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Abstract

The increasingly important role of the family in providing home care for a
relative diagnosed with dementia has become a recognised feature of
contemporary health care. Few studies exist, however, that have examined the
relationship these carers develop with the professional assigned to help them
undertake care-giving.  The relationship held with a key-worker may
significantly influence their ability and motivation to undertake the tasks and

lifestyle changes necessary for this role.

This study’s aim was to examine this relationship in detail and generate a
theoretical explanation allowing a clearer understanding of the influential factors
associated with creation and enhancement of this relationship. Grounded theory
was considered the methodology best suited to this aim. Its principal advantage
is that it allows the researcher to generate rather than simply test theory and it

also provides the necessary degree of flexibility essential for such an exploratory

study.

In order to meet ethical approval requirements a purposive, rather than
theoretical, sampling approach was used for the selection of carers. Approach
into the carer sample was through the consultant psychiatrist who forwarded
research packs to potential participants via the person with dementia. Eighteen
carers met the entry requirements and were subsequently included within the
study; along with their chosen key-workers who numbered eleven in total. The
key-worker group were all front line workers from either a health or social care

background. Nine of this key-worker group were qualified and registered

IX



workers while the remaining two were unqualified care workers working under

the direct supervision of a registered social or health care professional.

The carer/key-worker pairs were interviewed in tandem and all interviews
recorded. These were then analysed using the constant comparative method, a
process helped by the use of NUD*IST computer software. The analysis
progressed from initial data categories through to the final core category that
provided an explanation of all subordinate data. This core category became the
title for the theoretical framework that eventually emerged. Subsequently, a
theoretical explanation of the relationship’s development was generated along

with how it impacted upon the care-giving environment.

The theory began with the major category ‘The Enhanced Relationship Drivers’,
which highlighted that while characteristics associated with this relationship
were often obscure, there were significant qualities and actions that clearly
enhanced the relationship. Once these were engaged both parties moved towards
the closer ‘therapeutic alliance’ contained within the second major category area,
‘Models of Action’. Here shared qualities and attributes were more successfully
directed towards the care of the person with dementia. A direct outcome of this
alliance was a potentially closer and more productive working relationship for
both the carer and key-worker. This could result in the creation of an improved
therapeutic milieu, minimising the more negative interpretations associated with
care-giving. These more negative perceptions of care-giving were highlighted

within the third major category ‘Impact upon the World of Caring’. However,



when the enhancing influences of the preceding major categories were enacted, a

more ‘Rewarding Care Experience’ was possible.

External mediators could impinge upon the relationship, either impeding or
enhancing its development. These included factors such as the management
style of the key-worker’s employing authority, the availability of alternative
support networks for the carer, as well as the educational/life experience of both
members of this dyad. The derived theory has been diagrammatically
represented to provide a clear demonstration of all theoretical links between

codes and categories, facilitating a better understanding of the developed theory.

The study provided a clear insight into the interpersonal processes associated
with the carer/key-worker relationship and how this relationship may more
effectively be initiated, managed and strengthened. This theory has important
implications for future research into similar psychosocial aspects of care-giving.
These findings have ramifications for carer training as well as education and
training courses preparing professionals to work more effectively with carers. It
has implications for health and social care managers in terms of their level of
awareness of the importance of this relationship and the need for investment in it.
It is important that this theory is exposed to more rigorous empirical study
allowing for a more confident prediction that its propositions will produce the

direct benefits for this relationship that this theory suggests.
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CHAPTER ONE INTRODUCTION TO THE STUDY

Dementia is a condition that is just as devastating to those who care for the
person with the diagnosis as it is for those with the illness itself. Carers have to
watch as their loved one’s condition deteriorates, often expressing feelings of
helplessness and guilt over their inability to help in this decline (Chapman 1997).
The dementia carer’s ‘care giving’ environment has been acknowledged as a
complex multi-factorial area (Clarke 1999a). Historically there has a been
significant level of scientific study into the burden associated with caring for a
person with dementia, and ways in which the carer’s role could be made less
arduous (Rabins et al 1982; Macerra et al 1983; Argyle et al 1985; Chenoweth &

Spencer 1986; Brodaty & Gresham 1989; Stephens et al 1991; Jones & Peters
1992; Tissier 1993a).

My interest in this research topic was first triggered during my early career as a
Community Psychiatric Nurse (CPN), in the early 1980’s, through to my joining
Lanarkshire College of Nursing and Midwifery as a Mental Health lecturer in
1989. During these years I became increasingly concerned for the circumstance
and welfare of these carers. As I visited them, and their dependants, I suspected
that my involvement with them was potentially significant in helping them cope
with their changing lives. If I could understand how to strengthen my
relationship with these carers could I consequently increase my ability to help

and influence them in their management of the dependant?

My interest in this topic has remained with me as I changed career and, as a

college mental health lecturer, I gained further exposure to wider theoretical



literature surrounding dementia and its management. This general exposure

reinforced my impression that this was a relatively unclear and unexplored aspect

of dementia care.

My study has centred upon this group of carers and endeavoured to increase
understanding into this ‘complex multi-factorial’ area through investigating the
relationship that both existed and developed between the dementia carer and the

dedicated professional whom they considered to be their key-worker.

THE NATURE OF DEMENTIA

Within this thesis it is necessary to provide an understanding of dementia in
order to put the carer’s role in context. The word dementia derives from the
Latin term ‘demens’ which means to be ‘without a mind’ (McKeith & Fairbairn
2001; Burns 2002). Dementia is the most common serious mental disorder to
affect older people and is a condition that principally leads to a decline in
memory and thinking resulting in a progressive inability for the individual to
recall, think and/or reason (Phair 1996a; McKeith & Fairbairn 2001). Dementia
is characterised by a decline from a previous existing level in functional and
cognitive abilities and is associated with symptoms of abnormal behaviour,
depression and psychotic experiences (Donaldson et al 1997). The term is used
either as a collective term or to describe a group of different diseases, all of
which create similar symptoms. As a collective term its use suggests a single
clinical entity, whereas the second interpretation involves the term being used for
one of a variety of conditions that includes Alzheimer’s disease; vascular

dementia; diffuse Lewy body disease and sub-cortical dementia (Adams 1997).



According to Burns (2002) the diagnostic criteria most commonly used to
identify this group of disorders is either the World Health Organisation’s
‘International Classification of Disease’ directory (ICD 10) (WHO 1993), or the
United State’s ‘Diagnostic and Statistical Manual of Mental Disorders’ (DSM

IV) (American Psychiatric Association 1994).

The first of these conditions, Alzheimer’s disease, accounts for the largest group
diagnosed with dementia, accounting for 50% - 60% of all cases (Phair 1996b;
McKeith & Fairbairn 2001). It causes changes within brain tissue, identifiable
on post mortem. These changes, termed ‘plaques and tangles’, affect the
temporal and parietal lobes of the brain (Phair 1996b; Adams 1997; McKeith &
Fairbairn 2001). This creates a variety of problems for the affected individual

that, in addition to its most striking feature of memory impairment, include some

of the following symptoms:

aphasia (dysphasia) - difficulties in speech
apraxia (dyspraxia) - difficulties in carrying out motor tasks
agnosia - inability to correctly process sensory inputs, for
example, the inability to recognise familiar objects etc.
Delusions and hallucinations, as well as behavioural problems such as apathy,

over activity, aggression and sexual disinhibition, can also feature (Adams 1997

Thomas & O’Brian 2002).

The second most common form of dementia is referred to as Dementia with

Lewy bodies (DLB) and accounts for between 20% and 30% of all dementia



cases (McKeith & Fairbairn 2001). The Lewy bodies are pink staining structures
identified within the cytoplasm of neurones (Phair 1996b). These protein
deposits were first described in people with Parkinson’s disease although only
some DLB patients share the physical characteristics of Parkinson’s disease
(Adams 1997). The symptoms associated with DLB are similar to Alzheimer’s
disease where the individual experiences hallucinations and delusions, but with
DLB the person’s mental abilities fluctuate from day to day or even hour to hour,

a feature that is core to DLB (Fares 1997, McShane 2002).

A further form of dementia is referred to as ‘vascular’ and formally known as
arteriosclerotic dementia, arising from its cerebral arterial pathology. This
condition accounts for 20% of all those diagnosed with dementia within Western
Europe (Phair 1996b; Adams 1997). The diagnosis of vascular dementia has
become increasingly uncertain over recent years as concepts relating to this type
of dementia are continually changing (McKeith & Fairbairn 2001; Stewart 2002).
Vascular dementia arises out of the individual experiencing multiple small
cerebral blood clots causing a lack of oxygen to those particular areas of the
brain resulting in the death of associated brain cells (Phair 1996b). The features
associated with this type of dementia depend on which area of the brain is
affected and can occur suddenly and dramatically (Fares 1997; Adams 1997,
McKeith & Fairbairn 2001). According to Adams (1997) in addition to aphasia
and apraxia, discussed earlier under the symptoms of Alzheimer’s disease,

resultant damage to the brain will also lead to following features:

agraphia - loss of ability to express through writing



acalculia - loss of ability to do simple arithmetic

visuospatial deficits - inability to correctly read visually guided targets.

Other less common forms of dementia include subcortical types in which
memory impairment results in damage to the subcortex rather than the cortex
area of the brain. This group includes such illnesses as Huntington’s disease,

Wilson’s disease and Parkinson’s disease (McKeith & Fairbairn 2001).

RATIONALE FOR THE STUDY

Care provision for those diagnosed with dementia has increasingly seen an
emphasis on supporting carers most heavily involved in coping with the day-to-
day management of this group (Department of Health 1994). However, from my
own professional experience, an area of dementia care not so evident within the
literature is the relationship between the professional care provider (key-worker)
and the carer involved with a person diagnosed with dementia. Twigg (1989)
examined the relationship between social service providers and how they
conceptualised the relationship with the carer. She explained the relationship by
placing the carer into one of three categories, either as a resource, a co-worker or
as a co-client. The category of ‘superceded carer’ was introduced within a latter
publication (Twigg & Aitken, 1994). These categories were considered by
Nolan et al (1996a) to be inappropriate and they suggested a further category,
that of ‘carers as experts’. They concluded that this ‘carer as expert’ perspective

involved professionals acting to increase carer competency by supporting their

role throughout their caring career.



The above theoretical explanations appeared to be largely based on a top down or
anecdotal interpretation of this relationship, and largely avoided
conceptualisation of the relationship from the perspective of the carer. This
would be necessary in addressing the development of a coherent theoretical

explanation of the relationship between a key-worker and carer.

