
plan which is created by an adult with learning difficulties working in partnership with
a supporter) the balance of power is gradually shifting from professionals to adults with
learning difficulties (Sutcliffe & Simons, 1993).

3.3.4 Criticisms of the Social Model

While the social model has been welcomed by many people with disabilities in the way
in which it promotes a different view of disability as compared to the individual model,
there have been a number of criticisms of it in the disability literature. For example a
number of writers (e.g. Morris, 1991; French, 1993a; Shakespeare, 1994; Abberley,
1996, Hughes & Paterson, 1997; Corker & French, 1999; Thomas, 1999a) argue that
the experience of the impairment is neglected in the experience of disability and for
locating it solely within society. French (1993a) highlights that some problems
associated with an impairment may be difficult to solve by social manipulation alone,
yet they contribute to the experience of disability. As an example she outlines her own
experience of being visually impaired and being unable to judge people’s reactions to
what she is saying, so that she has difficulty in making the appropriate repairs.
Similarly Parr et al (1997) comment how the impairment of aphasia can be disabling in
itself, for example, not being able to experience the joy of reading or having a gossip.
The social model needs to account more for the experience of the impairment itself and
one cannot separate the two — “disability therefore is experienced from the perspective
of impairment” (Hughes & Paterson, 1997, p.335). Shakespeare (1994) states that a

social model of disability should seek to explore, not ignore, the individual experience
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of impairment. The present study addresses this issue as it seeks to explore how people

with aphasia make sense of their impairment and manage it in day to day life.

The social model of disability has also been criticised on grounds of not meeting the
needs of certain groups of society, for example those with learning difficulties
(Chappell, 1998), those who are deaf (Corker, 1998) and those with aphasia (Parr ef al,
1997). The social model has been developed by articulate individuals, usually with
physical or sensory impairments, debating and writing about issues surrounding
disability. The vehicle they use to promote disability issues is language, which by its
very nature excludes those who have particular difficulties in language (i.e. those who
have aphasia, those who have learning difficulties). This is supported by Corker’s
(1998) comment that the disabled people who are most marginalised from the disability
rights movement are those groups for whom language is critical in some way. The
written word excludes people with learning difficulties as much as steps exclude those
with a physical impairment (Walmsley, 1994). The same could be said of people with

aphasia.

Initially in the development of the social model there was a focus on the structural
dimension of disability, but Thomas (1999a) highlights how such a restricted focus
fails to consider the emotional consequences of disability. She proposed an extended
social relational understanding of disability to include both the structural and psycho-

emotional dimensions of disability, and redefines disability as follows:

disability is a form of social oppression involving the social imposition of restrictions of activity
on people with impairments and the socially engendered undermining of their psycho-emotional
well-being. (p.3 & p.156)

She describes the psycho-emotional dimension of disablism as the socially imposed
restrictions which operate to shape “personal identity, subjectivity or the landscapes of
our interior worlds” (p.46). Thomas believes that there are social barriers that place
limits on psycho-emotional well-being — for example, feeling hurt by the reactions of
others, being made to feel worthless — all of which might make the person avoid going

out. One person with aphasia reported to me how others’ reactions made him feel like
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“never saying anything again”, suggesting a barrier to psycho-emotional well-being. A
social model of disability that encompasses both the structural and psycho-emotional
dimensions of disability, as suggested by Thomas (1999a), acknowledges the personal
experience of living with disability and impairment from a social standpoint. This study
encompasses issues surrounding the psycho-emotional dimension of disability in

relation to people with aphasia.

3.3.5 Acquired Impairments

It has been proposed that people with acquired impairments experience both
externalised and internalised oppression in terms of attitudinal barriers (Woolley,
1993). They face attitudinal barriers from outside in the form of others’ reactions and
attitudes to their impairment, but they also have their own internalised barriers in the
form of their old non-disabled attitudes to impairment. Phillips (1990) found that
disabled people felt a pressure to hide their disability and fit in with the valued societal
view of being ‘normal’. Prejudice toward disability, particularly if it is acquired, also
resides in disabled people’s heads (Morris, 1991). Woolley (1993) contends that this
can lead to coping strategies such as denial, bargaining for ‘normalcy’ and looking
towards modern medicine to provide a cure. Pound (in press), a practising speech and
language therapist working with people with aphasia, comments that most people come
to her with requests to “make my speech better”, rather than a request to “help me learn
to lead a new life as a disabled person”. Aphasia is an acquired impairment of
communication, therefore the person has lived most of their life as a non-disabled
person, carrying with them generally accepted public views linked to biomedicine of

cure and make-well-again.

To summarise this section, the social model of disability was developed to provide a
critique of the powerful social perceptions of disability that view it as a personal
tragedy or individual deficit (Barton, 1998). It aims to affirm some alternative positive
images of disability. The social model view is that impairment is a particular form of
social oppression. People who align to it assert that it is society’s responsibility to

dismantle barriers that increase the experience of disability.
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the di§abled people’s movement has become a powerful voice arguing for radical changes in the
ways in which disabled people are treated by society. (Barnes et al, 1999, p.180)

Table 3.1 summarises the differences between an individual model perspective and a

social model perspective.

Table 3.1: Individual model and social model perspectives

Individual Model

Social Model

Locus of problem rests with the individual
with the impairment. Onus on person to
change.

Locus of problem rests with societal
barriers. Onus on change of societal
beliefs and practices.

Disability viewed as a medical condition.

Disability viewed as a social reality.

Focus on impairment as the cause of
disability.

Focus on discrimination and prejudice as
the cause of disability.

Underpinned by personal tragedy theory.

Focus on oppression due to the way in
which society is structured around normal
activities.

Functionally defined (i.e. disability looked
at in terms of fulfilling social roles).

Experientially defined (i.e. disability
looked at in terms of self & experiences).

Operates with notion of normalcy: if one
cannot return to this then affirms the
extraordinariness of disability.

Operates with notion of difference and
being a member of a minority group.

Assumption of wish to return to normalcy
or as near as possible to this.

Challenges the assumptions of normalcy.

Product of exclusion (i.e. person with the
impairment must strive for normalcy to be
included).

Demands inclusion regardless of
impairment.

Focus on needs.

Focus on rights.

Charities for (i.e. needs focused).

Charities of (i.e. rights focused).

According to the sociological literature we are in the process of a paradigm shift
moving away from an individual model of disability towards a social model of
disability (Nettleton, 1995; Leach, 1996; Oliver, 1996a; Reeve, 2002). The emergence
and strength of the disability rights movement has played a significant role in this shift
of focus (e.g. Swain et al, 1993; Barton, 1996b; Oliver, 1996b). This paradigm shift is
reflected in the different emphasis of the more recent ICF (WHO, 2001) as compared
with the individual model emphasis of the ICIDH (WHO, 1980).
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While the preceding two sections have addressed the two main models of disability the
following section outlines the World Health Organisation’s view and classification

system of disability and how it has evolved since its inception in 1980.

3.4  INTERNATIONAL CLASSIFICATION OF FUNCTIONING,
DISABILITY AND HEALTH (ICF)

The ICF (WHO, 2001) is a framework for the description of health and health-related
states. Before its significant revision it was known as the International Classification of
Impairments, Disabilities and Handicaps (ICIDH) (WHO, 1980). The aim of this
multipurpose classification system is to provide a scientific basis for understanding
health and health related states; to establish a common language for the description of
such states; to allow for comparison of data; and to provide a systematic coding scheme
for health information systems (WHO, 2001, p.5). The ICIDH (WHO, 1980) came
under heavy criticism from disability activists and writers and this in part led to
significant changes being made which resulted in the publication of the ICF. This
section outlines in brief the ICIDH and criticisms of it before going on to address the
ICF.

3.4.1 International Classification of Impairments, Disabilities and Handicaps
(ICIDH)

The ICIDH (WHO, 1980) was motivated by an individual model of disability in that it
located and defined the problem in terms of the person with the impairment (e.g.
Oliver, 1993a; Finkelstein & French, 1993). It identified impairment as the ‘loss or
abnormality of psychological, physiological or anatomical structure or function’
(WHO, 1980, p.27); disability as the ‘restriction or lack (resulting from an impairment)
of ability to perform an activity in the manner or within the range considered normal
for a human being’ (WHO, 1980, p.28); and handicap as the ‘disadvantage for a given
individual, resulting from impairment or disability, that limits or prevents fulfilment of

a role that is normal for that individual’ (WHO, 1980, p.29).
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Badley (1995) discusses the limitations of ICIDH with particular reference to the term
handicap and his review emphasises the importance of considering external factors in
the experience of handicap. However social model proponents rejected the notion of
handicap altogether and redefined the ICIDH term disability as being “the loss or
limitation of opportunities that prevents people who have impairments from taking part
in the normal life of the community on an equal level with others due to physical and
social barriers.” (Finkelstein & French, 1993, p.28). Thus they highlight the barriers in
society that have a disabling effect on people with impairments. As previously touched
upon, there are many barriers for people with aphasia that limit their opportunities to
take part in the normal life of the community on an equal level as others. For example
Lewis and Rosenberg (1990) state that people with “significant expressive or receptive
language disorders are not suitable candidates for [psychoanalytic psychotherapy] in
which the primary medium of exchange is language” (p.70). Thus in this instance,
barriers were erected by professionals to a particular service for those people who have
impairments in language processing such as aphasia. The situation is now changing as
it is recognised that people with aphasia should also have access to counselling (Ireland
& Wooton, 1996; Pound er al, 2000) and strategies to dismantle barriers to
communication along the lines advocated by Kagan and colleagues (e.g. Kagan &
Gailey, 1993; Kagan, 1995, 1998) can be used to allow this to happen successfully. The
ICIDH would have taken the view that the barrier to such participation was the

impairment rather than the professionals’ inability to reduce barriers to communication.

The ICIDH failed to acknowledge barriers within the person’s environment that may

account for disability; rather it located the reason for disability with the impairment.

3.4.2 International Classification of Functioning, Disability and Health (ICF)

In response to such criticisms the World Health Organisation set about revising the
ICIDH. This resulted in the development of the ICF (WHO, 2001) which differs
significantly from the ICIDH and places a great deal more emphasis on environmental

and social factors as having an influence on the experience of disability.

The overall aim of the ICF classification is to provide a unified and standarfl Ianguage and
framework for the description of health and health-related states. (...) The domains contained in
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ICF can, therefore, be seen as health domains and health-related domains. These domains are
descqbed from the perspective of the body, the individual and society in two basic lists: (1) Body
Functions and Structures; and (2) Activities and Participation. (WHO, 2001, p.3)

The terms “body functions and structures’ and ‘activities and participation’ replace the
old terms of impairment, disability and handicap in the ICDIH classification system.
The ICF uses the term functioning as an umbrella term to encompass all “body
functions, activities and participation” and the term disability as an overarching term to
refer to “impairments, activity limitations or participation restrictions” (WHO, 2001,
p.3). The ICF defines impairments as “problems in body function or structure as a
significant deviation or loss” (WHO, 2001, p.12). They go on to make the following
definitions:

Activity is the execution of a task or action by an individual.

Participation is involvement in a life situation.

Activity limitations are difficulties an individual may have in executing activities.