Looking at the meanings that underpin caring, Clarke (1999b) provided some
insight into the care relationships surrounding the individual with dementia.
Here she identified a ‘process of interaction’ that explained the communication
between the carer, the dependant and the key-worker, highlighting tensions that
existed between each of these parties. While this study provided a valuable
understanding of this complex process, it did not explore the inherent factors
associated with the dynamics of the Carer/Key-Worker relationship. In addition,
it did not identify how the carer could modify and influence key-worker
involvement, a phenomenon first described by Hasselkus (1988). Within her
ethnographic study designed to discover meaning within family caring,
Hasselkus found that the carer, in order to make sense of managing their

dependant, modified the instructions of the involved professionals. Hasselkus

(1988) stated that:

‘Effective collaboration between family and professionals depends not so much

on shared tasks and functions as on shared perspectives and understandings of

the invisible work of care giving’ (p.690).



Bowers (1987), in his Grounded Theory study, attempted to identify what
families considered good quality care within the institution. Care was found to
be dependent upon family involvement, and that the professional required to be

taught by the carer on how to provide adequate care for their dependant.

It was clear that an understanding of such ‘perspectives and understandings’
would only be achieved through in-depth study of the relationship that existed
between carer and key-worker. Zarit & Leitsch (2001), following their review of
the carer literature, pointed out that when a health care professional’s activities
were directed towards either a dependant, or their carer, both experienced a
significant change. Such comment, therefore, suggests the need to explain this
relationship more explicitly. Creating a more positive relationship around the
carer is a necessary achievement as it has the potential to improve their health,

well being and longevity, whereas negative relationships hold exactly the

opposite outcome (Flannery 2002).

It is important to be clear how the term ‘carer’ was used within my study. These
are individuals who are unpaid, with no fixed hours, no terms and conditions of
employment and often with few, if any, rights. They spend a significant period
of their lives looking after the health and personal needs of a relative, friend or
neighbour, who may or may not reside with that individual (Cayton 2002). The
Carers Recognition and Services Act (1995) defines the carer as someone who
provides a significant amount of regular care to another person (Department of
Health 1995). My study distinguished this particular carer from other care

workers employed by, or associated with, a care-giving organisation. The term



key-worker described the care-worker that the carer deemed to be the most
significant in helping them in their care-giving role. Within my thesis such titles
as informal or lay carer were not used, unless specified as such within particular
literature, as these terms failed to accurately reflect the importance of, and

demands associated with, this role (Cayton 2002).

An important consideration within my study was recognising that the carer had a
clearly distinct circumstance from other care-workers, as to care for someone
close to you is not simply a job of work but rather a way of life (Allan 2004).
This ‘way of life’ may involve the person with dementia surviving between two
and twenty years, with an average life expectancy of ten years (McKeith &
Fairbairn 2001). Within Scotland there is an estimated 57,000 people over the
age of 65 living with dementia (NHS Health Scotland 2003). These figures are
predicted to grow substantially in the years to come, a fact made more significant
by a corresponding estimated increase in the numbers of people within high-risk
groups. These high risk groups range from those with specific problems, such as
learning difficulties and dependency problems, to those within the general

population who are increasingly living longer (NHS Health Scotland 2003).

THESIS LAYOUT

This thesis contains ten chapters and differs from the conventional layout of a
doctoral thesis in several regards. Chapter two presents the study’s research aim
and associated research questions. In chapter three the rationale for selection of
the research methodology is provided along with the perspectives and approaches

adopted. Two of the most significant decisions debated within this chapter were



writing the thesis in the first person and not to consult, review and critique the
related literature prior to commencing the fieldwork. In keeping with this
study’s adopted methodology the data collection, analysis and the review/critique
of the literature occurred simultaneously and so a specific literature chapter does
not appear before the results chapters.  Clear methodological reasons are

provided within chapter three to support these decisions.

Chapter four identifies some of the problems that presented from the pilot study
and during the design process, in particular, the difficulties in accessing the
participant group and the complications that arose from the requirements of the
Lanarkshire Local Research and Ethics Committee (LREC). These problems had
a significant impact on the design of this study and so are commented upon along

side the discussion of the study design.

As indicated, the use of the literature was restricted until reporting on the results.
Only literature that I had already been exposed to during my career was
considered prior to fieldwork and briefly discussed within chapter one. All other
literature was accessed (theoretically sampled) only when clear data categories
had emerged.  The literature was searched for using the emergent data and
therefore only appeared within the chapters reporting on these concepts
(Chapters five—eight). Chapter four goes on to explain fully how this literature
was analysed, coded and linked to the emergent codes and categories using the

computer software programme NUD*IST.



Chapters five to eight report on the results from the study. Each of the four
chapter titles corresponds to the four major categories that emerged from the
study’s data. Each chapter begins with an explanation of its content followed by
a table displaying the data categories and their links to higher order substantive
codes and the major category. Raw data quotations are used extensively
throughout these chapters to allow the reader to form his/her own judgements on
how well the theoretical framework is grounded in the emerging data. All of the
studies consulted within this study were critiqued and analysed in a similar way
to the data itself. However it was not practical to always include critiques on all
of the studies appearing within these chapters and so only those with significant
strengths or weaknesses were highlighted. Once higher order concepts emerged
these were examined for relationships with other concepts in an effort to begin

the development of a theoretical perspective using the process termed ‘theoretical

coding’.

Chapter nine picks up on these emergent codes and categories and explains the
relationships and patterns between these higher order concepts. The developing
theoretical framework is outlined in a step-by-step build up process moving from

the first major category through to the fourth.

The final chapter examines the effects the Lanarkshire Research Ethics
Committee (LREC) requirements had on the study following its completion, in
particular, the issues of access to participants and their level of response. The
participant contribution rate is reported and some conclusions are drawn from
this experience. Also considered here are the problems associated with the

saturation of the codes and categories following completion of the study.

10



Finally, the implications from the developed theory are discussed alongside its

overall applicability to the care-giving environment and its future influences on

practice and education.

In summary, given the apparent lack of research into, and ambiguity over, the
relationship between the carer and professional key-worker, this study proposes
to explore this vitally important area of contemporary practice. It is clear that an
understanding of such ‘perspectives and understandings’ will only be achieved
through in-depth study of the relationship that exists between carer and key-
worker. Zarit & Leitsch’s (2001) earlier comments, highlighting how the health
care professionals exert change within both the carer and dependant through their
intervention, highlight the need to develop a theoretical framework that
adequately explains this relationship more explicitly. My study consequently
focussed on the professional key-worker’s developing relationship with the carer,
this being potentially one of the most important relationships that could exert an
influence on both the quality and level of support received by the carer, as well
as quality of care provided to the dependant. This consideration gives additional
impetus to the need to gain a clearer insight into this relationship. Gaining
clarification could greatly enhance existing educational programmes by
narrowing the potential gap between theory and practice, a criticism often

levelled at contemporary health care education and training (Burnard 1989).
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CHAPTER TWO THE RESEARCH AIM AND RESEARCH

QUESTIONS
RESEARCH AIM
The aim of this study was to create a theoretical explanation of the development
of the relationship between key-workers and carers involved in the care

management of an individual diagnosed with dementia and living at home.

THE RESEARCH QUESTIONS

The research questions relate closely to the methodology adopted and the
research questions within any qualitative study significantly differ from the
hypothesis, or null hypothesis, generated at the beginning of any quantitative
study (Smith & Biley 1997). In particular the questions within a qualitative
design have to be open ended and flexible to allow the theory to develop, while
being broad enough to allow investigation of all facets of the phenomenon being
studied (Smith & Biley 1997). Such questions minimise the risk of the
researcher ‘floundering’ during the interview process by providing a focus for

the interviewer. The questions asked within this particular study were:

e What are the essential processes, associated with the support provided by the
key-worker, which enhance or detract from the carer’s ability to effectively

manage their care responsibilities?

e What are the key-worker attributes identified by the carer as being conducive

to an effective working partnership?

12



e What are the carer attributes identified by the key- worker as being conducive

to an effective working partnership?

e What are the boundaries of care responsibility associated with the carer as
perceived from both the carer’s and the key- worker’s perspective?

e What factors, directly or indirectly, influence the perceptions of such

boundaries?

13



CHAPTER THREE METHODOLOGY I: JUSTIFICATION OF

METHOD AND DESIGN

APPROACHES TO QUALITATIVE RESEARCH

The specific methodology adopted within this study is that of Grounded Theory.
In order to justify this choice, it is important to explore and analyse other
qualitative methodologies. Lipson (1991) and Lowenberg (1993) both identified
the three principal methodological approaches to qualitative health research as
Phenomenology, Ethnography and Grounded Theory. Although these methods
share certain properties, in that they aim to discover meaning by focusing on
subjectivity and eliminating the distance between the researcher and the
participant, they have differing ‘epistemological’ assumptions (Holloway &
Wheeler 1996; Harper & Hartman 1997). Figure 1 gives a clear diagrammatic

representation of these three major approaches from their theoretical origins to

their application.

PHENOMENOLOGY

The German philosopher Husser! first conceived Phenomenology as a research
approach at the beginning of the 20® century to investigate consciousness as
experienced by the participant (Baker et al 1992). Polit & Hungler (1999)
defined phenomenology as ‘A qualitative research tradition, with roots in
philosophy and psychology that focus on the lived experience of
humans.’(p.710). According to Burns & Grove (1999) Phenomenology could be

considered both a philosophy and a method with which to conduct qualitative

research.
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Figure 1. Three interpretative approaches (Holloway & Wheeler 1996 p2)

Application

Strategies

Approaches

Nursing
— | (and other professional arenas) | €
Sociology
Psychology
Partici " G I . I .
Life histories Participant Namatives
Films observation Participant
Photographs Documentary observation
A
Ethnography Grounded Theory Phenomenology
Sociology .
Anthropology (Symbolic Philosophy ‘
Interactionism)

As a research method its principle purpose is to describe experiences as they are

lived. The philosophical base of Phenomenology expounds that only those who

have actually experienced phenomena are capable of communicating them to the

wider world (Parahoo 1997). It is a methodology closely linked to the qualitative

research tradition of hermeneutics which concentrates upon the lived experiences
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of humans to better understand social, cultural, political or historical contexts in
which the experiences occur (Polit & Hungler 1999). Clair & Hamilton (2003)
considered the goal of hermeneutics to be ‘the study of understanding’, but went
on to emphasise that this was particularly focused on the ‘understanding of

texts’. Within the hermeneutic perspective there is an emphasis on language

rather than the importance of context (Lowenberg 1993).

Hardey (1994) articulated how the Phenomenological methodology allowed
health researchers to distance themselves from the domination of the natural
science methodology and the biomedical model. He pointed out, however, the
complexity of the philosophical basis to this research approach, and that there
was no ‘standard’ or ‘well-defined’ way of undertaking this type of study within
the healthcare environment. Holloway (1997) reiterated that Phenomenology
was not a research method in itself and argued that some researchers using this
approach were not willing to specify the techniques adopted. Clair & Hamilton
(2003) concurred that the philosophical underpinnings to Phenomenology were
complex and difficult to fully understand. These authors claimed that the
application of the phenomenological research method itself was even more

difficult to achieve, and further suggested that for some academics there was

indeed no such method.

Field & Morse (1985) indicated that in choosing the Phenomenological
approach, the researcher required to ask more experiential questions and,
therefore, this is a method particularly geared to explore this more ‘lived

experience’ type question. It is not a design that allows the generation of a
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theoretical explanation of the phenomena under study (Hardey 1994). Indeed
this methodology strives to ‘interpret and understand’ rather than to ‘explain’
through the generation of any theoretical perspective (Brykcznska 1998). This is
an important distinction in terms of my own study’s requirement to generate a
theoretical perspective that explains the Carer/Key-Worker relationship and

therefore its use within this study is not particularly appropriate.

ETHNOGRAPHY

One of the key strengths of ethnographic research is that the researcher, as best
as is possible, becomes immersed in the culture being studied, and thus
experiences the world from the participant perspective (Stevens et al 1993).
They go into the real situation and endeavour to fully understand it in its entirety.
The terms used within the results of such a study must have meaning to the
cultural group involved (Hilton 1987). In this study it was not possible to access
the participant groups in the manner demanded by ethnographic research, nor
was it possible to develop the necessary depth of relationship within the time

scale available. This was the significant factor making this methodological

approach unsuitable for my study.

THE GROUNDED THEORY METHOD

While Ethnography may be unsuitable for use within my study, like other forms
of qualitative methodologies, it carries many similarities to the next methodology
to be discussed, that of Grounded Theory. Indeed, some authors believe that
Grounded Theory is a form of ‘ethnographic data analysis’ rather than a separate

qualitative methodology (Field & Morse 1985). However, others view Grounded
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Theory as a departure from both Phenomenology and traditional Ethnography.

Citing Schatzman & Strauss (1973), Thorn (1991) stated that:

‘While interviews and participant observation remain the major data collection
methods, their purpose in Grounded Theory research is to discover the
underlying social forces shaping human action. This aim is radically different
from Ethnography’s quest to determine why the actor thinks it is doing what it is
doing or Phenomenology’s project of discovering how the actor articulates the

experience of whatever it is experiencing.’(p.186).

Glaser & Strauss, two American sociologists, collaborated to design a
methodology that reflected their different research backgrounds. Glaser came
from a predominantly quantitative background, while Strauss was principally
involved within the qualitative paradigm. In developing Grounded Theory, they
demonstrated the need to focus closely on data, remain out in the field, and

generate theory that reflects, and respects, the participant’s own perspective

within the area of study (Glaser 1992).

Within the Grounded Theory approach the researcher should, ideally, keep one
foot in the world of the participants and the other foot outside their experiences
(Chenitz & Swanson 1986). Once a group has been identified, the researcher
requires ‘interpersonal interaction’ that involves becoming part of the
participant’s world and must develop a good sense of self-awareness. Only by
examining his or her own level of self-awareness can the researcher begin to

search for and more fully understand another individual’s world. It is this level
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of understanding that is so crucial to field research, with the important realisation
that the grounded theorist does not adversely influence the data with his/her own
problems or perspectives (Glaser 1992; Hutchison 1993). The issue of ‘forcing’
the data in this way has become one of the fundamental differences between

Glaser & Strauss’s more recent interpretations on the use of Grounded Theory

and is further discussed later within this chapter.

In his book entitled ‘Basics of Grounded Theory Analysis’ Glaser (1992)
demonstrated Grounded Theory’s relevance to a wide range of professional areas
including public health, social work, political science, educational sociology and
health. It can be utilised as a methodology for either research teams or adopted
by the solo researcher (Field & Morse 1985). The Grounded Theory
methodology involves alternating inductive and deductive reasoning, thereby
allowing the required degree of flexibility necessary for an exploratory study
(Simms 1981; Corbin 1986). This enables the researcher to be creative and to
utilise their discretion, provided that this does not undermine the essential

qualities of ‘application and rigor’ that are so important to the success of the

analysis (Stevens et al 1993 p.48).

The principal benefit in using the Grounded Theory methodology is its ability to
generate rather than to test theory. This offers a real advantage in allowing in-
depth examination of complex situations that make up the reality of the
contemporary health care environment. Given the apparent limited research
around the Carer/Key-Worker relationship, the case for theory generation is

much stronger than theory verification (Hardiman 1993). Glaser & Strauss
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(1966) considered that Grounded Theory has particular applicability in
preliminary, exploratory and descriptive studies. Hardiman (1993) strongly
supported its use when examining complex organisational problems such as
those of health care, education and practice. Interpreting data grounded in reality
provides a powerful means to understand the real world (Strauss & Corbin 1990).
The Grounded Theory methodology is appropriate when either little is known
about a topic or a new or fresher perspective on the subject area is particularly
desirable (Parahoo 1997). These comments adequately support the

appropriateness of a Grounded Theory approach within this study.

Strauss & Corbin (1990) identified four basic purposes associated with the

analytic procedures of Grounded Theory:

e To generate rather than only test theory.

e To give the research process enough rigour to ensure the theory is ‘good’
science.

¢ To allow the analyst to break through any biases and assumptions brought to
or developed during the research process.

e To ensure that the grounding, building of density, and development of
sensitivity and integration leads to the generation of a tightly woven

explanatory theory that closely approximates upon the reality it represents.

Grounded theorists assume that people, no matter how disordered their
environment may appear to outsiders, order and make sense of the world in
which they exist. They base their research on the further assumption that ‘each

group shared a specific social psychological problem that is not necessarily
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articulated and which is resolved by means of social psychological processes’

(Hutchinson 1993 p.185).

Theoretical Framework Underpinning Grounded Theory

The theoretical frameworks underpinning Grounded Theory within my study
were those of Symbolic Interactionism and Reflexivity. Chenitz & Swanson
(1986) suggested that both Phenomenology and Symbolic Interactionism
involved internal aspects of human behaviour and how human beings respond in
terms of their belief system, and that the Grounded Theory approach was a
method that had its roots in the ‘Symbolic Interactionist’ school of sociology.
Blumer (1969) stated that there were three premises on which Symbolic
Interactionism was based:

e Human beings acted towards things on the basis of the meaning they had to

them.

e Such meanings were derived from, or arose out of; interactions with one’s
fellow human beings.
e Such meanings were dealt with, and modified, through an interpretative

process by the individual as they dealt with the things they encountered.

Symbolic Interactionism puts forward the position that we all act and interact
utilising symbols that have meaning and value to those involved. For example
using words for an object rather than using the object itself, or the use of ‘body
language’ communicating information without the use of words (Stern et al
1982). ‘It is a dynamic process in which roles change and adjust over time’

(Seaman 1987 p.91). Symbolic Interactionism provides an explanation of the
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process of how meaning is arrived at by people in their everyday interactions
with others (Stevens et al 1993). The Symbolic Interactionist views the
individual as being active and creative. They consider that they ‘create actions
and revise them’ (Holloway & Wheeler 1996 p.99). On the basis of this the
individual interprets the behaviour of others and adopts appropriate roles
accordingly, sharing particular reactions to situations with their social group.
Hence the social group interprets language and gestures within their community,

and responds accordingly to these interpretations (Holloway & Wheeler 1996).

The interpretations made by group members can only be understood within the
context of the group and, as Grounded Theory places emphasis on the
importance of context, it is well placed to provide an explanation of such
interactive processes (Holloway & Wheeler 1996). Individuals and their
behaviours cannot be fully understood outside of their social context and so
Grounded Theory is principally aimed at understanding how a group of people
define, through social interaction, the reality of their world (Stern et al 1982). Its
use within this study appears particularly appropriate given that Grounded
Theory is said to explain a particular social circumstance by highlighting the
‘core and subsidiary categories operating in it’ (Baker et al 1992 p.1357). Within

my study, in order to develop a recognisable theoretical explanation, I had to

generate such categories.
Replicability is greatly valued within quantitative research, a requirement that is
demonstrated through the reliability and validity of the methods used (Webb

1992). Within qualitative research these concepts cannot be defined and
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evaluated in the same way due to the adopted methods being so different (Webb
1992). Polit & Hungler (1999) defined construct validity as ‘The degree to

which an instrument measures the construct under investigation.’(p.698).

Webb (1994) considered the issue of ‘face validity’, a concept later defined by
Polit & Hungler (1999) as: ‘The extent to which a measuring instrument looks as
though it is measuring what it purports to measure.’(p.702). This form of
validity, also referred to as ‘content validity’, tends to be discussed in terms of
the design of the questionnaire within the literature (Parahoo 1997). Webb
(1994) considered face validity to be effectively measured by ‘member checks’,
or, as Parahoo (1997) suggested, by going back to the research participants and
gaining their impressions of the analysis, and refining on the basis of these
views. This returning of the findings to the research participants, however, can
be problematic as the participants and the researcher will, to a greater or lesser
extent, have varying perspectives or agendas. This can, as the coding moves
from a substantive to a more generalised and theoretical level, lead to the

participants finding codes and categories less recognisable and meaningful to

them (Horsburgh 2003).

Morse (1998) pointed out that, as the theory develops from the synthesis of a
number of interviews, it is not advisable to attempt to validate the findings as a
whole by involving individual participants. It is inappropriate to return the
results to the participants for comment in order to gain face, or participant
validity but, within certain interview settings the researcher can, through the

interactive process of the interview, determine participant validation and clarify
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the individual’s perceptions (Horsburgh 2003). Indeed, through the process of
interview and emerging concepts being checked and clarified within subsequent
interviews, a significant level of participant validity can be achieved (Melia
1982). Therefore, by constantly comparing and contrasting data within the

Grounded Theory methodology, an inherent check on validity is already being

addressed (Glaser 1992; Hutchinson 1993).