Participation restrictions are problems an individual may experience in involvement in life
situations. (WHO, 2001, p.14)

The ICF is inherently a health and health-related classification system and for this
reason it is anticipated that disabled activists will take issue with it, as they see
disability as being socially constructed. That being said, the ICF does go to some
lengths to consider the disabling effects of the environment and context. It does this by
organising information in two parts. Part one deals with Functioning and Disability
while part two deals with Contextual Factors. The contextual factors component takes
into consideration the environmental and personal factors that may have an impact on
functioning and experience of disability in terms of facilitating or hindering

functioning.

A person’s functioning and disability is conceived as a dynamic interaction between health
conditions (diseases, disorders, injuries, traumas, etc.) and contextual factors.” (WHO, 2001, p.8)

Disability itself is described in terms of impairment, activity limitation or participation
restriction rather than as impairment, disability and handicap as in the old ICIDH

classification system.
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Disability is characterised as the outcome or result of a complex relationship between an
iqdividual’s health condition and personal factors, and of the external factors that represent the
circumstances in which the individual lives. Because of this relationship, different environments
may have a very different impact on the same individual with a given health condition. An
environment with barriers, or without facilitators, will restrict the individual’s performance; other
environments that are more facilitating may increase that performance. Society may hinder an
individual’s performance because either it creates barriers (e.g. inaccessible buildings) or it does
not provide facilitators (e.g. unavailability of assistive devices). (WHO, 2001, p.17)

With regard to working with people with aphasia, speech and language therapists work
in partnership with the person on each level, depending on the priorities of the
individual concerned. For example, taking Tom’s perception and interpretation of other
people’s reactions, a focus of therapy could be to collaboratively identify possible
reactions he may get to his language difficulties and to explore ways he might deal with

such reactions that would enable him to build his self-esteem and sense of well-being.

Both the ICDH and ICF classification systems have been very influential in the way in
which therapists approach rehabilitation. Although in general therapy practice there
still tends to be a focus on addressing the impairment, there is increasing interest in
addressing the level of activities and participation (e.g. Byng ef a/, 2000; LPAA, 2000:
Pound et al, 2000; Worrall & Frattali, 2000).

3.4.3 Comparing the Social Model with the WHO Model

Oliver (1993b) provides a useful framework to compare the social model with the
ICIDH and ICF approaches. He states that disability can be viewed in three distinct
ways:

1. As an individual problem to which the person should adapt to society demands.
This would be in line with the individual model of disability and the old WHO
ICIDH (WHO, 1980) which views the impairment as causing disability.

ii.  As more socially constructed whereby the social dimension is acknowledged
and that the process of changing attitudes is enough to bring about positive
change for disabled people. This is more in line with the new ICF (WHO, 2001)
where environmental, contextual and social factors are taken into consideration

in the disabling experience of the individual.
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1ii.  As a social creation whereby disability is created by institutions, organisations
and environments and which demands action within the political arena. This is

in line with the social model with its emphasis on social change.

3.4.4 ICF and Social Model Links to Aphasia Perspectives

In terms of the different perspectives to aphasia and how they fit with the ICF and

social model of disability, the following is the case:

e The psycholinguistic perspective works at the level of the impairment.

e The functional perspective works at the level of activities from an ICF viewpoint
but at the level of the impairment from a social model perspective though it
addresses communication difficulties in context, the focus is on the person with the
impairment to adapt rather than society.

e The psychosocial perspective operates at the level of participation from an ICF
standpoint, but does not focus on dismantling barriers to communication so fails to
fully address the disability from a social model perspective.

e The sociological perspective addresses the levels of activities and participation as
well as contextual factors from an ICF viewpoint and the level of disability from a

social model perspective.

While the key aim of the present study is to explore the resources that people draw on
to make sense of aphasia and how to manage it in day to day life, in the process it will
also address issues surrounding activity and participation and so contribute to our
knowledge of the degree of activity limitation and participation restriction imposed

upon people with aphasia.

It remains to be seen how this new classification system of ICF will be received by
disabled activists and writers. In my opinion, they will take issue with the fact that

disability is classified as a health-related condition as this is at odds with their

contention that disability is a social creation.
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This section has outlined the internationally known ICF (WHO, 2001) and ICIDH
(WHO, 1980) systems of classifying health and health related states. I discussed them

in relation to both the individual model and social model of disability.

3.5

DISABILITY AND NARRATIVE

Narrative is one way of exploring personal and societal meanings of disability and this

is discussed in the next chapter. However French (1994) considers that there are four

factors that are important to the experience of disability. They are:

1.

11.

111,

1v.

The point at which the impairment is acquired: in the case of aphasia it is nearly
always acquired in adult life. This brings with it the necessity to move from a
non-disabled role to that of being disabled. Therefore the person may bring with
her/him internalised prejudices regarding disability (Woolley, 1993), thus
compounding the experience of disability.

The visibility of the impairment. aphasia is invisible until the person opens
her/his mouth to speak, when it becomes apparent. French contends that a
person with an invisible impairment may experience more social difficulties as
their disability is not clearly defined. The person can decide whether to reveal
or conceal the impairment, both of which carry risks. If the person reveals then
she/he risks rejection, if she/he conceals then there is the risk of discovery.

The comprehensibility of the impairment and disability to others: the invisibility
of aphasia and the actual nature of the impairment together with its fluctuating
tendency makes it difficult to understand. For example the functional ability of
the person may depend on the situation she/he finds her/himself in, thus making
it difficult to fully comprehend what she/he is able to do. The social and
psychological environment must always be considered.

The presence or absence of illness: in the early days post-stroke the person with
aphasia could be described as ill and therefore people will allow for that fact in
how well the person communicates. However once she/he is well again she/he
may still experience fatigue that affects their language abilities negatively.

However this may be less well understood by others if the person is seen to be

well.
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With regard to French’s (1994) first point Tom, introduced at the beginning of this
chapter, strives to speak fluently as not to speak ‘normally’ brings with it negative
reactions. Therefore there is a natural desire to regain speaking abilities as they were
pre-onset of aphasia. Some people with aphasia do ‘get better’, but many do not and
they have to learn to live with aphasia in the long term. There is a need to be able to

live life healthily wirh aphasia. If this is so, then alternative views of disability need to
be told.

Kleinman (1988) proposes a narrative view on illness when he calls for a redefinition
of medicine. He states that the purpose of medicine is both control of the disease
processes and care of the illness experience. However it is the former that has received
most attention and which has been viewed as more important, even though the
interpretation of illness meanings and the handling of emotions within intimate
personal relationships are the point of medicine. Therefore illness must be seen to be as
important as disease. To redress the balance one needs to make “the patient’s and

family’s narrative of the illness experience more central in the educational process”
(Kleinman, 1988, p.255).

3.6 SUMMARY

This review of the disability literature identified and discussed the two main models of
disability: the individual model driven by the narrative of modern medicine, and the
social model developed by disability rights activists. The individual model locates
disability within the individual while the social model locates disability within society
which imposes restrictions and obstacles for the person with the impairment. The main
public view of disability is one that regards the person as less than whole in a society
which values wholeness. There is an expectation that the individual should seek to be
whole again or as near as possible to this. The social model of disability provides a
counter view to this in the way it values difference and places the responsibility for the

experience of disability on society at large.
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The review went on to discuss the contribution that the ICIDH (WHO, 1980) and the
more recent ICF (WHO, 2001) have made to our understanding of disability. The
ICIDH 1is underpinned by an individual model philosophy while the ICF takes more
account of the effects of environmental and contextual factors that may play a role in
the experience of disability. Perspectives in aphasia follow along similar lines with
more ‘traditional’ approaches such as the cognitive neuropsychological and functional
perspectives taking an individual model perspective while more contemporary

approaches such as the sociological perspective taking more of a social model

perspective.

This review has highlighted the dominant narrative of modern medicine which
underpins the more traditional ways of understanding disability. However strong
counter views are emerging via the disability rights movement. Nonetheless there have
been no studies that have explored in depth personal narratives of disability and how
these may relate to public narratives. A study of how people, those with impairment
and those close to them, view, understand and experience disability on a personal level
would enrich our understanding of disability in general. This study aims to do just that
with regard to aphasia. It explores in depth narratives of aphasia from the point of view
of the person with aphasia and those close to her/him in terms of how they make sense
of and manage aphasia in day to day life. An understanding of the narrative literature 1s
important in order to be able to do this. The following chapter therefore provides a

review of narrative.
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CHAPTER 4
LITERATURE REVIEW: NARRATIVE

From a biomedical perspective the main character of illness and disability is the
pathology from which the professional expert makes a diagnosis and treats the
condition. A narrative perspective, on the other hand, proposes that the main character
is the person with the pathology in that the focus is on the illness or disability
experience and all that this entails (Lieblich er a/, 1998; Mattingly, 1998).

Patients’ narratives give voice to suffering in a way that lies outside the domain of the biomedical
voice. (Hydén, 1997, p.49)

The last chapter addressed models of disability and discussed the biomedical
perspective in some depth. This chapter addresses the narrative perspective. In it I
explore the meanings of narrative and the narrative frameworks that have evolved

before going on to outline some narrative studies that have been undertaken.

41 INTRODUCTION TO NARRATIVE

Chronic illness and disability can take on specific meanings that can be understood
through the narratives of the person concerned, members of their family and other
relevant people (Kleinman, 1988). Kleinman goes on to say that all too often the voice
of medicine drowns out the voice of the person’s lifeworld, therefore careful attention
to the illness or disability account is essential. Narrative addresses this issue of paying
attention to the illness or disability experience, and is gaining increasing popularity in

the practice of medicine (e.g. Greenhalgh & Hurwitz, 1998).

But, when sickness is more or less chronic, we cannot understand a right and good healing action
without understanding what the sickness is doing to the person’s self-respect, to his life plan, and
to the narrative account of his life. (Brody, 1987, p.192)

This statement infers that we need to delve beneath the symptom in order to establish

how the illness or impairment is affecting the individual in personal terms.
The onset of aphasia, as with the onset of any disability or illness, upsets one’s sense of

order. One may not be able to continue with those routine aspects of daily living which

generally serve to establish a sense of continuity and order (Becker 1999). With such a
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change in life circumstances the person needs some means to re-establish a sense of
order to her/his life. It has been proposed that narrative can facilitate this process
(Brody, 1987; Kleinman, 1988; Frank, 1995; Becker, 1999, Clouston, 2003). As
outlined in the previous chapter, the individual or medical model has been criticised for
managing the disease without recognising what the person is experiencing. Narrative is
one approach that can be used to explore individual experience and to address issues
surrounding the onset of disability in an attempt to understand the way in which people
adapt and respond to traumatising events (Crossley, 2000). It is very much grounded in
the attempt to understand the specific experiences undergone by individuals. Frank
(1995) uses the analogy of a map and suggests that one’s life map is lost with the onset
of illness or disability and that recovery is about re-drawing this map and finding new
directions and destinations. Drawing on her personal experience of traumatic brain
injury, H. Hill (1999) believes that rehabilitation should focus more on the
development of new maps rather than restore the original pattern of behaviour. She
proposes that the original pre-injury maps are no longer valid. She personally needed a

new set of navigational skills.