Chenitz & Swanson (1986) considered that the credibility of theory is important
and must ‘fit’ the phenomena being studied, have ‘grab and work’ when applied.
‘Fit’ refers to the categories being generated and must be indicated by, and
readily applied to, the data. ‘Grab’ suggests that the theory is relevant to the
social or practice world of the person in that world, and ‘Work’ refers to the
‘usefulness of the theory to explain, interpret, and predict phenomena under
study’ (Chenitz & Swanson 1986 p.13). ‘The theoretical constructs are grounded

in substantive or categorical codes, precluding the possibility of unfounded

abstract theorising’ (Hutchinson 1993 p.197).

A lack of reliability and replicability has been a major source of criticism of the
Grounded Theory method (Chenitz & Swanson 1986). However, as Hutchinson
(1993) pointed out, this question of replicability is not particularly relevant to
Grounded Theory as theory generation is to offer a new perspective on a given
situation and provide useful ways of looking at a certain world (Hutchinson
1993). However, one of the ways in which validity can be addressed within a
Grounded Theory study is through the process of Reflexivity. Through the use

of field notes existing biases and prior knowledge can be acknowledged, and any
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thoughts and feelings recorded and reflected upon (Webb 1994; Holloway &
Wheeler 1996). Here the researcher systematically provides reports on the
rationale for decisions made during the whole research process, and how she or

he has influenced either the process or the content of the research (Koch 1994).

Reflexivity has not been well explained within the literature and is considered to
be a rather ‘nebulous’ term where, even when being discussed within qualitative
methodological texts, its description has not been given with any clear precision.
(Aitkinson & Coffey 2002; Carolan 2003). This ambiguity aside, the relevance

and importance of Reflexivity within the qualitative paradigm has been clearly

acknowledged (Abbott & Sapsford 1998).

Horsburgh (2003) commented that qualitative research cannot operate under the
belief that the researcher is able to detach him or herself totally from the study
undertaken, even if this is desirable. The researcher is a part of, rather than
separate from, the data being collected and any theory arising out of a qualitative
study must include an essence of the researcher (Lipson 1991; Johnston 1995;
Ersser 1996). The traditional positivist approach has resulted in the researcher
writing themselves out of the text, believing that to do otherwise would result in
them somehow contaminating the emerging data (Northway 2000). It is essential
to realise that in qualitative approaches the assumption is that the researcher

being separate or neutral from the data is an erroneous one (Henwood & Pidgeon

1993; Porter 1993; Mason 1996; Hand 2003).
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To write in the third person has traditionally been a more acceptable way of
documenting academic work (Northledge 1990; Goodall 1995). Early studies
were generally experimental and tightly controlled, occurring under laboratory
conditions where objectivity was the ideal (Holloway & Wheeler 1996). This
objectivity, required within quantitative research, related to the existence of an
independent researcher where bias had to be excluded in order to provide the
truth (Munhall & Oiler Boyd 1993). It was for this reason that the voice of the
researcher, as they provided documentary evidence of their research process, was

written in the passive form or the third person (Webb 1992).

As previously argued Reflexivity is a way of offsetting the risk of bias within the
more interpretative social paradigm of the qualitative study. The use of
Reflexivity, where the researcher indicates their ‘personal involvement’ within
the study, is demonstrated through the use of the first person (Norton 1999;
Horsburgh 2003). Writing in the first person is considered essential for
qualitative research and by not doing so the writer is not in keeping with the
epistemology of the interpretative approach. This can result in the social
elements becoming more obscured which can prevent the reader from fully
evaluating the quality of the study (Webb 1992). I acknowledge that there are
differing opinions with regard to this matter within the academic community.
However, it is for the reasons outlined above that my study and its resultant

findings have been written and presented in the style of the first person.

Reflexivity allows recognition of this fact and seeks to make the reciprocal

relationship, between the researcher and the research process, transparent and
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open (Lamb & Huttlinger 1989; Koch & Harrington 1998; Horsburgh 2003).
Hutchison (1993) linked Reflexivity to Grounded Theory by claiming that, as
Grounded Theory research requires an interpersonal dialogue, the researcher is
inevitably part of the observations taking place. Indeed, Turner (1981) strongly
argued that the positive aspect of Reflexivity within the Grounded Theory
approach is that, coupled with the creativity of the researcher, it leads the
researcher into the creative core of the research process. By enhancing the
application of intellectual and imaginative processes to the analysis, Reflexivity

greatly assists in the demanding process of interpreting research data.

Reflexivity allows ‘taken for granted’ value systems and personal beliefs to be
recognised with the researcher becoming sensitive to the effects their actions
have on the experience under investigation, especially on the meaning and
context of the data uncovered (Gray 1997; Pellatt 2003). Koch & Harrington
(1998) believed Reflexivity to be a ‘counter practice’ to the risk of ‘self
indulgence and narcissism’ (p.888), and that its application leads to research that
is both ‘believable and plausible’ (p.883). Parahoo (1997 p.292) also stated that
the researcher must continually reflect upon their ‘own values, preconceptions,
behaviour or presence’ continuously during the ongoing study. Koch (1994)
stated that while the reader of a research study may not hold the same
interpretation as the researcher, they should still be able to clearly see the
rationale behind the approaches adopted within the study. This is achieved by
using what she terms the decision or ‘audit’ trail. In this, the researcher makes

clear the thinking involved in any theoretical, methodological and/or analytical

decisions.
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Developing Codes and Categories

The utilisation of the Grounded Theory approach involves a ‘constant
comparative’ method which is an ongoing tightly interwoven process of data
collection and analysis. This ‘constant comparative method of analysis’ is used
to achieve the goals of ‘conceptualising’ and ‘categorising’ data using open
coding (Strauss & Corbin 1990; Glaser 1992). Comparisons are continually
made between sections of data, in my case interview transcripts, for similarities
and differences between the participants interviewed. The interview transcripts
under study are firstly examined using what Strauss & Corbin (1990 p72) termed
‘line by line analysis’ whereby words, or phrases, verbalised by the participants
are identified. These are then compared, clustered and given an initial label from
which higher order categories and codes are formed. This process facilitates the
development of theoretical constructs from the data by clarifying the properties
of the emerging categories and codes, enabling relationships between these to be

identified which helps to explain the phenomena under study.

Strauss’s method of discovering categories drew particular criticism from Glaser
(1992). His concern was that Strauss’s strategy within the open coding stage of
labelling each incident carried with it a risk of generating hundreds of conceptual
labels which leads to the researcher not knowing which are relevant or not. This,
he considered, is labour intensive, tedious, yields no analysis and is entirely
unnecessary.  Fleming (1998) addressed this concern in her study aimed at

developing a model for midwifery practice using Grounded Theory, a study
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broadly parallel to my own. She made it clear that the early writing of Glaser &
Strauss (1966) led to every line and, even every word in some instances, being
coded. She concludes that this is ‘... too reductionist and less representative of

the positions of the midwives and clients who participated in this research’

(p.138).

Glaser (1992) considered that there were really only two types of coding within
Grounded Theory, substantive and theoretical. The former arises when
‘conceptual meaning’ is given to the patterns within the incidents found in the
field. Theoretical codes are then formed when conceptual models, or
relationships, are established between these codes. Strauss & Corbin (1990)
suggested that incidents are labelled and given a conceptual name representing
the phenomena, Glaser, on the other hand, stated that all that is required is that

incidents and or categories are compared, and the patterns among them

conceptualised (Hickey 1997).

Glaser (1992) also criticised Strauss & Corbin’s (1990) procedures on how to
reconstruct data following open coding. These procedures, referred to as axial

coding, were considered by Glaser (1992) to be unnecessary. He considered that
Strauss & Corbin (1990) had written:

‘... a dangerous chapter as, for the grounded theorist... its exhortations will
produce a combination of imposed and generated conceptual connections

between categories and properties, so the reader will never be able to evaluate the

Grounded Theory.’ (p.62)
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This argument reflected the ‘emerging’ versus ‘forcing’ debate that now divides
these former associates, and has both confused and influenced my decisions in
applying the Grounded Theory method. I found myself in agreement with
Fleming’s premise, more in keeping with Glaser’s (1992) later text, that it is
permissible for data to be considered more within its context rather than risking
over conceptualising the data by labelling every word and/or line. I also agreed
with Glaser’s (1992) approach towards higher order conceptualisation using
theoretical coding in which relationships linking codes and categories are
identified. These approaches were therefore adopted within this study and

directed the coding and conceptualisation procedures throughout the analytical

process of my study.

Strauss and Glaser both agreed that memo writing was an important process
within Grounded Theory. Strauss & Corbin (1990) considered memos to be the
written forms of the researcher’s abstract thinking about the emerging data, and
Glaser (1992) described memos as ‘the theorising write-up of ideas as they
emerge’ (p.108). According to Hutchinson (1993) to generate a good quality
theory ‘the descriptions of empirical events must be elevated to a theoretical
level. Memoing is a vital part of that process’ (p.201). Memos evolve and
conceptually grow in complexity, density, clarity, and accuracy as a study
progresses, and these notes are important components of the analysis throughout
the study helping the researcher to ‘gain analytical distance from materials’
(Strauss & Corbin 1990 p.199). In writing the memos, the relationship that one

code has to another is questioned, or if one incident is the cause or consequence
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of another? What conditions influence the codes? According to Hutchinson

(1993) it is through this process of continual questioning that a theory eventually

evolves.

As indicated, the formation of data categories is a development that derives from
the initial codes given to the raw data (in-vivo codes) on initial readings of the
transcriptions. This is a process that is considerably helped by the use of both
written and recorded memos (Strauss & Corbin 1990; Hutchinson 1993).
Following each interview the researcher records his/her initial views and
impressions of the interview, identifying strengths and weaknesses within the
interview process. This allows for the identification of problem areas that can
then be addressed within subsequent interviews. These memos also allow the
researcher to identify initial emerging themes from the interviews that can be
further explored within follow-up interviews, an aspect of the research process
that is very much in keeping with the Grounded Theory approach (Hutchinson

1993). Such interview field notes were recorded following each of the

interviews associated with my study.

In order to extract theory out of the data, a Grounded Theory researcher has to
develop the ability to ‘see’ with some analytic depth what is in front of them.
This is referred to as ‘theoretical sensitivity’ (Strauss & Corbin 1990; Glaser
1992). In the early stages of the study the researcher requires ways of opening
up their thinking about the phenomena under study. Theoretical sensitivity
involves the rescarcher retaining insight and an ability to understand and give

meaning to the data, and an ability to separate what is meaningful from that
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which is not (Strauss & Corbin 1990). Glaser (1992) pointed out that this aspect

of theoretical sensitivity involves the researcher asking these formal questions of

the study area:

e What is the main concern or problem for the people in the substantive area,

and what accounts for most variation in processing the problem?

o What category or what property did this incident indicate?

Cutcliffe (2000) considered that the fundamental difference between the Glaser
and the Strauss perspective centres principally on the issue of ‘forcing and
emerging’. He cited Stern (1994) who explains these differences in terms of the
questions each ask of the data. Strauss asks ‘what if?” where as Glaser asks
‘what do we have here? Glaser believed that Strauss had deviated so far from

the original method that his methodology should be given a different name

(Cutcliffe 2000).

Their disagreement potentially leads to budding grounded theorists experiencing
a degree of anxiety as they contemplate which question to ask of the data, and
what if they ask both questions, are they using a differing version of the method
(Cutcliffe 2000)? Cutcliffe considered that focusing on this dilemma does not
help the researcher and results in disability and restriction, leading to the
researcher becoming more concerned with ‘process questions rather than
creative, interpretative questions’ (p.1483). The researcher can instead consider
combining the questions, a combination of ‘What if?, and ‘What do we have

here?’, and ‘What categories, concepts or labels do we need to account for the
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phenomena?’. These questions, according to Cutcliffe (2000), can lead to a
much richer and deeper understanding of the data. I am in broad agreement with

these views and asked the variety of questions, suggested here, of all incoming

data within my study.

I was also mindful of the approach, highlighted earlier within this chapter, used
by Melia (1982) while interviewing student nurses. Any ideas raised during one
interview are followed up and further explored within the subsequent interviews.
Therefore as the interview process progresses, interview questions evolve and
grow. While analysing transcripts the importance of simple and focused
questioning of the data, and the researcher maintaining an intellectual objectivity
in order to avoid forcing the data with his’her own problems, were paramount

considerations within my study.

I shared Cutcliffe’s (2000) opinion that the most important consideration, when
examining the disagreement between Glaser and Strauss, is that the researcher
has to be open and honest in how he or she carries out the research. This, along
with the checking out of emergent concepts within subsequent interviews, as

suggested by Melia (1982), greatly influenced my own approach and direction
within this study.

Analysing the Data

The computer has become an important tool for the qualitative researcher and
involves both conceptual and mechanical aspects that are inherent within

qualitative research. The conceptual aspect of the research process involves

33



gathering, grouping and labeling data followed by analysis to extract
understanding and meaning from that data; the mechanical aspect involves

storage, organization and retrieval of data (Knafl & Webster 1988; Russel &

Gregory 1993).

Historically, qualitative researchers have been less inclined to adopt computer
assisted data analysis than their quantitative counterparts, a surprising fact given
the vast amounts of data that is generated by qualitative methods that then
requires to be kept track of (Baker 1988; Pateman 1998). Qualitative software
packages have however also been accused of having a ‘corrupting influence’
when compared to more traditional manual forms of analysis (Morrison & Moir
1998; Glaser 2001). The use of such computer programmes can also be
problematic in that they may distance the researcher from the data and so reduce
essential theoretical sensitivity (Becker 1993; Glaser 2001). However, Pateman
(1998) indicated that this distance created between the researcher and the whole
data set may allow the researcher to concentrate more on each transcript. Tait
(1999) described the essential qualities of a suitable computer software package
as:
e to store and organise text files along with any coding categories and resuits;
e to allow for the searching, retrieval and interpretation of data;
e to facilitate the management of multiple documents in separate windows
allowing for cutting and pasting;

o to facilitate the construction of theoretical frameworks and concepts.
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Computer software packages aid the organisation and management of data, but
still require the researcher to actively and thoughtfully engage with the data in

order to produce an effective analysis (Tesch 1991; Morrison & Moir 1998).

A tendency to over-code the data is another acknowledged problem that could
occur in both manual and computer data management systems, and was
described by Pateman (1998) as a ‘coding fetishism’. This problem can be
increased when using computer based packages where the physical evidence of
data is less obvious. As the interviews progress this tendency can become
somewhat easier, with the researcher becoming more sensitive to the data and so
coding more appropriately (Richards 1997). There are a variety of computer
packages available for use by the qualitative researcher. Russel & Gregory
(1993) identified NUD*IST (Non-numerical Unstructured Data) as being

particularly applicable to a study that was engaged in theory building, as was the

case in my particular study.

Developing the Theory

It is important when reporting on the results to include actual quotes from the
data to enhance the ‘explanatory power’ of the report. ‘Segments of data usually
‘hook’ the reader and allow him to make independent judgements about how
well the theoretical scheme is grounded in the data’ (Antle May 1986 p.150). It
is for this reason that the four chapters containing the results and analysis of
these results from my study have made extensive use of verbatim data quoted

from the participants, along with any relevant theoretically sampled literature.
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The theory comes together around a core category, or variable, and there are six

characteristics associated with the core category (Hutchinson 1993):

e it recurs frequently in the data;

o it links the various data together;

e due to its centrality, it explains much of the variation of the data;
¢ it has implications for more general or formal theory;

¢ as it becomes more detailed, the theory moves forward;

¢ it allows the maximum variation in analysis.

Core categories become the basis for the generation of theory. The integration
and density of the theory is dependent upon the discovery, or identification, of a
core category (Munhall & Oiler 1986). Such theories are not proven, only

proposed, as they are based upon an integrated set of hypotheses and not actual

scientific findings (Fleming 1992).

The relevance of the material being collected, the saturation of the categories, the
emergence of new categories and the speed of coding all vary as the research
process progresses. ‘Lower level categories emerge rather quickly during the
carly phases of data collection. Higher level overriding and integrating
conceptualisations - and the properties that elaborate them - tend to come later

during the joint collection, coding and analysis of data’ (Glaser 1978 p.36).
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The Use of the Literature within a Grounded Theory Study

Some researchers believe that the initial review of the literature has some
importance as it enables the reader to see the area from the researcher’s
perspective as the project begins and provides justification for launching the
Grounded Theory study (Antle May 1986). The researcher must then move to a
second review of the literature that links existent research and theory with the
concepts, constructs, and properties of the new theory (Hutchinson 1993). As in
other aspects of the Grounded Theory methodology, Glaser & Strauss
fundamentally disagreed over the use of literature and the need to conduct the
initial review.  Strauss, in his later writing with Corbin in 1990, advocated

reviewing the literature early in the study and as it progresses. They believed

this review led to:

e a stimulation of theoretical sensitivity;

e the provision of a secondary source of data;
e a stimulation of questions;

e a direction in theoretical sampling;

e a provision of supplementary validity.

Glaser (1992) strongly disagreed and discussed several levels of literature
required within Grounded Theory including professional literature related to the
area under study. A fundamental question always within Grounded Theory is
when should one consult the literature. ‘There is a need not to review any of the
literature in the substantive area under study’ (Glaser 1992 p.31). This dictum in

Grounded Theory, he stated, is very unlike other research approaches. The reason
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for this is to prevent the researcher from being ‘constrained’ or ‘contaminated’,
or otherwise inhibited from effectively generating categories, their properties and
theoretical coding through prior reading of related literature. Glaser considered
that such reading leads to a ‘derailment’ in the form of recognised or

unconscious assumptions regarding what the data is presenting.

Avoiding a literature review at the beginning of the study means that the
emerging theory is more likely to be ‘grounded’ in the data (Hickey 1997,
Cutcliffe 2000). Hickey (1997) argued that if there is a clear lack of research
around the area of interest, the literature review may not only yield insufficient
information, but risks leading the researcher into making inaccurate assumptions
about what is or is not important to the research being contemplated. He pointed
out the risk, following an initial review of the literature, of the researcher
focusing the research problem on areas that the literature has thrown up rather
than that of the emerging data. In his study, ‘on the effects of the NHS and
Community Care Act on the role of nurse’, Hickey found that he had incorrectly
assumed that the issue of ‘case management’ was of the greatest importance to
the participants. This assumption, he stated, was a direct result of being
informed by the early literature and not from the emerging data. This epitomises
Glaser’s (1992) warning that ‘derailment’ can occur if the professional literature

is consulted in any depth at the commencement of a study.

It was for this reason, along with my prior experience with, and knowledge of,
the study group that I decided to adopt Glaser’s position and not conduct an

initial review of the subject literature prior to the study’s commencement.
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Having worked in the professional area associated with this study, 1 have read
fairly widely in terms of what Glaser (1992) considered to be professional
literature, both related and unrelated to the subject area. As suggested above, my
greatest concern at this point was not to risk any possibility of ‘forcing the data’
through existing conceptual understanding arising out of my prior academic
reading and, most significantly, my previous professional experiences brought
from the field. ~Wherever possible reference to the literature was made in an

effort to identify comparisons or contradictions within the categories and codes

only after they have emerged.

Sampling — Theoretical versus Purposive Sampling

Grounded Theory requires non-probability sampling and, because of the
requirement for concepts and categories to emerge during the analysis, specific
data sources have to be sampled until saturation of the categories is achieved
(Cutcliffe 2000). The process of data collection has to continue until the
emerging categories have become saturated (Glaser & Strauss 1967). Within this
methodology sampling decisions are made ‘theoretically’ and information
gathered from any group that may be a source of relevant data, relevance being
determined on the basis of the requirement for ‘generating, delimiting, and
saturating the theoretical codes’ (Hutchinson 1993 p.203). This form of
sampling is also referred to in the literature as purposive sampling where the
informants have the necessary ‘characteristics or knowledge’ to inform the
evolving theory (Ficld & Morse 1985 p95). Field & Morse (1985) considered
that this type of sampling within Grounded Theory is termed theoretical

sampling. Theoretical sampling involves the researcher, from his or her
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emerging knowledge of the population, selecting participants who might be

considered ‘typical’ of that population being studied (Becker 1993; Haber 1994).

Holloway & Wheeler (1996) drew a distinction between theoretical and
purposive sampling, claiming the latter should not be used as this means that the
researcher has decided on the sampling procedures before data collection begins.
This is, therefore, when a researcher preconceives a sample group’s
characteristics prior to the study’s commencement, and selects all participants
from this group without any further thought as to selection criteria regardless of
emerging data (Cutcliffe 2000). Theoretical sampling begins initially with a
purposive sample but is more specific in that the researcher, having interviewed
one or more participants, then decides very specifically what data theme to
pursue next and which particular participant type would best provide that data,
decisions informed by the emerging theory (Glaser 1992). Holloway & Wheeler
(1996) stated that the researcher has to use theoretical sampling as a necessity

due to the inductive deductive nature of the research.