Becker (1999) suggests that illness reflects a narrative structure in which there is a
beginning (the onset of illness), a middle (the chaos associated with disruption) and an
end (return to normalcy). However she goes on to say that in chronic illness there 1s a
“limbo-like” state whereby one may enter as one sort of person and emerge altered in
some essential way. Mattingly (1998) refers to this as “liminal space” where the person
is neither who she/he once was, but not yet some new person. It is usually in this
“liminal space” that a speech and language therapist, among others, might become
involved in working with the person in making the transition from illness reality to a

new reality.

C. Hill (1997) thinks about illness in a different way; she uses a thread metaphor to
reflect illness and recovery. A single thread made up of many strands interwoven
together depicts a single life; parallel threads depict that life with other people — some

more closely connected than others. With the onset of illness the strands of the thread
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become all unravelled with some bits broken — suggesting that some of life’s narrative
remains intact while other parts do not — resulting in a loss of stability, ‘taken-for-
grantedness’ and sense of continuity. Finally with recovery, strands join up again to

reflect a return to meaningful life. She suggests that a return to meaningful life is more

important than achieving functional independence.

Narrative, it seems, looks beyond the mask of disease or disability to the actual
experience of it on a personal level. However the term ‘narrative’ means different

things to different people. The following section describes some definitions of

narrative.

4.2  DEFINITIONS OF NARRATIVE

There are two main contrasting definitions of narrative. One suggests that a narrative is
like a story and involves a plot (e.g. Labov, 1981), while the other proposes that a
narrative is a set of arbitrary metaphors for making sense of a situation (e.g. Donald,

1998). I call these the story-type narrative and metaphor-type narrative respectively.
Each will be addressed briefly.

4.2.1 Story-Type Narrative Perspective

Labov (1981) provides the traditional approach to narrative when he describes most
narratives as giving orienting information that include time, place, participants and
behaviour that surround a plot. Every narrative is about something and when someone
decides to tell a narrative she/he has normally decided to tell a story about an event.
Thus he equates narrative with story. Similarly Riessman (1990) defines narrative as a
“discourse organized around time and consequential events in a ‘world’ recreated by
the narrator” (p.1195). However she contends that there are different kinds of narrative
and not just story narrative. In her opinion other narrative types include the habitual
narrative, which tells of the general course of events, and non-narrative segments which
report thoughts or actions. Like Riessman, Gabriel (1997) treats story as just one
particular type of narrative. He proposes that stories constitute facts-as-experience (1.e.

how things are experienced) while other narratives (e.g. opinions, descriptions) are
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facts-as-information. There can be many different accounts or stories of the same
incident depending on the person’s role and how threatened they feel by the event
(Gabriel, 1995). Therefore both Riessman and Gabriel view narrative as the text of

something that the person is relating.

Similarly C. Hill (1997) defines narrative as being more like a story, she describes it as
“the recreation of events and actions in a symbolic structured way so that the motives
of the actors and the morality of the situation can be understood by self and others”
(p.132). She outlines four main interdependent characteristics which have been
attributed to narrative and how these are affected by stroke. Firstly, there is temporality,
whereby narrative is our primary way of organising our experience of time and time is
disrupted in many ways, following a stroke, in that the rhythms of life may be broken
as it takes much longer to say or do things. Secondly, there is identity, whereby people
tend to create stories that reinforce their sense of who they are. A stroke affects identity
through changes in relationships and in acquiring a different label (i.e. disabled,
‘aphasic’). Thirdly, there is understanding of the world, in that people use stories to
understand their social world. The taken-for-grantedness aspects of our social world are
potentially lost following a stroke. And fourthly, there is unity, whereby narratives help
us to link events together to form a complete whole. In the experience of stroke there 1s
a lack of a sense of unity as the body has failed suddenly for no clear reason, thus

making it more difficult to include the event of stroke in a story which creates meaning.

This notion of narrative as story is reflected in the increasing literature on life story

whereby:

Life story is the interface between life as lived and the social times; like Erikson’s concept of
identity, life narrative interweaves individual experience with historical reality and thus interfaces
with approaches in sociology, anthropology, and the burgeoning field of oral history. (Josselson,
1993, p.xiii)

A person’s life story is usually elicited through interview and Atkinson (1998) proposes
the life story interview as a means of gaining information about the person’s individual
life which provides a means for that person to increase her/his working knowledge of

her/himself. Compared to Labov’s notion of story pertaining to a particular event,
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story-type narrative has evolved to include a very loose story plot so that it reflects the
account a person gives of life or particular aspects of life. Booth (1996) defines

narrative methods as:

methoqs aimed at depictipg people’s subjective experience in ways that are faithful to the meaning
they give to their own lives. (...) [They] provide access to the perspectives and experiences of

oppressed groups who lack the power to make their voices heard through traditional modes of
academic discourse. (p.237)

Booth (1996) goes on to outline the characteristics of narrative methods. Firstly, they
provide an insider view of the person as she/he is the expert witness. Secondly, they
make abstract claims more tangible by grounding them in lived experience. Thirdly,
they help to ensure against the ‘disappearing individual’. Fourthly, they form a bridge
between the individual and society, as it allows one to listen beyond what the
information actually says (i.e. how it is said) in that it links to public and cultural
narratives that are within society at large. And fifthly, they unmask the confusion,
ambiguities and contradictions that characterise people’s lives. In terms of illness and
disability, narrative provides meaning, context and perspective to the person’s
situation. While all these points are relevant to the present study it is the fourth point
that is of particular interest here, in that the study aims to address what public as well as
personal narratives the person draws on to make sense of aphasia and how these

interrelate. A life story of a person with aphasia would therefore provide insight.

It defines how, why, and in what way he or she is ill. The study of narrative offers a possibility of
developing an understanding that cannot be arrived at by any other means. (Greenhalgh &
Hurwitz, 1999, p.48)

Frank (1995) outlines how in pre-modern times the official illness stories were the lay
stories, but in the modern era these were eclipsed by the professional’s story with its
focus on pathology having greater voice. Now in post-modern times the lay person’s
story is once again re-emerging and is beginning to be viewed on equal terms with the
professional story. This situation is reflected in the literature with the emergence of
many published stories of illness and disability and with professionals taking greater
account of the lay story (e.g. Greenhalgh, 1999; Greenhalgh & Hurwitz, 1999; Launer,
1999). According to Clouston (2003) an illness narrative has three purposes. First, it
enables understanding of the illness experience for the self through the telling of the

story. Second, it enables understanding for others of how individuals deal with illness
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and disability and issues of disruption to identity. And third, narrative shapes the

perception that the individual has of the illness and so has an impact on the plot of the
story.

In summary the term narrative in this perspective can be used to refer to what and how

the person relates events, experiences and feelings. It is, for example, the text of a life

story interview.

4.2.2 Metaphor-Type Narrative Perspective

This definition of narrative encompasses the notion that narratives are “just a set of
arbitrary (although conservative) metaphors for organising and making predictable
infinite permutations and combinations of sensations™ (Donald, 1998, p.22). This type
of narrative is less frequently referred to in the literature. Atkinson (1998) refers to
‘submerged stories’ which he says tell us more about issues relating to for example
class, gender and disability. In identifying submerged stories one needs to focus on
how the person is telling their story, as well as what they are saying. This involves
paying close attention to grammar, vocabulary and metaphor. One person with aphasia
once said to me “you can run the country from a wheelchair”. This was said in the
context of having aphasia and inferred that one could not run the country if one could
not speak. This suggests the privileged meaning he assigned to language and the ability
to communicate in our society. Such submerged stories interwoven in a life story can
provide rich insight into lived experience and how the person views self. Becker (1999)
also highlights how looking at metaphor provides one way of locating new meanings
which may then facilitate efforts to reorganise life after a life changing event. Metaphor

type narratives tell us about how life’s problems are created, controlled and made

meaningful, and about

the way cultural values and social relations shape how we perceive and monitor our podigs, le}bel
and categorize bodily symptoms, interpret complaints in a particular context of our life situation,
we express our distress though bodily idioms that are both peculiar to distinctive cultural worlds
and constrained by our shared human condition. (Kleinman, 1988, p.xiii)
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Somers (1994) outlines a number of metaphor-type narratives.

1.

11.

111.

Ontological narratives are the stories we use to make sense of life and which
we use to define who we are and for knowing what to do. They are the personal
narrative we hold about life. They guide us in how to behave and respond to
situations as they occur. They may draw on public narratives.

Public narratives are attached to cultural and institutional formations larger
than the single individual. In relation to disability such narratives would include

the view that disability is a personal tragedy, narratives of abnormality and as
lives not worth living (Thomas, 1999b).

Metanarratives are the master narratives such as ‘Progress’, ‘Industrialisation’
and ‘Capitalism’. As biomedicine is such a powerful and pervasive narrative in

our culture it could also be classified as a metanarrative.

These narratives are the stories we live by that allow us to make sense of things around

us and things that happen to us. Somers (1994) states that:

it is through narrativity that we come to know, understand, and make sense of the social world,
and it is through narratives and narrativity that we constitute our social identities. (...) All of us
come to be who we are (however ephemeral, multiple and changing) by being located or locating
ourselves (usually unconsciously) in social narratives rarely of our own making. (p.606, emphasis
in original)

People try to make sense of what has happened by attempting to assemble or in some

way integrate these happenings within one or more narratives. It is the tapping into the

social, public and cultural narratives that then guides behaviour (Somers, 1994).

This section has presented two different, though connected, ways of looking at

narrative. | outlined what is meant by story-type narrative and what is meant by

metaphor-type narrative. This study draws on both.

Some authors address the issue of these types of narratives in relation to how one can

explain and make sense of illness and disability. The next section outlines some of

these perspectives.
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43  NARRATIVE PERSPECTIVES

Greenhalgh and Hurwitz (1999) make the comment that the patient’s narrative has
become increasingly repressed in medical practice over the past two hundred years.
Prior to that time doctors based a large part of their diagnosis on what the patient told
them (Hogarth & Marks, 1998). However more recently the important role that
narrative has to play in medicine is (re)gaining attention. This interest has cumulated in
the publication of the seminal book entitled Narrative Based Medicine edited by
Greenhalgh and Hurwitz (1998). In the Forward Greenhalgh and Hurwitz talk about
narrative in terms of being a bridge between teller and audience by which the two
connect and across which stories travel (for example doctors travel across the bridge
seeking parts of the narrative that fit with the stories of disease). Heath (1998)
comments how “stories are the basic tool and the great reward of general practice, with
the capacity to enrich the lives and the experience of both patient and doctor™ (p.83).
She advises that the doctor should allow time for the patient to develop the narrative to
include the psychosocial context in which the symptoms are embedded. Not only is
narrative recognised as having a role to play in diagnosis in medical practice it 1s also
recognised that one’s story-telling capacity enables one to make order out of chaos
(Donald, 1998). Thus listening and responding to the patient’s narrative is both
diagnostic and therapeutic and is once again being recognised as critical in our

understanding of disease and the illness experience.

This section outlines a number of different perspectives with regard to narrative
explanations; they include the work of Frank (1995), Stainton Rogers (1991) and
Crossley (2000). Frank (1995) proposes a number of illness narratives which he
suggests are useful to help the practitioner make sense of the illness experience.
Stainton Rogers (1991) takes a different stance in her studies of the way in which
people explain health and illness. Finally Crossley (2000) draws on her research with
people with a diagnosis of HIV in which three narratives emerged that were

characteristic of the way in which participants dealt with their diagnosis. Each is

addressed below.
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4.3.1 Iliness Narratives

Frank (1995) states that there are two main types of stories: ‘outside’ stories which tell
about the illness and are generally told to professionals, relatives and friends: and
‘inside’ stories that repair, re-draw maps and find new destinations. It is these latter
stories that have a healing quality. Frank goes on to identify three main illness
narratives which he says are useful as listening devices to determine the person’s

perspective. Each of these is described in turn.

a) Restitution narrative

The storyline of this narrative is that one is well, one gets sick and one gets well again;
it i1s the story that others most want to hear. It links with the metaphor of body as
machine which can be repaired. This storyline is particularly relevant to those who
have recently become ill and is supported by the cultural expectations of restoring to
‘normal’. The story is interrupted with tests and treatments that occur on the road to
restoring health. Illness is therefore viewed as transitory and the active player is the
remedy; it affirms that breakdowns can be fixed. The metanarrative of modern
biomedicine is strongly aligned to the restitution narrative. In addition we are
bombarded by this storyline in the media (particularly advertising) and, together with
its strong alignment to biomedicine, it influences one to feel that it 1s the most
acceptable narrative. It is compelling, as many people do get well again. However a
problem arises when the person does not find restitution, as is the case of many people
following a stroke who may have to live with aphasia in the long term, and so other

stories need to be told.

b) Chaos narrative

This narrative is difficult to hear as it has a fragmented quality to it. In it one imagines
life never getting better and in the lived chaos there is only immediacy. There is an
incessant present in the telling with no memorable past or discernible future and what is
actually told only provides a glimpse of all that is wrong. In a chaos narrative one 1s
‘sucked into the undertow’ of illness and the story remains the person’s own; suffering

is too great to tell and the voice of the teller is lost. It is as if experience and feelings

7R



outstrip the person’s capacity to distinguish and describe them and without intelligible
narratives we are lost (Donald, 1998). Frank maintains that it is important to hear the
chaos and not steer the person away from their feelings: “To deny a chaos story is to
deny the person telling this story, and people who are being denied cannot be cared
for.” (p.109). However in modern medicine with its restitution bias, there is a tendency
to redefine chaos in terms of a new diagnosis or label (i.e. depression) that can be

controlled in some way (i.e. with drugs). The alternative would be to witness and

accept the chaos story before it can be rebuilt.

c) Quest narrative

“Quest stories meet suffering head on; they accept illness and seek to wse it. Illness 1s
the occasion of a journey that becomes a quest.” (p.115, emphasis in the original). The
person may not always be clear about what is quested but there is a belief that
something is to be gained through the experience. Therefore in a quest narrative illness
or disability is incorporated into daily life and there is a sense of purpose. The ill or
disabled person has a voice and is the teller of her/his own story. There are three main
types of quest stories. Memoir where the illness story is told with other life events,
trials are not minimised but told in a resigned way without flourish, it has the gentlest
style; manifesto where the emphasis is on social reform has least gentle style; and

automythology which involves self-reinvention with its emphasis on individual change.

In quest narratives the interruption is reframed as a challenge. The story is told in the il

person’s voice though restitution and chaos may remain background voices.

Frank goes on to describe festimony whereby the person is a ‘witness’ and 18
responsible for telling what happened. These stories, by their very nature, are usually
quest narratives. The restitution narrative is the least obvious testimony, being so bound
up in being cured, and the chaos narrative prevents one from hearing oneself. Most
published stories are testimony and there is now much interest in this with the
abundance of published stories of illness and disability. Published stories of testimony

include stories of aphasia (Ireland, 1990; Ireland & Black, 1992; Newborn, 1997,
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Boazman, 1999), stroke (Cant, 1997; McCrum, 1998), head injury (Rice, 1992; Raynor,
1993; Hill, 1999), locked-in syndrome (Bauby, 1997), physical disability (Slack, 1999),
leg injury (Sacks, 1984) and heart attack and cancer (Frank, 1991). In testimony the
content of illness and disability stories is important firstly for the teller as it reorders
life story, secondly as a guide for others, and thirdly to provide health professionals and
care givers with an understanding of the illness or disability experience. In the post-

modern era testimony has equal place alongside the professional story.

While Frank outlines only three main illness narratives, he highlights that many other
narratives are told. In addition he stresses that people do not move from one type of
narrative to another in a linear fashion, rather they oscillate between these and other

personal and public narratives.

4.3.2 Meanings of Health and Illness

Stainton Rogers (1991) contends that people are “clever weavers™ of stories who create
order out of chaos. In her qualitative study exploring explanations of health and illness
she identified eight different accounts” of health and illness. While some participants
exemplified a specific account, most expressed a variety of accounts simultaneously.
Some of these accounts drew directly on the meta-narratives of modern medicine and
religion, while others took more of a political stance. Stainton Rogers’ accounts
differed from Frank’s (1995) narratives in that they were not concerned with illness per
se but rather they provided views of how people explain and make sense of health and

illness. Each of the accounts will be described in brief.

a) Body as machine account

This is the most common media image of modern medicine — one which stresses its
“scientific base, its technological sophistication and its triumphant conquering over the
scourge of disease” (p.209). The image is of body as machine which can either run
smoothly or break down; in the case of the latter biomedicine’s role is to fix it.

Therefore it supports biomedicine and perceives modern therapeutic achievements and

13 Stainton Rogers uses the term account as I use the term narrative when referring to the metaphor type.
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progress made in pharmaceuticals as significantly contributing to health care. People
who align to this account believe that technological excellence is more important than a
bedside manner. This account most closely links to Frank’s (1995) restitution narrative.
The adoption of it renders the person or patient compliant and there is an unwillingness

to accept responsibility. Participants who aligned to this account had a view that the

person might in some way be responsible for their illness.

b) Body under siege account

In this account the individual is seen to be under threat of germs and disease, it regards
biological and psychological aspects as leading to illness. There is a strong assertion
that emotion can lead to physical illness and there is the idea of stress being central as a
contributing factor. “The overall image is of a helpless individual trying to cope in a
hostile and dangerous world, constantly liable to attack and having to rely on outside
aid.” (p.152-153). Those people who adopted this account denied there was any benefit

to treating illness as a challenge.

c) Inequality of access account

In this account there is a belief that ill health is a product of injustices between rich and
poor and the impact of capitalism, whereby the “poor and exploited in society were
assumed to have little choice about the unhealthy lives they lead” (p.149). In addition
there was a personal element, in that illness could be seen as a response to someone
being unpleasant. The person was not seen as to blame for the illness. Those who
aligned to this account were convinced of the benefits of modern medicine, but were

concerned about the unfair allocation of health care.

d) Cultural critique of medicine account

This was articulated within the socio-political arena and explained health in terms of
power, status and wealth. It is based on a world view of exploitation and oppression.
Poor health is viewed as the product of inequality, exploitation and disadvantage and
that such people have little choice about the unhealthy lives they lead. There is a belief

that diseases are invented by doctors (e.g. drug addiction, alcoholism) and labelling
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people as for example mentally ill, is a form of social control. There is strong cynicism
about the supposed benefits of modern medicine and doctors are viewed as treating the
symptoms but not the underlying causes. A good health service is seen as one that

respects people’s autonomy even if that puts people at risk.

e) Health promotion account

This account recognises both the personal and collective responsibility for health. It
stresses a healthy lifestyle to maintain health and prevent illness. The focus is on health
rather than illness and health is viewed as a fundamental human right. There is a belief
that disease and bodily decay can usually be avoided or delayed by promoting changes
in lifestyle, improving living conditions and gaining greater spiritual and psychological
equilibrium. The importance of health education is stressed. This account
acknowledges inequalities in health between rich and poor and concern is expressed

about environmental causes of illness. There is guarded approval of modern medicine.

Y, Robust individualism account

In this account there is a belief of a person’s individual right for a satisfying life and
their freedom to choose how to live their life. Health is highly valued and illness 1s seen
as largely the result of stress and the pollution of modern life. There is the belief that
people should take personal responsibility for health. A central theme is the importance
accorded to individual freedom and there is a view that people should be free to do
what they like, as long as they are prepared to live with the consequences. Health is

viewed as a commodity that can be bought, sold, insured and squandered.

g God'’s power account

This account views health as a product of ‘right living’, spiritual well-being and God’s
care. Recovery is a matter of regaining spiritual wholeness. Personal responsibility for
illness is not considered and blame for illness is strongly denied. There is a view that

bodily health cannot be divorced from spiritual well-being.
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h) Willpower account

In this account the individual is in control. It stresses the individual’s responsibility to
use their will to maintain good health. There is an expectation that being healthy
requires self-control. Unlike the robust individualism account, this account “assumes
that moral standards are set by a higher authority (usually God) and that people should
judge themselves according to how well they live up to those standards™ (p.225). There
is a positive view of medicine and modern drugs are seen as making a major
contribution to health. Alternative forms of medicine are also viewed positively. The
doctor’s bedside manner is seen as important as their technical expertise. However the
role of medicine is played down, except as a means to encourage the individual to

strive for their own recovery. A positive state of mind and willpower are stressed.

Stainton Rogers states that as far as the individual is concerned, accounts are selected
in part in terms of their explicatory power and to fit the context. She gives the example
of being bitten by a rabid dog, for which probably only two accounts would fit: body as
machine (find a doctor fast) and God’s power (pray hard). Many people would draw on
both. Therefore, as with Frank, people do not present with just one account but rather
tend to draw on many to fit their circumstances, such as political ideology, religious
beliefs, how one sees oneself and others, as well as the actual context of the

individual’s health status.

4.3.3 HIV narratives

Crossley (2000) undertook a qualitative study with people who were HIV positive.
From this emerged three different stories'* of illness and health. She contends that such
stories are a means of making coherence and order out of possible chaos, they make
meaning out of something. Crossley suggests that her HIV stories are closely aligned to
Frank’s (1995) illness narratives, though they must be viewed in the context of people

with a limited life prognosis. Her stories are outlined below.