Coyne (1997) considered that there was a lack of clarity within the research
community regarding these two forms of sampling which only led to confusion
for the researcher not experienced in Grounded Theory methodology.
Theoretical sampling within the Grounded Theory methodology is dictated by
the emerging theory and therefore should be classified as being ‘theoretical’
rather than ‘purposive’, a distinction not made by other qualitative researchers
(Cutcliffe 2000). As pointed out by Glaser (1992), more is to be gained by

conceptualising the data and that, while bias can be an issue, this is reduced in
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Grounded Theory by the use of constant comparison, saturation and core
relevance. While the risk of bias in theoretical sampling is acknowledged, this is
most useful when the researcher wants a sample of ‘homogeneous experts’, as
was the case in my study (Polit & Hungler 1987). This issue of sampling

presented a particular impact upon my study and will be revisited within the

following chapter and again also within chapter ten.
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CHAPTER FOUR METHOD II - DESIGN AND PROCEDURES

THE POPULATION

Given the purpose of this study the participants had to have ‘specific
characteristics and knowledge’ which was relevant to the study’s aim (Field &
Morse 1985). I therefore selected a sample of carers who either lived with or
were in daily contact with a person diagnosed with dementia, along with their
associated key-worker who was either a registered health/social care
professional, or a worker working under such a professional’s direct supervision.
As discussed earlier, a dyad that included both the professional care workers,
who had key-worker responsibility for the care of the dependant cared for within
the home setting, along with the principal carer for that individual was utilised.
Therefore, following identification of a suitable care situation, each was
interviewed independently and the interviews analysed prior to moving to the
next, most appropriate, care situation. This tandem approach was adopted

throughout the interview phase of my study.

All professional care workers required to be appropriately registered under
health or social work legislation, and could be selected for interview regarding
more than one care-giving dyad. These dyads were selected from the
Lanarkshire Health Board area and associated with patients currently under the
care of Lanarkshire Primary Care Trust. Accessing the sample groups (See
Figure 2) involved initially contacting the responsible Consultant Psychiatrist in
order to gain his/her permission prior to contacting the key-worker. The

advantages and limitations of this approach are laid out within Appendix 1a.
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Figure 2. Accessing the Sample Groups Prior to Ethical Approval

RESEARCHER

TRUST & ETHICS
APPROVAL

Establish a list of appropriate
consultants & key-workers within
the Trust. Initially both consultant &
key-worker approached
simultaneously & blanket approval
& co-operation is sought.

CONSULTANT PSYCHIATRIST

Seek approval to approach their
particular patient. Will indicate
possible participant’s level of
competency.

KEY-WORKER
Agrees to take part in specific
interview & sign necessary
consent.

DEPENDANT

Gives approval if competent.
Letter seeking co-operation
passed to carer if not competent

CARER

Agrees to be interviewed &
signs consent form. If not,
request consultant to name
another candidate

MOVE TO NEXT KEY-WORKER

43



ACCESSING THE SAMPLE GROUP

Initially I had intended to write out to participants directly, having been given a
list of potential names of suitable caring dyads (carer and key-worker) by a
consultant, this being the perceived quickest and most direct route to these
participants. However after consultation with some experts in the field, I was
advised that I should proceed by firstly contacting the identified dependant as
this was the approach that was most likely to meet with the approval of
Lanarkshire Research Ethics Committee (LREC) and the Trust’s senior
management. This presented the problem of how to communicate, by post, with
a person suffering from dementia? Two important considerations presented here;
firstly, what was the dependant’s level of competence and ability to receive this
mail and then pass it on to the appropriate carer? Secondly, how not to scare or

intimidate the person receiving this correspondence?

After further consultation the following approach was selected. A suitable letter
addressed to the dependant was constructed in a format least likely to alarm them
and ensure their passing on the information to the carer. Having received this,
the carer could then make a decision on whether or not to contact me. By
adopting this approach I ensured that the dependant was consulted prior to
interview, and if they were incapable of understanding the letter, the carer was

the most likely person to open their mail and so receive the correspondence

originally intended for them.
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What seemed initially to be a fairly straightforward task turned out to be a
difficult and frustrating goal, i.e. the writing of a short letter to a person
experiencing symptoms of dementia and requesting their co-operation in
informing their carer. Following the first draft I took advice from a CPN
experienced in dementia care to greatly simplify this correspondence and present
it in a softer colour of paper making it less intimidating and easier on the eye.
Hague (1993) supported the suggestion that the colour of paper selected was
significant. He claimed that the researcher would get a higher response rate if he
or she used a yellow or pink colour paper in his/her research correspondence.
Given these opinions the colour of paper was changed from white to soft yellow,

a colour hopefully more appealing to the reader and more likely to produce a

positive response.

After several attempts this letter was still considered too complex and so further
advice was sought from the Dementia Centre within the University of Stirling.
They concurred with the CPN and advised that I use the Flesch readability scale
contained within the Microsoft (Word 98) word processing programme. The
first letter drafted had a readability quotient of 55.0. To put this into some
perspective, the letter drafted for the Consultant Psychiatrist was 44.1. The
lower the figure the more complicated the narrative and consequently the more
complex. 1 finally managed to produce a draft with a quotient of 79.9,

considered by Stirling to be much more appropriate for a person diagnosed with

dementia (Appendix 3).
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RECRUITMENT AND THE INFLUENCE OF ETHICAL APPROVAL
REQUIREMENTS

The gaining of informed consent within this study proved particularly
challenging. Following consultation with the LREC, it was a requirement that
the consultant psychiatrist must, independently from the researcher, identify all
carer participants to be involved within the study. The consultant, by suggesting
specific participants, was consenting to their inclusion within this research. As
the consultant psychiatrist was the responsible medical officer for the care
situation, it was not deemed necessary to inform the carer’s general practitioner.
A request for blanket permission was made to the Trust’s medical director and
lead clinician, as well as to the strategic service manager of the Local Councils

prior to the inception of the study (Appendix 2).

Decisions made by LREC had such a significant impact on the recruitment of
participants to my study that these are also addressed within this chapter.
Accessing the sample groups involved contact with the consultant psychiatrist
(see Figure 2), prior to contacting the carer. Other criteria required in the
selection of participants was that the carer had to be living in residence with their
dependant or, at least, be in daily contact and living in close proximity to them.
This was essential as the study’s aim and focus were best served by the inclusion
of individuals who had an all-encompassing full time responsibility for the
dependant and, therefore, possessed the specific characteristics and knowledge

required for my study (Field & Morse 1985).
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On requesting the participants for inclusion, the consultant psychiatrist was
specifically asked to identify any individual who might be involved, currently or
in the recent past, in any other research project. In addition I asked participants
this question each time informed consent was being sought. As the data
collection method involved a taped interview, I had to be able to clearly
understand what was being said in order to accurately transcribe and analyse
each conversation. It was vitally important that those included within my study
could communicate in English. There was also a necessity that all participants
could read and fully understand both the information sheet and the consent form.
All potential participants within my study fully met with these criteria and all

were therefore included.

The original proposal to LREC involved my receiving, from the consultant
psychiatrist, a list of names of carers who would potentially be willing to
participate in this study (Figure 2). This approach was not acceptable to the
committee who requested a further meeting with me (Appendix 4). The
committee would not allow me access to the names of any potential carer
participants and so, following this meeting, the access route to the potential
participants was altered (Figure 3). The study would now, having gained
consultant approval, involve me providing the consultant’s secretary with a pack
that contained the letter and associated carer information placed within a stamped
envelope. The consultant would then instruct his or her secretary to forward this
information to potential participants. Therefore it was only when a carer wanted

to be included in my study, and had contacted me directly, that I would know

their identity.
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Figure 3. Accessing the Sample Groups Following Ethical Approval

RESEARCHER

TRUST & ETHICS
APPROVAL

Establish a list of appropriate
consultants within the Trust.
Initially, both consultant & key-
worker management approached
simultaneously & blanket approval
& co-operation is sought.

CONSULTANT PSYCHIATRIST

Seck approval to approach their
particular patient. Will indicate
possible participants & level of
competency.

DEPENDANT

Gives approval if competent.
Letter seeking co-operation
passed on to carer if not competent

CARER

Agrees to be interviewed &
signs consent form & names
key-worker. If not, request
consultant to name another
candidate

KEY-WORKER

Agrees to take part in specific
interview & signs necessary
consent.

NEXT DEMENTIA PATIENT

43



The advantages and limitations associated with this revised approach are

contained within Appendix 1b.

Originally the study was to include only registered professionals as the entry
criteria for the key-worker cohort. It was only after ethical approval of the study
was granted that it became obvious to me that I was excluding a significant group
of people whom the carers could consider to be key-workers. These were health
and social care workers who were not formally trained or registered. It was
important, therefore, that this group was included within the study. As these
support staff had to operate under the supervision of the registered key-worker
they therefore met the criteria of a professional care worker. The concept of
professionalism, what constitutes a professional and how professional values are
attained has received serious debate within the contemporary health care
literature (McGhee 1995; Rutty 1998; Van De Camp et al 2004). There is,
however, no space to do justice to this debate within this thesis. The decision to
include the unqualified group of staff was taken primarily because it was
considered vital to the study’s focus and philosophical underpinnings that the
carers themselves selected who their key worker was. I would argue that the
inclusion of this group did not, however, undermine the professional
characteristics of the key-worker cohort as, by the fact that they worked under
the supervision of the qualified professional, they are likely to reflect the values,
ethos and professional code of that profession. Therefore, following writing to
and gaining a further meeting with LREC, the proposal was amended to include

this group on this proviso that they were working under the direct supervision of

a registered health or social care worker (Appendix 4).
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A total of 87 packs were distributed and 19 carers responded, 18 of whom met
the study’s entry criteria: 13 wives and four husbands, all living with their
dependant, and one daughter living in close proximity to her mother. The carer
identified who they considered to be their key-worker and, as some key-workers
were involved with more than one carer, a total of eleven were included within
the study. Of these 11, nine were health care staff: eight registered nurses and
one health care assistant. The other two were social workers: one registered and

the other a social work assistant. Seven of the key-workers were female.

This response rate to the request to take part in the study was disappointing.
Although a total of 87 requests were sent out to the consultants over the two year
period of the study it is not known how many actually reached carers. This
relatively low number of responses could be attributed to my difficulty in
accessing the sample group directly, a feature that was partly due to a lack of
control over the contact process brought about by the requirements of LREC.
One geographical area was placed totally out-with the bounds of this study when
I was contacted by a consultant psychiatrist who, following a detailed discussion
of the study, refused permission on the grounds that I would potentially upset her
patients, and their carers, by interviewing them. This decision prevented access

to any carers within an approximated general population of 75,000 people.