' Crossley uses the term story as I use the term narrative.
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a) ‘Living with a philosophy of the present’ and the ‘conversion/growth’ story

This is where the individual grows spiritually and achieves a new appreciation of
meaning of life. There is a sense of ‘live for today’, together with a sense of freedom
from the shackles of everyday existence in which one is always fighting towards the
future. The person is free from having to make a long-term plan and is able to enjoy the
present for what it is. Crossley likens this story to Frank’s (1995) quest narrative in that

illness is a journey and the person experiences crisis and change, but is able to

eventually open up to the contingency and mystery of life.

b) ‘Living in the future’ and the ‘normalizing’ story

In this story the individual acts as if she/he is not ill or does not carry a diagnosis of
HIV. She/he assumes that she/he will live as long as everybody else — the person
carries on as normal. There is a determination not to let their condition ruin their plans.
People who align to this story refuse to relinquish their routine future orientation. In the
case of HIV positivity they refuse to accept the possibility of their death. Crossley
states that this story is similar to Frank’s (1995) restitution narrative as it incorporates
the modernist expectation that bodily breakdowns can be fixed. The key feature of a
restitution narrative is that if one acts in a certain way, then a solution will be
forthcoming. Therefore those people who aligned to this narrative believed that if they

continued as normal then things would work out all right in the end.

c) ‘Living in the empty present’ and the story of ‘loss’:

This is where the present is held on to as if it is the only thing left. There is an
increased focus on the past with no focus to the future and this can lead to a loss of
sense of meaning to life. There is an inability to “project into the future, to live with
hopes, possibilities and aspirations” (p.150). People aligning to this story do not feel
able to commit themselves to future possibilities because they are afraid of
disappointment. There is an increased focus on the past and a sense of wishing things to
be as they used to be. In her study all those participants who expressed suicidal
thoughts adopted this account. Crossley likens this story to Frank’s (1995) chaos

narrative as it tells of how one can be ‘sucked under’.
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People do not generally draw on just one single narrative. Simpson (2000) in her
exploratory study of identity and aphasia found that participants drew on a diverse set
of narratives, though Frank’s (1995) predominated, for the identity reconstruction

process. Her study is one of the few studies that have been undertaken exploring

narratives of aphasia.

This section has outlined the types of narratives that have been used as a means of

explaining health, illness and disability. The following section describes some narrative

studies that have been undertaken.

44  NARRATIVE STUDIES

Many studies have been undertaken analysing narrative in order to explore a variety of
issues. These are mainly divided into two types. First, there are studies that explore
narratives of disability in terms of how disability is culturally represented and how it
affects the way people live their lives. Second, there are studies that explore the
narratives of professional practice and the influence these have on the lives of people
with disabilities. With regard to communication impairment, a number of narrative

studies have been undertaken and these are also presented.

4.4.1 Disability Narrative Studies

I will outline two studies which address narratives of disability. Phillips (1990) used
interviews as a means of eliciting narratives, while Robinson (1990) requested
participants to write the story of their life with multiple sclerosis. These studies are
quite different in that Phillips identified representations of disability and Robinson

identified a narrative pattern of how people lived their lives with multiple sclerosis.

Phillips (1990) interviewed twenty-nine disabled people and used their narratives
elicited at interview to explore cultural representations of disability. Themes tended to
be reiterated from person to person. The study revealed that three main cultural notions

dominated the narratives. First, society perceives disabled people to be damaged:
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second, society believes that disabled people should try harder to overcome their
obstacles; and third, society assumes that disabled people prefer to be with their own
kind. All these notions link in with the dominant individual model of disability in our
society where the onus is on the individual with the impairment, they are viewed as less
than whole, and it is their responsibility to try to do something in order to achieve as
near a ‘normal’ status as possible. The narratives elicited at interview also revealed the
liberating effects on participants’ self-images of philosophies which demonstrate their
minority status rather than their deviance and which strongly disavow the notion of
‘disabled people as damaged goods’ (i.e. those counter narratives of disability put
forward by the disability rights movement and proponents of the social model of
disability). Thomas’ (1999b) study is similar in that she found that disabled people’s

personal narratives are bound up with public narratives of disability as being less than

whole.

Robinson (1990), in his study of people with multiple sclerosis, looked at narrative
from a different perspective. He studied the written life stories of participants in which
he identified three main types of narrative structure. Firstly, there was the “progressive
narrative” where the essence is of a positive construction of events and experiences and
there is a reassertion of personal control. These progressive narratives accounted for
fifty-two percent of the study sample, which would be more common than would be
predicted by doctors. This narrative is similar to Frank’s (1995) quest narrative,
previously described. Secondly, there was a “regressive narrative” where the essence 1s
of not being able to meet goals due to illness and related events. This accounted for
only five percent of the sample, even though it would be the most commonly expected
narrative in medical settings. Thirdly, there was the “stable narrative”, written as a
series of stable events and experiences showing neither progression nor regression.
These accounted for twenty percent of the stories elicited. However he was unable to fit
eighteen percent of people into these narrative types, which again highlights the

complexity of how people live with illness and disability.
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4.4.2 Practitioner Narrative Studies

Two practitioner narrative studies are described, quite different from each other.
Abma’s (1999) study highlights how practitioners can gain insight into the perspectives
of “patients™ by listening to and retelling patient narratives, to the extent of being able
to change their original attitudes. Mattingly (1998), on the other hand, addresses
narratives of occupational therapy and explores how the therapist and ‘patient’ together

create a narrative of therapy that is embedded into the larger life narrative.

Abma (1999) describes a project looking at transforming professional practice in a
“mental hospital” which was starting a vocational project to assist psychiatric
“patients” in their social integration back into society. This project took the form of
setting up a hospital shop. Abma elicited narratives through interviews and informal
conversations and found that the professionals and the patients talked about the shop
project quite differently. For the patients the shop project held existential meaning and
touched their whole being, where they became subjects rather than objects. The
meaning for the professionals, on the other hand, was in the context of a project and so
was primarily functional. They talked about it using labels, narrow descriptive
categories and toneless language — they did not seem to refer to the live experience, as
the patients did. The patients felt that their story had not been heard while the
professionals felt the patients were being non-compliant and framed their behaviour
into symptoms of their illness. The professionals found it difficult to move away from
the standard story of professional as expert. The stories elicited were then shared with
each other so that each group could gain insight into the other’s perspective. The
professionals were asked to retell the patient’s story that touched them the most. This
tactic enabled the professionals to “live through the difficulties patients experienced
during their process of rehabilitation” (p.191).This study shows how the professional’s
expert story can be changed quite simply to gain insight into the patient’s perspective
and so alter the way in which they approach rehabilitation. Listening to each other’s

narratives then proved a powerful method of changing attitudes.
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Mattingly’s (1998) study is somewhat different. She undertook an ethnographic study
of the work of occupational therapists to explore how they determine clinical reasoning
in terms of how they work out what a problem is and what their role is in solving it.
She used narrative as a way of understanding the structure of clinical practice and was
interested in the role of narrative in the creation of experience. She looked at the
relation between narrative, action and experience as they play out in the world of
clinical practice. She found that “to understand the actions of another, therapists
struggle to identify those narrative contexts which render the particular actions they
observe in others meaningful” (p.46). A checkers game is described in which two
people with spinal injuries and an occupational therapist are participating. The focus is
on the preparation for the game and narrative enters the session by the way the
occupational therapist attempts to create a significant experience within the
insignificant medium of a checkers game. Mattingly contends that “a narrative is being
made through the combined efforts of all three players, but with the therapist very
much in charge” (Mattingly, 1998, p.68). She asserts that the moves made in a therapy
session constitute a narrative within an unfolding life story. Therapists must reason in a
“narrative mode” about how to guide therapy in terms of where the person is at the time
and where she/he may be in the future. This is highlighted when she says “for patients
and therapists to be committed to a therapeutic plot, they must share some level of
commitment to a particular version of a patient’s life story” (p.71). She suggests that at
the end of a therapeutic narrative there should be a beginning, as therapy should open

up new things. If there is no beginning then it is a narrative failure. The study found

that therapists and “patients” collaboratively play out this narrative drama to create

meaning in the rehabilitation process, though with the therapist tending to be in control.

Confusion and frustration usually occur when the therapist has lost her/his way in the

projected story. Mattingly’s study shows that a narrative structure is embedded in

therapy, though it is the therapist who guides the story while the “patients’ are usually,

though not always, active participants in the playing out of that story. She contends that
the person is less likely to be involved as a human actor in clinical time structured from

an individual or medical model perspective, as compared to time more narratively
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configured where the person is invited to be a human actor, capable of desire and
motive.

Clinical timg whicl} suppresses narrative generally does so in the name of treating the diagnosis.
In these anti-narrative times, the clinical task focuses on the treatment of discrete body parts or
functional skills. (Mattingly, 1998, p.142)

Therefore therapy that involved the patient on a more personal level was more

narratively structured and allowed for joint meaning to be created.

4.4.3 Communication Impairment Narrative Studies

A number of studies have been undertaken with people with communication
impairment which take the narrative of the individual elicited at interview to explore
the insider view of living with impairment. Corcoran and Stewart (1998) found the
themes of helplessness, shame, fear and avoidance in their participants who stammered.
The involuntary nature of stammering led to the feelings of helplessness and the
insensitivity of conversation partners caused the experience of shame. Parr et a/ (1997)
interviewed fifty people with aphasia and their findings illustrate the complexity of
living with such an impairment. They highlight the vulnerability people with aphasia
feel, particularly early post-onset. In addition they found that psycho-emotional factors
(1.e. embarrassment, sense of incompetence, loss of confidence, depression, fear of
other person’s reaction), as much as the impairment in language, acted as barriers to
taking up employment and pursuing leisure activities. The study highlighted the
complexity of coping with aphasia and that coping involves the actual experience of
aphasia, the pre-aphasia identity, knowledge of aphasia, personal and family attitudes
and beliefs and the account of aphasia. While this study touches on personal and family

attitudes and beliefs in relation to coping, it does not go into a great deal of depth.

In terms of studies of narrative of the metaphor type, few have been undertaken. As
mentioned previously, Simpson (2000) interviewed eight people with aphasia and
explored the role that the narratives which emerged had to play on the reconstruction of
identity. She found that individuals drew on a diverse set of narratives with Frank’s

(1995) illness narratives predominating. I, on the other hand, explored what narratives
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emerged as part of the therapy process and how narratives change and evolve as
therapy progresses (Barrow, 2000). For example, I describe a person who initially was
in a chaos narrative which was then followed by a predominant restitution narrative: it
was this that guided the therapy focus. As progress in the impairment plateaued, the
focus of therapy altered to centre on issues surrounding living with aphasia.
Simultaneously a quest narrative began to dominate though restitution remained a
background voice. I go on to describe another person with aphasia who I first saw eight
years post-onset of aphasia. This person came to the therapy encounter with a narrative
of striving to be normal and as this was an unrealistic goal therapy focused on changing
this narrative to a quest narrative that would incorporate healthy living with aphasia.
Pound et al’s (2000) work also centres on the person having a means of telling her/his

own story, thus promoting a new sense of identity incorporating aphasia more

positively.

While some studies in aphasia have touched on narrative in terms of exploring
narrative as part of the identity reconstruction process (Simpson, 2000) and how they
change and evolve as part of therapy (Barrow, 2000), to the best of my knowledge no
study has addressed specifically how people use narratives to make sense of and

manage their disability in day to day life.

This section has described a number studies that approach narrative in a variety of
ways. However as indicated in some of the studies above, narrative is not just a means

of research, it also has a therapeutic role and it is to this that I now turn.

45 THERAPEUTIC VALUE OF NARRATIVE

Narrative has been used in clinical practice as a method to allow greater insight into the
illness or disability experience. Kleinman (1988) advocates doing what he calls “mini-
ethnographies™'” as a means to try to place oneself (i.e. the clinician) as far as possible

in the lived experience of the individual. Listening carefully and openly to the stories

'S A mini-ethnography is a systematic description and interpretation of the life world of an individual
(Kleinman 1988).
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that people bring to therapy encounters provides us with insight into the experience of
illness and disability from their perspective (Sacks, 1985, 1995; Coffey & Atkinson,
1996, Parr et al, 1997), as well as factors that contribute to their illness behaviour
(Alonzo, 1984). Careful attention to the person’s narrative helps to ensure that we hear
the anomalous as well as the expected (Greenhalgh & Hurwitz, 1999) and fosters
recognition of the complexity of coping with chronic illness (Anderson & Bury, 1988).

In addition it allows one insight into any problems in how the individual views self.

Identity begins to become a problem in life when a person first notices incongruities between who
he or she was at one time and who he or she is now. (McAdams, 1993, p.76)

If one fails to listen to the person’s story then there is a danger of there being a conflict
of narratives. This is particularly evident if the professional is viewing the person from
a disease perspective and the person is relating the illness experience (Kleinman, 1988;
Donald, 1998; Mattingly, 1998; Pound, 1999). If this occurs then therapy may not be
targeting the areas of priority to the person concerned and the therapy may become part

of the problem rather than the solution (Kleinman, 1988; Pound, 1999).

The process of telling one’s story is healing in itself; people give meaning to their
experiences by telling stories (Brody, 1987; Kleinman, 1988; McAdams, 1993;
Riessman, 1993; Frank, 1995; Abma, 1999; Elwyn & Gwyn, 1999; Pound, 1999).
Storytelling allows one a means of “re-drawing maps and finding new destinations™
(Frank, 1995, p.53). Price-Lackey and Cashman ( 1996) relate how one person,
following a traumatic brain injury, used narrative to interpret the events of the year

following her head injury in a positive light.

According to Becker (1999) our culture tends not to value embodied distress (i.e. the
outward expression of distressing emotion), therefore some other means to express
distress is required and narrative is one mechanism by which one can ‘give voice’ to
bodily experiences. Donald (1998) suggests that storytelling allows one to impose some

order and predictability onto chaos.

without our story-making process, it would be difficult to survive, because narratives give us the
capacity to navigate and to order our senses and thereby the world. (...) Narrative construction 1s a
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lifelong process that enables adults also to navigate new experiences, as they also encounter new
things they do not always have ready-made distinctions for. (p.20)

Donald (1998) goes on to stress that if one does not have the capacity to tell one’s story
then one is at risk of becoming ill. Similarly Becker (1999) states that not only does
suffering arise from the disruption of illness itself, but it also arises from difficulty in
articulating that disruption. This poses a particular problem for those with an
impairment in communication who may not have the ability to translate their story
easily into words; yet it is those people who most need to have their stories heard who
may be least able to tell them (Booth, 1996). Rice (1992), with his personal experience

of head injury, describes the impact of not being able to communicate.

This loss of the self created by the neversame'® was further complicated by the many known and
unknown aphasias from which I suffered. These aphasias hindered my ability to tell anyone what
was happening to me. I could not talk. I could not write to explain myself Yet, I was cognitively
alert and there. Maddeningly, I did try to be heard. I was trapped inside my body that was
betraying me and would not respond. I felt as if I had only endless silent screams. The silent

screams might never have been, if anyone had just once recognized the person behind the mask
[of head injury]. (p.173-174)

Hydén (1997) describes this situation of not being able to give voice to the illness
experience as ‘narrative as illness’ and it is this lack of ability to articulate events and
experiences that is the basis of suffering. This issue of being able to tell one’s story is
considered by a few authors and a number of creative ways for the person to tell their
story have been developed. Gray and Ridden (1999), in their work with people with
learning difficulties, emphasise the value of developing “life maps™ for those whose
biographies are hidden. Life maps provide a pictorial and graphic representation of the
person’s story, mapping out where the person comes from and outlining key people and
key experiences that have occurred along the way. They suggest that such a process
gives a person a sense of who they are, where they have come from and where they
hope to go. Life story books serve a similar function in that they recover lost histories
and convey to the person that their history is of value (Gillman, Swain & Heyman,
1997). As described previously, from an aphasia perspective Pound er a/ (2000) focus
on this issue specifically in their work on personal portfolios which aims to provide a

medium for the person to tell their story as they wish. Eliciting narratives from people

' Rice (1992) uses this term to refer to the concept of ‘nothing ever being the same’ after a head injury.

9?



with aphasia is not an easy process and it requires creative methods to do so. This study
addresses this issue by using a variety of methods, some quite novel, to elicit the

narratives from people with aphasia and their conversation partners.

In addition to storytelling being healing in itself, narrative is also a particular method
employed in therapy. Narratives are the main activities of the ‘talking cure’. In the area
of counselling, family therapy and psychotherapy Papadopoulos and Byng-Hall (1997)
have noted a general shift from “historical truth” (i.e. that which is uncovered by the
therapist) to “narrative truth” (i.e. that which is co-constructed by the therapist and the
“client”). In this clinical context narrative is used as a therapeutic method whereby the
therapist acts as narrator in the process of co-constructing a more coherent narrative of
a particular event or experience (Byng-Hall, 1997). The practice of psychotherapy
therefore is an “exercise in story repair’, as the therapist assists the person in the
reconstruction of life narratives that have become too restrictive (Crossley, 2000). I
used narrative as a method in this sense when I worked with a person with aphasia
eight years post-onset, whereby the focus of therapy was to shift the person from a
narrative that was not contributing to his feeling of well-being to a narrative that would
(Barrow, 2000). In this way therapy facilitated the person to draw on narratives to

reframe aphasia and to change their perception of their personal experience.

4.6 SUMMARY

This review on narrative has touched on a number of factors surrounding narrative as
an approach to research as well as a dynamic therapeutic tool. It began with defining
narrative under two broad categories which I termed story-type narrative and
metaphor-type narrative. The present study uses, among other things, story-type
narrative to access metaphor-type narrative. The review then went on to describe
different narrative perspectives — in particular those of Frank (1995), Stainton Rogers
(1991) and Crossley (2000) — in terms of the narratives they identified as being relevant
to health, illness and disability. It then outlined a number of different narrative studies
that had been undertaken, each with slightly different perspectives on narrative. These

included studies of the narratives of individuals and studies of practitioner narratives
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and how these influenced the way in which people with disabilities lead their lives.
Some studies of narratives of people with communication impairment were then
presented. Finally it sketched narrative’s therapeutic role. In essence narrative ‘weaves
disruption into the fabric of life’ in that it allows the person to integrate the experience
of illness or acquired disability with subsequent life experiences and to understand
one’s own and others’ actions and behaviour in relation to the disruption (Becker,
1999). Narratives bind us with others and without shared narratives we become socially
isolated (Donald, 1998). A person’s experience of aphasia is woven in and within other

narratives which both influence the experience of aphasia and are influenced by

aphasia.

As referred to in this review, a number of studies have been undertaken to explore
narratives of illness, disability and communication impairment. They have provided
much insight into the lived experience of disability. However none explore in depth the
narratives people draw on to make sense of disability and manage it in day to day life.
While Simpson (2000) comes closest to this in her study of narratives in the
reconstruction process of identity in aphasia, no-one, to the best of my knowledge, has
explored narrative in terms of what narratives individuals with aphasia and their
conversation partners tap into to make sense of aphasia and guide behaviour. This study
addresses this issue. It explores the personal and public narratives that people draw on
to understand their situation and how they influence the way in which they cope and
live their lives. Using narratives elicited at interview and via other methods, this study
involves the participation of people with aphasia and some of their conversation
partners. The nature of the study demands a qualitative methodology and the following

chapter will provide an introduction to the methodology used.
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CHAPTER 5
METHODOLOGY

This chapter outlines some background to the methodology used in the form of
addressing key questions. It goes on to discuss qualitative research, focusing on
narrative and ethnography in particular. Some of the issues surrounding reliability and

validity in qualitative research are outlined.

5.1 BACKGROUND

Mason (1996, p.11-18) suggests that the researcher asks five key questions in order to
produce a useful and good research design:
i.  “What is the nature of the phenomena or entities, or social ‘reality’ which I
wish to investigate?” (p.11) i.e. one’s ontological position.
i.  “What might represent knowledge or evidence of the entities to social ‘reality’
which I wish to investigate?” (p.13) i.e. one’s epistemological position.
1. “What topic, or broad substantive area, is the research concerned with?” (p.13).
iv.  “What is the intellectual puzzle? What do I wish to explain? What are my
research questions?” (p.14).

v.  “What is the purpose of my research? What am I doing it for?”” (p.18).

[ answer each of these questions in turn so as to provide a backdrop to what the

research is about and the research methodology adopted.

What is the nature of the phenomena or entities, or social ‘reality’ which I wish to
investigate?

Lemay’s (1993) statement “language enables one to carve out one’s place in society
and to achieve recognition as an individual” (p.209) encapsulates the privileged role
that language plays in our society. The very essence of relationships is communication;
the two are mutually dependent as relationships are constructed and lived through

language and communication. Language is the major cultural resource that people draw
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on to jointly create reality (Riessman, 1990, 1993). Sacks (1991) echoes this position
but in stronger terms.

And to be defective in language, for a human being, is one of the most desperate of calamities, for
it is only through language that we enter fully into our human estate and culture, communicate
freely with our fellows, acquire and share information. If we cannot do this, we will be bizarrely
disabled and cut off — whatever our desires, or endeavours, or native capacities. And indeed, we
may be so little able to realise our intellectual capacities as to appear mentally defective. (p.8-9)

Relating communication ability to being human is also emphasised by Tschudin (2000)

when she says “we have to express ourselves in order to be, become, and remain
human.” (p.58)

Communication therefore opens doors to our family, social, educational and working
lives. It plays a crucial part in how we go about our day to day business. Society
demands and expects good communication skills (Lemay, 1993; Garcia, Barrette &
Laroche, 2000) this is evidenced by the fact that a pre-requisite to many areas of study
and employment is “good communication skills”. This dominance of the importance of
communication potentially fosters negative attitudes and beliefs that those who do not
meet society’s criteria for effective communication are less able and competent (Kagan
& Gailey, 1993; Kagan, 1995, 1998). The reality is that people live and operate within
personal social networks, and that the presence of aphasia affects not just one but
many. Therefore the social reality is that society penalises those with communication
impairment in terms of access to opportunities to fulfil their familial, social, vocational
and educational lives and so potentially reduces their power and sense of autonomy.
Whilst adaptation and re-adjustment are part of the penalty imposed on the person with
aphasia, there is a belief among some disabled people and others who align to the
disability rights movement, that minority groups (such as disabled people) have a right
to opportunities to live life as they wish. As discussed in Chapter Three, they believe
that it is society that needs to adapt rather than the person with the impairment, in order
to facilitate realisation of these goals (e.g. Swain er al, 1993; Barton, 1996b; Hales,
1996; Oliver, 1996b).
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What might represent knowledge or evidence of the entities to social ‘reality’ which [
wish to investigate?

Research, knowledge and personal experience provide the basis for the following
comments. It is evident that the amount of genuine social participation of someone with
aphasia is reduced as compared to before the onset of aphasia (e.g. Hemsley & Code,
1996, Parr et al, 1997). This constitutes evidence that having aphasia affects full
participation. Both the quality of interactions that people with aphasia engage in, and
the balance within these interactions are affected (Parr er al, 1997). The way in which
an individual relates his/her experience and views may provide evidence as to their life
narratives 1.€. the stories that one lives by (Somers, 1994), and these narratives in turn
may influence the way in which she/he behaves. In the case of those with aphasia the
relating of the story may be problematic because of the restrictions imposed by the

language impairment itself.