The problem over a lack of co-operation was also associated with organisations
employing key-workers. One social work department asked me to apply using
their established research approval process, despite having LREC approval, that

involved the completion and submission of a detailed and lengthy application
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request form. Following a three-month delay, I telephoned their personnel
department and was assured that this was being processed. No further
communication was received from them and, consequently, a significant group of

potential participants remained unavailable for inclusion.

The low response rate also contributed to my suspicion that certain gatekeepers
were not always fully co-operative in sending out all requests necessary to my
gaining access to the sample. During the fieldwork the suspicion emerged that
some consultants were failing to send out the request packages promptly or even
at all. This doubt arose when I had no responses from certain geographical areas,

despite repeated telephone and written reminders being sent out' to these

consultants.

Finally, two highly probable reasons for this low response rate could have been
that these requests, having to go through the dependant diagnosed with dementia

first, did not always find their way to the primary carer, or if they did reach them

they were simply ignored.

It was not envisaged that the participants taking part in my study would
encounter any specific risks. However it had to be considered and acknowledged
that certain participants could possibly experience a degree of distress in
discussing a potentially sensitive set of life experiences. Also, by discussing the
issues that arose during the interview, existing relationships between a carer and
the person with dementia, or with the key-worker, could become adversely

affected. Every effort was made to minimise this and I was careful to listen for
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any significant indications of distress or discomfort. The only other aspect to
acknowledge with regard to risk was the obvious inconvenience to the
participants in giving their time and effort to the interview process. Again |
endeavoured to minimise this by conducting all interviews efficiently and

effectively, keeping as close to the allotted time as possible.

The number of times that participants were interviewed varied depending on
whether the participant was a carer or a key-worker. The carers were subjected
to only one interview of approximately forty-five minutes to one hour’s duration.
The key-worker was interviewed more frequently depending on the number of
suitable care scenarios they were currently involved with and which came into
the study’s selection process. It was not envisaged that each professional would
be interviewed any more than three times. This proved to be the case in all but
one instance when a particular key-worker required to be interviewed on four

separate occasions. This case is discussed in more detail within chapter ten.

Throughout the fieldwork stage informed consent was obtained from both the
carer and key—worker participants. For the carers, information sheets were sent
out through a consultant psychiatrist along with the carer reply form (Appendix
5). On receipt of these reply letters the carer was contacted by telephone and a
suitable appointment arranged. On meeting, and prior to the interview, the
information sheet was again discussed and I reinforced the carer’s rights
contained within it. At this point they were asked to sign the consent form and to
retain a copy. Following the interview, and only when the carer had identified

and agreed to their key-worker being interviewed, the professional was contacted
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in a similar fashion and sent the request for interview letter along with the
appropriate information sheet (Appendix 5). On meeting the key-worker the
same procedure was followed. It was only by them agreeing to the interview,
and signing the consent form, that the name of their carer was divulged. Tables 1
and 2 contain a summary of both participant groups’ biographical details. More
comprehensive details are contained within Appendix 6.

Table 1 — Carer Biographical Summary Details

Biographical Criteria Carer Summary Detail
Total Number of Carer Participants 18
Male: 4 (22%)
Gender
Female: 14 (78%)
Range: 34 — 82 Years
Age (Years)
Mean: 69.4 Years
Relationship to Dependant Spouse: 17 (94%)
Adult Child: 1 (5.5%)
Range: 1 — 7 Years
Time Spent Caring (Years)
Mean: 3.5 Years
Providing Personal Care 13 (72%)
Providing Cooking Shopping 16 (89%)
Providing Travel 16 (89%)
Providing Safety Supervision 14 (78%)
Providing Financial Support 16 (89%)
Providing Supervision of Medication 14 (78%)
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Table 2 — Key-Worker Biographical Summary Details

Biographical Criteria Key-Worker Summary Detail
Total Number of Key-worker Participants 11
Male: 4 (36%)
Gender
Female: 7 (64%)
Range: 26— 55 Years
Age (Years)
Mean: 37.5 Years
Local Authority: 2 (11%)
Professional Group
NHS: 16 (89%)
Time Involved with Carer (Months) Range: 3 - 60 Months
Mean: 15 Months
Providing Personal Care/Advice 6 (33%)
Providing Cooking Shopping/Advice 3(17%)
Providing Travel/Advice 6 (33%)
Providing Safety Supervision/ Advice 11 (61%)
Providing Financial Advice 6 (33%)
Providing Medication Supervision 11 (61%)
Qualified/Unqualified Key-Workers Number Unqualified 2 (18%)
Number Qualified 9 (82%)
Qualified in Post (Years) Range: 3 —26 Years

Mean: 13.4 Years
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THE PILOT STUDY

A pilot study has to command the same degree of care and attention to detail as
the main study it precedes and, as much as possible, includes subjects that reflect
similar characteristics to the main sample group (Polit & Hungler 1991). As this
study focused upon both carers and key-workers, it was recognised that the pilot
had to address both of these cohorts. When selecting subjects for this exercise a
great deal of care was taken to avoid adversely influencing my main study. I
decided therefore that the pilot study would include a carer who had been very
recently involved in the care of a close relative, and the key-worker most
involved in helping this individual. Both the carer and the key-worker were
known to me and had willingly agreed to be interviewed. The carer had been
caring for her mother for a lengthy period at home, but her dependant had been
admitted recently to hospital due to deterioration in her physical condition. The

key-worker was a senior community nurse and had been involved with the care

and support of this relative for some time.

The selection of this key-worker participant had been, potentially, problematic as
she had worked within the study’s geographical catchment area and most
certainly was eligible for selection into the main study. However, as my study
examined the unique relationship between a carer and key-worker, each
subsequent relationship studied was arguably likewise unique and unlikely to be
unduly influenced by any earlier interview. Indeed, as already indicated, most of

the key-workers within my main study were interviewed regarding more than

one relationship.
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The carer opted to have me interview her at home while the key-worker chose
her office. Prior to each interview the subject was again reassured regarding
confidentiality and that the aim of this research was not to look for right or
wrong answers but at their views and opinions on their shared relationship
(Chenitz & Swanson 1986). Participants were asked to complete the carer reply
form and comment upon it as well as the contact letter, research information
sheets and consent forms (Appendices 3 & 5). Both participants intimated their

satisfaction with this correspondence and documentation.

When I transcribed the first interview I noticed that I could hear the participant
but unfortunately I could not hear myself clearly on occasions. To overcome this
I used two recorders on the second pilot interview, placing the second one closer
to myself. This worked very well and provided a valuable backup recording that
could be listened to when the main recording was unclear. The interviews were
greatly assisted by the use of the interview schedules based on the initial research
questions (Appendix 7). This allowed both the researcher and the interviewee to
focus more precisely on a range of relevant issues and was a facility which
greatly helped to cut down on the ‘dross rate’ that can be a feature of the semi-
structured interview (Field & Morse 1985). The participants generally answered

questions clearly, contributing greatly to the clarification and development of

future interview questions (Melia 1982).

Following each interview a field note was written that reflected how I felt the

session had progressed, my handling of the technique and any emerging general
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theme or direction that could be pursued in subsequent interviews. I noted that I
was not always in a position to write these field notes quickly following each
interview, and therefore decided to dictate these views and impressions onto the
small tape recorder used for the interviews. This was an exercise easily carried
out in my car immediately following each interview, and this practice minimised

the risk of losing important observations through poor memory recall.

The transcription of the interview tapes took place following each interview and
the time taken to achieve this task, along with the volume of data produced, once
again came as some surprise and reinforced the point made about minimising the
‘dross rate’ (Field & Morse 1985). This prompted me to purchase a transcription
machine to help ease this burden of transcribing. However, even with this
assistance, I still required an inordinate length of time to complete this task.
After taking some advice on this matter I engaged the services of a typist who

was familiar with the Data Protection Act.

The transcripts were analysed using the NUD*IST computer package. The
analysis procedure was later discussed with a colleague who had some practical
experience in the Grounded Theory research method and the use of NUD*IST
software. She offered several very useful points such as separating each discrete
idea within the narrative of the typed transcript, using a hard return on the

keyboard, to allow NUD*IST to more effectively distinguish between emerging

concepts.
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The biographical questionnaire was considered reasonably clear and easy to
understand. I noted that the first participant was unclear in what exactly I
required by way of information within some questions. I concluded that it would
be more effective, and efficient, if the biographical questions were asked orally at
the end of the interview and recorded similarly. This information is best
requested when the more intimate level of the interview has been established and
the researcher has gained the participant’s trust (Field & Morse 1985). Field &
Morse (1985) described the progression of the interview from a ‘shallow’ and
‘polite’ phase, when the interviewee is deciding whether or not the interviewer
can be trusted, towards a more ‘intimate’ phase, when richer more valid
information could be gained. This was done on the second interview and worked
very well. The NUD*IST software facilitated easy documentation and retrieval

of this type of data, which allowed this information to be linked quickly and

easily to other relevant data.

In summary, this pilot exercise helped to highlight the importance of putting the
subjects at ease in order to maximise on the data that they could provide. The
interview schedule was shown to be a valuable aid in highlighting important data
that could then be explored more fully within the interviews. The pilot study
also demonstrated the work effort and the associated time-scale involved in this
research method. It highlighted the value of using two tape recorders and,

finally, it has given me greater confidence moving into the main research study.
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TRANSCRIBING AND HANDLING THE DATA

An important ethical requirement concerned the confidentiality of all research
records. Participant names were not contained on or within the audiotapes or
transcripts. Instead participant’s audiotapes and transcripts were coded and any
participant details were stored separately on computer floppy disk. All tapes,
transcripts, computer disks and completed consent forms were held under secure
conditions to be destroyed following the five year time scale considered

necessary by the University of Glasgow.

Once 1 had received the transcription back from the typist, I again listened to the
recording while reading the transcript carefully and correcting any mistakes or
misconceptions contained within it. This exercise was made easier by using the
second back up recording, suggested by the pilot exercise, which picked up any

aspect of the conversation missed by the participant’s tape recorder.

In his discussion of the transcription and analysis process, Glaser (1992) believed
that the researcher should transcribe and analyse, in full, the first interview and
field notes. Thereafter, this coding and analysis should provide guidance
towards the process of theoretical sampling narrowing the range of future
interviews and field observations. This provides an ‘economy’ to the generation

of vast amounts of irrelevant and possibly repetitive data. However, Glaser

(1992) cautioned that this approach:

‘...should not be availed to until the researcher is certain of delimiting and
selecting of data by the emerging theory. Better more than less transcribed data

to a theory that fully accounts for the variations in the data.’(p.20).
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Being a relative novice in the Grounded Theory method, I was sensitive to this
warning and, consequently, fully transcribed and analysed all interviews and
field notes. This was in fear of ‘rushing past diamonds in the rough’ and missing

important data, a real possible risk during the analysis process (Strauss & Corbin

1990 p.76).