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

The study aims to gain insight into how ways of thinking about aphasia and disability
affect the way in which people live their lives with aphasia, as well as how their
conversation partners behave towards them. In particular it is about exploring the
public and personal narratives that shape the way in which persons with aphasia and
some of their conversational partners make sense of and manage aphasia in day-to-day
life. It explores the correspondence and dissonance between these different narratives

of aphasia and how personal and public narratives interweave.

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

questions?

The key areas that I wish to investigate include:

e What narratives do people with aphasia draw on to make sense of aphasia and
disability and manage it in day to day life?

e What narratives do those close to the person with aphasia draw on to make sense of

aphasia and manage it in day to day life?
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e How do narratives affect the way in which the person with aphasia behaves and

how others behave towards her/him?

e What is the relationship between public and personal narratives?

What is the purpose of my research? What am I doing it for?
There are two main purposes to this research. Firstly, I wish to find out more about how
people with aphasia make sense of it and manage it in day to day life. Secondly, it is

towards achieving a higher degree and so extend my professional development.

This research is about increasing my understanding about what factors contribute to the
overall experience of aphasia and how this may contribute to clinical practice. It will
promote understanding of different narratives, how they may be expressed and how
they may prepare and equip an individual to deal with potential conflict. It is hoped that
the outcome of this study will potentially affect clinical practice in terms of extending
the speech and language therapist’s role with people with aphasia, to incorporate work
on addressing their narratives of aphasia, and to facilitate a shift from ‘unhelpful’
narratives to ‘helpful’ ones. The work undertaken will contribute to the narrative
literature in terms of extending our knowledge about narratives of disability, and of
aphasia in particular. Links will be drawn with the work of Frank (1995) and his illness
narratives, to Stainton Rogers’ (1991) meanings of health and illness, and Crossley’s
(2000) HIV narratives. It is also hoped that it will contribute to the disability literature
through the exploration of what it is like to live with aphasia from a variety of

perspectives (i.e. conversation partners) and not just the person with aphasia.

My aim is to explore and identify narratives of aphasia which will be subtle, mercurial
and manifested in different ways. Therefore an appropriate methodology was sought to
suit my purpose. A qualitative research methodology best answered my needs as it
draws on a number of methods to explore areas that are subtle in nature. It is best suited
to exploring how the social world is experienced, constructed and represented by

participants. The following section outlines what is meant by qualitative research

methodology.
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5.2 QUALITATIVE RESEARCH

Denzin & Lincoln (1998) define qualitative research as follows:

Qua}litative research is multimethod in focus, involving an interpretive, naturalistic approach to its
subject matter. This means that qualitative researchers study things in their natural settings,
attempting to make sense of, or interpret, phenomena in terms of the meaning people bring to
them. Qualitative research involves the studied use and collection of a variety of empirical
materials — case study, personal experience, introspective, life story, interview, observational,
historical, interactional, and visual texts — that describe routine and problematic moments and
meanings in individuals’ lives. Accordingly, qualitative researchers deploy a wide range of
interconnected methods, hoping always to get a better fix on the subject matter at hand. (p.3)

The essence of qualitative research is that systematic inquiry occurs in a natural setting
as opposed to an artificially constructed one. Qualitative researchers focus on social
worlds and use a variety of methods to identify and reconstruct the perspectives and
patterns of action and interaction (Silverman, 1993; Miller, 1997). Quantitative
methods artificially screen out the “mess of everyday life”, whereas qualitative research

tries to deal with all the mess in all its complexity (Sanger, 1996).

5.2.1 Why Qualitative Research?
The British Aphasiology Society published a document entitled ‘Where to begin in
Aphasia Research’ (1996), in which they differentiate between qualitative and

quantitative research methodology.

Qualitative and quantitative research ask different questions in different ways. Quantitative
research uses statistical methods to investigate the extent and location of phenomena and the
relationship between them. It identifies discriminating variables in order to gain outcomes, model
predictions and test hypotheses. Qualitative research explores the form and nature of phenomena.
It investigates human experience in order to identify processes, attitudes, systems, pathways and
obstacles and to generate theories and strategies. One aim of the qualitative approach is to deepen
understanding of the views and perspectives of the people the research is about. It does not allow
for quantification and should not be used to produce numerical information. (p.11)

Quantitative methods are appropriate for addressing questions of prevalence, causality,
the relationship between variables, prediction, comparison and measuring outcomes. In
contrast, qualitative methods are appropriate to address questions of process that would
include such issues as perception, experience and understanding (Barbour, 1999).
Quantitative methods have provided knowledge about the range and extent of chronic

illnesses, while qualitative methods have focused on the subjective impact of the illness
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for the person concerned (Armstrong, 1990). Qualitative research methods then allow
one to understand social phenomena in natural settings while attending to the
meanings, experiences and views of the participants. This study addresses and tries to

access the meanings, experiences and views of participants.

Qualitative research methods are now recognised as having a key role in providing
insights, explanations and theories of social behaviour (Ritchie & Spencer, 1994).
There is an awareness that such methods, with the depth of analysis and restricted
numbers, have poor generalizability — but it is equally well recognised that they provide
a rich source of information about lived experience (e.g. Agar, 1986: Armstrong, 1990;

Conrad, 1990; Layder, 1993; Coffey & Atkinson, 1996; Mason, 1996; Denzin &
Lincoln, 1998).

This system of research is a rigorous, powerful and well-accepted scientific paradigm that has a
place in clinical Aphasiology. With its strengths and objectives, it can assist in understanding and
addressing the impairments, disabilities and the handicaps of aphasia. (Damico, Simmons-Mackie,
Oelschlaeger, Elman & Armstrong 1999, p.663)

Guba & Lincoln (1998) assert that human behaviour cannot be understood without
reference “to the meanings and purposes attached by human actors to their activities”
(p.197-198). Communication is difficult to define as a physical entity as it is creative,
social, complex and interactive. For this reason Eastwood (1988) cautions against the
use of quantitative research methods in studying communication. Aphasia is an
impairment that affects the person’s ability to process language, the consequences of
which lead to difficulties in communication. If our aim therefore is to gain insight into
the lived experience of aphasia and so increase our understanding of it from the
individual’s perspective, then a methodology is required to enable us to do so. This
could then pave the way for approaches to therapy and research that take the
perspective of the individual more fully into account. The present study is exploring the
consequences and impact of disability and this is best understood by “providing
authentic data, namely, collecting and displaying evidence on the experiential side of
how chronic illness and its treatment affect a person or family” (Gerhardt, 1990,

p.1149). Qualitative methods are more appropriate than quantitative methods for this

purpose.
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thre guantitative method had enabled the extent and variability of the population to be plotted,
qughtatlve method explored the subtleties of personal meanings and subjective experience. The
object of this latter procedure was a new one: the target was not the community of bodies, but the

discourse of suffering. (...) [Qualitative methods] demanded that the patient speak to fill the space
where before there had been silence. (Armstrong, 1990:1227)

There is now wider use of qualitative methods in response to persistent requirements to
understand complex behaviours, needs, systems and cultures (Ritchie & Spencer,
1994). Recognition of the contribution that qualitative research can make to health
issues is reflected in the increasing number of studies in the literature that utilise
qualitative research methods. For example, they have been used to gain information
about children’s knowledge and attitudes to health (Oakley, Bendelow, Barnes,
Buchanan & Husain, 1995), to look at effective management of diabetes in the British
Bangladeshi population (Greenhalgh, Helman & Chowdhury, 1998), to study how
general practitioners recognise meningococcal disease (Granier, Owen, Pill &
Jacobson, 1998), to explore people’s experience of rehabilitation (Lewinter &
Mikkelsen, 1995) and of aphasia (Parr ef a/,1997).

5.2.2 Objectives, Strengths and Weaknesses of Qualitative Research
Damico et al (1999) outline the objectives, strengths and weaknesses of qualitative

research.

a) Objectives of qualitative research
They provide five general objectives of qualitative research.
i.  Taking a learning role: the aim is to understand the various social actions and
how they are accomplished.
ii.  Understanding procedural affairs: the understanding of how things function is
key to the analysis of social action.
iii. Presenting a detailed view: the use of rich descriptions of the behaviours and
contextual elements to determine ‘what’s going on here’.
iv.  Focus on the individual: the primary interest is the micro features that are

manifested in the immediate actions of the individual.
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b)

Understanding the mundane: there is a focus on the routine activities of the
individual as this is where “the roots of society and the phenomena that define

us as social in nature” (p.654) are to be found.

Strengths of qualitative research

Damico et al (1999) review the strengths of qualitative research. They outline seven

characteristics.

1.

1.

1il.

1v.

V1.

Vii.

¢)

It studies phenomena in natural settings. Social actions are always contextually
situated and cannot be studied adequately without attending to those variables
that influence them.

There is a preference for open and relatively unstructured research design.
There is flexibility to adjust methods of collection and analysis to suit the
specific needs of the research at any given time.

The researcher is the key instrument of data collection. Data collection takes
place in natural settings and so cannot be controlled, therefore the researcher
has to adjust accordingly.

Descriptive data is collected. A better understanding of behaviour and patterns
of interaction is accomplished through actual descriptions of social action rather
than pre-determined categories or numbers.

It is oriented towards a focused description rather than a broad one. The
researcher tends to work with limited numbers of participants and more
variables to enable a focus on the inter-dependence of social actions within the
context in all its complexity.

The focus is on the process of accomplishing social action (i.e. how things
happen rather than the fact that they happen).

The focus is on participants’ perspectives to achieve a deeper understanding of

the data.

Weaknesses of qualitative research

According to Damico et al (1999), the weaknesses of qualitative research include the

following:
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1. It is labour intensive. There is always a need to verify the authenticity of
findings using methods of triangulation and analytic induction. As the
researcher is the primary instrument of data collection and analysis, much of the
work cannot be assigned to an assistant.

ii. It involves experience-based learning in that one needs hands-on experience to
learn the many nuances of research strategy.

ii. It operates from a different set of methodological assumptions. One needs to
establish the credibility of findings. The naturalistic settings used and the
complexity of the contextual variables mean that it is not possible to replicate to
verify credibility. The key issue is the dependability and authenticity of the data
collected. “The essence of qualitative research pivots on its descriptive and
explanatory power” (Damico ef a/,1999, p.660).

iv. It may be open to abuse. One needs to employ verification methods which
involve relating or comparing multiple data types to support or contradict

interpretations.

Quantitative research methods, appropriate for investigating physical entities, use
mathematical models, statistical tables and third party accounts, whereas qualitative
methods seek answers to questions that stress how social experience is created and
given meaning and it uses ethnography, first person accounts and narratives (Denzin &
Lincoln, 1998). This is a narrative study using ethnographic methods, exploring a
number of different but related aspects of the experience of living with aphasia. The
following sections briefly outline issues surrounding narrative research and

ethnography.

5.3 NARRATIVE RESEARCH

Narrative approaches give prominence to human agency and so are best suited to
studies of subjectivity. This is a study exploring narratives of aphasia in terms of ways
of thinking and experiencing disability. Various narratives contribute and influence the
way in which we constantly reconfigure ourselves and our world (Somers, 1994).

Therefore a person’s experience of aphasia is woven in and within other narratives
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which both influence the experience of aphasia and are influenced by the aphasia. One
needs some systematic way of identifying such narratives. The present study sets about
analysing the text of interviews and fieldnotes for the purpose of discovering ways of
thinking and experiencing disability. Narrative is one approach to research that allows
one to do this as its aim is to restrain the dominant voice of health professionals to
allow the person’s voice to be heard (Riessman, 1993; Booth, 1996; Coffey &
Atkinson, 1996; Elwyn & Gwyn, 1999; Jones, 1999). It allows for the systematic study
of human experience (Riessman, 1993) and provides a framework and method to view
things holistically (Greenhalgh & Hurwitz, 1998). In narrative research there is an
assumption that there is neither a single absolute truth nor one correct reading or
interpretation of a text, rather a narrative approach advocates pluralism, relativism and
subjectivity (Lieblich er al, 1998). Lieblich er al (1998) go on to define narrative
research as “any study that uses or analyzes narrative materials, the data can be
collected as a story (a life story provided in an interview or a literary work) or in a
different manner (fieldnotes of an anthropologist who writes up his or her observations
as a narrative or in personal letters). It can be the object of the research or a means of

the study of another question.” (p.2).

According to Lieblich e al (1998), features of narrative research include the following:

e There are lengthy transcripts to analyse.

e There is usually no a priori hypothesis though there may be some general direction;
specific directions emerge from reading the collected material.

e It requires dialogic listening to three voices: that of the narrator (i.e. the text), the
theoretical framework (i.e. the concepts and tools of interpretation), and reflexive
monitoring of the act of reading and interpretation.

e It does not require replicability of results as a criterion for its evaluation, rather it
relies more on personal wisdom, skills and integrity of the researcher. However
interpretative decisions require justification: “nparrative work requires self-
awareness and self-discipline in the ongoing examination of text against

interpretation, and vice versa” (p.10).

104



While narrative studies are flourishing in the literature as a means of understanding the
person, there are few prescriptive guides for understanding and evaluating narrative
research. This is because of the relative infancy of this type of methodology in
psychology and the social sciences (Lieblich ef a/, 1998). However most writers stress
the importance of considering the ‘how’ of telling as well as the ‘what’ (e.g. Conrad,
1990; Riessman, 1990 & 1993; Coffey & Atkinson, 1996; Atkinson, 1998; Abma,
1999; Becker, 1999; Elwyn & Gwyn, 1999).

The analysis of narrative is a primary means of uncovering how disruption is expressed and how

continuity is created, and for examining disparities between cultural ideals and people’s
experiences. (Becker, 1999, p.18)

Jones (1999) advocates asking a number of questions of the narrative concerning the
angle the person is coming from, the reliability of narrative, whose voice is not being
heard and why, what kind of language and images the narrator uses and what affects

this may have in creating patterns of meaning,

I now address and outline two particular approaches to narrative research: Riessman’s
(1993) perspective and the approach taken by Lieblich and her colleagues (1998).
Riessman provides a framework of the stages one goes through in the research process,

while Lieblich ef al focus on a model for the analysis of the narrative itself.

5.3.1 Riessman’s (1993) Perspective
Riessman (1993) is one author who discusses the actual analysis of narrative. She
outlines five main representations in the narrative research process.
i.  Attending to the experience which involves selecting phenomena to focus on.
ii. Telling about the experience, whereby the narrative is co-produced with an
audience.
iii.  Transcribing the experience so that the representation becomes text.
iv.  Analysing experience which involves three main functions:
e Ideational function, whereby one analyses content (i.e. what 1s said).

e Interpersonal function, whereby the context and role relationships are

considered.
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* Textual function, whereby structure and form are considered (i.e. how it is
said).

V. Reading experience, whereby readers bring their own meaning to bear.

At each level of representation different features are selected and other interpretative

elements added.

The analysis of the narrative then leads to a rebirth of the story in “an alien tongue”. All
narratives are “limited portraits” in that “meaning is ambiguous because it arises out of
a process of interaction between people: self, teller, listener and recorder, analyst, and
reader. (...) Meaning is fluid and contextual, not fixed and universal.” (Riessman,

1993, p.15). Therefore narratives are always “edited versions of reality”.

5.3.2 Lieblich, Tuval-Mashiach & Zilber’s (1998) Perspective
Lieblich et al, (1998) go into more depth in their framework for analysing narrative
data. They propose four key ways of analysing narrative, all of which are interlinked.

1. Holistic-content analysis: in this approach one uses the complete text and
focuses on the content presented in it. One analyses a particular part in light of
the context of the story in its entirety.

1.  Holistic-form analysis: this approach focuses on the plot or structure of the
whole story. There are four principal narrative types.

e ‘Romance’ whereby the essence of the journey is the struggle itself, the hero
faces a series of challenges en route to the goal and eventual victory.

e ‘Comedy’ whereby the goal is the restoration of social order and the hero
must have the skills to overcome the hazards that threaten that order.

e ‘Tragedy’ whereby the hero is defeated by forces of evil and ostracised from
society.

e “Satire’ whereby the theme is a cynical perspective on social hegemony.

They suggest that analysing the structure of a story will reveal the “individual’s

personal construction of his or her evolving life experience” (p.88).
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ii.  Categorical-content analysis: this approach is traditionally referred to as
“content analysis’ whereby bits of the text are extracted, classified, and gathered
into categories. These bits of text are then submitted to either descriptive or
statistical treatment. In the case of the present study it is submitted to
descriptive treatment utilising the qualitative data analysis ‘Framework’
(Spencer & Ritchie, 1994). This is outlined in depth in the next chapter.

iv.  Categorical-form analysis: this approach focuses on the discrete stylistic or
linguistic characteristics of defined units of narrative. Therefore it looks at such
things as metaphor, nominalisation and agency. Structural aspects of the
narrative are more attuned to the deeper levels of personality and are less easy
to manipulate. This study is utilising Fairclough’s (1989, 1992) Critical
Discourse Analysis to address issues of form (to be discussed in the next
chapter). The purpose of this form of analysis is to “learn something about the
speaker that might not have been apparent from examination of the content

alone” (p.141). Analysis is undertaken in the context of the rest of the text.

Lieblich er al (1998) advocate using both content and form analysis as:

Synthesis between form analysis and content analysis can prove very fruitful. Form analysis
requires the researcher to engage in definition of criteria, classifications, and examination of the
deep structure of a text, while consideration of these categories in terms of content often highlights
dimensions and distinctions that would not have arisen from purely structural analysis. (p.163)

Lieblich et al (1998) acknowledge that content and form are linked, in that when
exploring form one cannot ignore content and vice versa. Similarly separation of the

whole and category is not clearcut.

In terms of the approaches outlined by Lieblich er a/ (1998), this study focuses on
categorical-content and categorical-form analyses while paying some attention to

holistic-content and holistic-form analyses.
People with aphasia, due to the very nature of their impairment, pose a particular

challenge in the analysis of both form and content. For example they may not have the

flexibility of language use to convey precisely what they mean and may rely on other
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methods to get their message across effectively (e.g. the use of gesture, writing,
drawing, pictures, environment, resources of the conversation partner). For this reason

multiple methods using the principles of ethnography are being utilised here for data
generation.

5S4 ETHNOGRAPHY

Ethnography is a qualitative approach to research with origins in the classical tradition
of anthropology. Geertz (1973) provided a summary of what ‘doing ethnography’

means:

doing ethnography is establishing rapport, selecting informants, transcribing texts, taking
genealogies, mapping fields, keeping a diary, and so on. But it is not these things, techniques and
received procedures that define the enterprise. What defines it is the kind of intellectual effort it is:
an elaborate venture in (...) “thick descriptions”.” (p.6)

This early description of the ethnographic endeavour highlights the importance of
looking at the subject from a variety of viewpoints in order to achieve detail and depth
with the result that one gains a comprehensive knowledge of the lives of those under
study. But more than this it emphasises the process of immersing oneself in the data

and extrapolating themes in order to gain this understanding.

Elaborating on Geertz’s (1973) summary, Agar (1986) provides a definition of
ethnography as follows:

Ethnographers set out to show how social action in one world makes sense from the point of view
of another. Such work requires an intensive personal involvement, an abandonment of traditional
scientific control, an improvisational style to meet situations not of the researcher’s making, and
an ability to learn from a long series of mistakes. (p.12).

Ethnography is the research methodology of choice as it fits with the research questions
and the exploratory nature of the study. It is a method ‘of discovery’. Ethnography has
been embraced by other traditions (e.g. sociology, psychology), in an attempt to study
many other societal phenomena, because it proved to give insights into how people
behaved and interacted together. Only a few ethnographic studies have been undertaken

in the area of acquired communication disability (Simmons, 1993; Goodwin, 1995;

Parr, Pound & Byng, 2001) and child language (Haas, 1994).
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Ethnography involves the researcher participating in people’s daily lives and collecting
whatever data are available that might shed light on the issue in hand (Hammersley &
Atkinson, 1995). This methodology adopts the stance that the researcher is not the
expert, but rather learns from those she/he is studying. One sees things from the
perspective of the participants and then one stands back for a more detached
assessment. It involves commitment to the idea that “adequate knowledge of social
behaviour cannot be fully grasped until the researcher has understood the ‘symbolic
world” in which people live.” (Fielding, 1993a, p.157).

Hymes (1964) took ethnography into the realms of discourse analysis. His Ethnography
of Communication is the most encompassing approach to discourse. It is concerned
with holistic explanations of meaning and behaviour. It contends that communicative
behaviour is never free of cultural belief and the system in which it occurs. It does not
see communicative behaviour in isolation, but rather is concerned with the whar (i.e.
the situation), the Aow (i.e. the language and paralinguistic features used), and the who
(1.e. the people involved) of communication. It acknowledges and assumes diversity
within a speech community. Hymes (1972, cited in Schiffrin, 1994) proposed a
methodology for investigating communication, the SPEAKING Grid. In this each letter
is an abbreviation for a different component of communication; the smallest unit is the
speech act and the larger ones are the situation or the scene itself. Categories of
language use, not language structure, have theoretical priority. Schiffrin (1994)

summarises an ethnographic approach to discourse by saying:

an ethnographic approach to discourse seeks to discover and analyze the structures and functions
of communicating that organize the use of language in speech situations, events and acts.
Knowledge of these structures and functions is part of our communicative competence: what we
say and do has meaning only within a framework of cultural knowledge. (p.185)

5.4.1 Methods Used In Ethnography

A number of qualitative research methods are employed to investigate a person’s social
world. The emphasis of these methods is on depth, intensity and richness using a
naturalistic stance (Fielding, 1993a). Methods include in-depth interviews, observation,

use of artefacts and use of audio and video recording. Each of these is outlined in brief.
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a) In-depth interviews

Qualitative interviews provide a means to explore the points of view of the participants.
They allow one to generate information that would be otherwise difficult to obtain.
Such interviews do not follow pre-determined questions, but take the form of a
conversation with a purpose. They are characterised by an informal style, a thematic or
topic centred approach and an assumption that data can be generated via the interaction
(Mason, 1996). What is told at interview is mutually construct<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>