CODING THE DATA

I began to code the raw data with an initial conceptual meaning or explanation.
I again deviated a little from Glaser (1978) by using a mix of both his and
Strauss’s approaches, an adaptation already suggested by Hickey (1997). He
initially coded his data using detailed open coding, then moved more towards
Glaser’s (1992) view of selective coding whereby, through constant comparative
coding and analysis of the data, higher order categories emerged. The labelling
approach advocated within open coding allows for the diversity and nuances
within the data to be preserved. This consideration is an important one when it
comes to examining patterns within the codes and to ‘hooking’ the related
literature around on the generated codes or categories. In marginally modifying
Glaser’s (1992) approach, I remained cognisant of the need not to over-
conceptualise the data by coding every word and line, as he cautioned. From his
arguments it was clear that I had to be careful, within the early stages of analysis,

to search for patterns to conceptualise rather than highlighting numerous single

unrelated concepts.

60



REFLECTION UPON THE RESEARCHER’S BACKGROUND AND THE

USE OF FIELD NOTES AND MEMOS

I have already acknowledged my prior role as a CPN within this study’s
population area and my current position as a mental health lecturer. Therefore 1
had gained an existing degree of knowledge of the general subject area. The
debate over the researcher’s relationship with the research area, and their
potential influence upon the associated participants and resultant data, has been
highlighted by Reed & Proctor (1995) as a significant factor within the inductive
research process. These authors explored the position of the researcher and how
this could vary in terms of both their role and level of knowledge. They consider
that the researcher occupies one of three positions; they are either an ‘outsider’, a
‘hybrid’ or an ‘insider’. The ‘outsider’ is a researcher with no professional
experience and a visitor to the area of study. The ‘hybrid’ is a researcher who
undertakes research into the practice of other practitioners and is familiar with
that research area. The ‘insider’ is the actual practitioner as researcher looking
into their own and known colleagues’ practice. Reed & Procter (1995)
considered these positions as being on a continuum with the researcher moving

backwards and forwards along it as he or she engaged with the research process.

In examining my circumstance, I would consider 1 was placed between the
‘hybrid’ and the ‘insider’ positions within my study. The ‘insider’ position has
relevance in that I had an existing knowledge of the subjects from working
directly within this field and, indeed, might know some key workers through my

role as a mental health lecturer. This might influence the researcher/participant
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relationship in that the key-worker might feel professionally defensive, due to my
position as a lecturer, and avoid disclosing any information that they deemed
reflected less positively on them (Reed & Procter 1995). Alternatively they may
focus, in an effort to impress, on more abstract and theoretical constructs relating
more to my background knowledge and professional status, thus losing the focus
of the study. My intended approach to the carer, via the person with dementia,
indicated my respect for the dependant and this largely derived from my
professional background and experience. Additionally I introduced myself to the
carer as a lecturer who was previously a CPN. These professional roles,
particularly that of CPN, may undoubtedly have influenced the carer’s view and
subsequent acceptance of me as a researcher. This interpretation can only be
made, however, if the carers’ experience of this professional group has been a
relatively positive one. My experience as a CPN most certainly was reflected in
my approach to the carer and dependant, particularly when putting them at ease

and in dealing with signs of distress during the interview itself.

As I had pre-existing knowledge of the study subject area but had been removed
from direct involvement for some years, as well as having some exposure to the
associated literature, I was also drawn towards the hybrid position (Reed &
Procter 1995). This acknowledges that my existing conceptual framework could
impinge upon the inductive nature of the study aim. This knowledged was a
principal factor in my decision not to enter the literature directly associated with
the subject area (Glaser 1992; Hickey 1997). The risk of being led by the
literature and not allowing the theory to fully emerge from the data seemed, to

me, highly possible. This viewpoint, however, is not universally accepted
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(Procter 1995; McCallin 2003). Procter (1995) considers that the researcher was
not any more likely to adversely influence the inductive research process by prior
reading of the literature than they would from any knowledge gained from other
less overt sources, such as that gained from prior professional experience.
McCallin (2003) contends that in this more modern information era it is not
possible for a researcher to be totally removed from the study literature anyway.
In considering these positions I would still argue that the researcher has no
control over what he or she already knows when entering the research field, but
can exercise control over what is added to that knowledge base. = So why
therefore contribute to a potential risk? I considered that, as I occupied the
hybrid/insider area of Reed & Procter’s (1995) continuum, I was already
somewhat theoretically sensitised to the research area. 1 considered therefore
that additional direct reading on this area could, and would, unnecessarily

influence how I approached, interpreted and reported upon the emergent data

(Glaser 1992; Hickey 1997).

Some authors, however, argue that it is not advantageous or even realistic that a
researcher enters the field with a completely blank or open mind on the subject

area (Dey 1993; Reed 1995). Reed (1995) states that some research texts:

‘... suggest that researchers should approach topics with an open mind, but an
open mind is not necessarily an empty one. In other words, the issue is not
whether the researcher knows something about the topic to be studied but
whether they know what they know and whether they are prepared to regard this

knowledge as provisional rather than fixed’ (Reed 1995 p.60).
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Dey (1999) added that ignoring the literature at the beginning of a study does not
necessarily mean that it is discounted altogether. ‘The issue is not whether to use
existing knowledge, but how’ (Dey 1993 p.63). Within these statements there is
the recognition that prior knowledge, far from necessarily being a hindering
factor, could in fact enhance the inductive research process. I recognised that,
when entering the research field, I would be part of the culture under study and
this could be useful in a number of respects. I should, as stated above, be more
theoretically sensitised to the emergent data and my professional background
could help me communicate more effectively with the subjects, particularly the
key-workers, as I shared a similar background knowledge and vocabulary (Reed
1995). This could help in terms of the focus of questions and the speed of
analysis (Reed 1995). However this might also be viewed negatively in that it
could be construed that I was forcing the data by the use of my pre-existing
conceptual framework (Glaser 1992). This is indeed a real danger and must be
negated, as much is as possible, by being open and honest in telling the reader of

your background and reasons for any decisions made (Reed & Procter 1995;
Cutcliffe 2000).

The ‘hybrid/insider’ dimension of this relationship could be problematic in other
respects. Reed & Procter (1995) discussed the issue of an imbalance in power
within the relationship between researcher and subject, and how this may
adversely influence the research process. Rather than the researcher remaining
inductive and ‘telling it as it is’, they may instead ‘tell it as they see it’. I, when

reporting on my findings, will use the actual data quotations from the subjects to



allow the reader to form their own judgements about how grounded these

findings are within the data (Antle May 1986).

Given the above recognition of my background knowledge and experience of this
study area, I addressed the potential for this to influence study through the
process of reflexivity. Using tape-recorded field notes helped this process and,
along with the written memos, these were transcribed and coded along with the
interview data. I therefore commented upon my own background experiences
and related decisions, derived from these memos and field notes, within the
analysis and reporting of findings wherever appropriate. This helped ensure that
I do not unduly bias any incoming data or, at least, acknowledge this aspect
openly and honestly in the collection, analysis and reporting of developing

categories (Reed & Procter 1995; Cutcliffe 2000).

Meerabeau (1995) considered ©...that there is much more to be done in order to
learn more about what we know and how we know it...” (Meerabeau 1995 p.39).
Within qualitative research epistemological claims regarding the knowledge of
reality must be viewed cautiously as such knowledge is coloured by the
interpretations of the researcher (Porter 2000). In acknowledging my pre-
existing knowledge and experiences, I intend to approach and carry out this study
in a manner that is in keeping with the inductive requirement inherent within the

grounded theory methodology and fully respect its ontological and

epistemological underpinnings.
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GATHERING THE DATA

Semi-structured interviews are an important data collection method in a
Grounded Theory method and may be the only source of data in many of these
studies. My study utilised interviews to effectively explore both parties’
understanding of their relationship and associated activities. The literature on the
research methodology suggested that formally arranged interviews should take

place at a time and venue acceptable to the participant, and should last between

one and two hours (Hutchinson 1993).

I anticipated that some participants within my study would be limited in terms of
time and so the interview process was designed to create as relaxed an
atmosphere as possible. This requires certain knowledge and skills (Chenitz &
Swanson 1986); and an ability to display genuine interest in the participant;
establish eye contact to aid the development of trust and to smile appropriately in
an effort to put the interviewee at ease (Field & Morse 1985). The researcher
must display good manners such as being punctual, courteous and to be neatly,
but not too formally, dressed (Polit & Hungler 1991). Care also has to be taken
in the selection of the interview setting to minimise common pitfalls such as
being interrupted or having a situation with competing distractions on the

interviewee (Field & Morse 1985). Such precautions are especially important

when the interview is being recorded.
ANALYSIS OF THE DATA AND USE OF THE NUD*IST SOFTWARE

NUD*IST is designed specifically for qualitative research and is a particularly

worthwhile and impressive tool when theory generating and hypothesis testing is
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a requirement of the research process (Pateman 1998). This quality makes the
NUD*IST programme particularly relevant to a Grounded Theory study and was
therefore appropriate for adoption within my study. Its applicability was clearly
supported by Pateman (1998) who stated that the ‘... main advantage of
NUD*IST and similar inductive software, is the ability to go beyond indexing
and retrieval and test out emerging theory in a procedure arguably similar to
Grounded Theory’ (p.86). A very valuable property of NUD*IST, in addition to
being easily able to store and code large amounts of data, is its ability to make
memos of the researcher’s hunches, feelings and developing opinions during the
analysis process. Within my study these memos were made and attached to the
relevant code. Reflexivity was addressed as I consistently examined my views
and potential to ‘contaminate’ the incoming data, thereby avoiding the previously
referred to problem of forcing the data (Glaser 1992). It was also through this
process of memo writing that I should have been able to view the incoming data
and consider the next most appropriate participant. This was in an effort to

follow the theoretical sampling approach that is so important to the Grounded

Theory methodology, as discussed earlier.

The NUD*IST program contains two parts, a document system to attach required
documents, and an index system made up of nodes that contain ideas and
codes/categories. This latter aspect allows the researcher to identify concepts
and code them accordingly. The index allows these nodes to be given a title,
coded and/or a memo recorded. Nodes are basically the containers for coding
and for ideas. When coding, the researcher can engage in several processes. As

the text is coded they can store all the material where an unexpected theme,
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within that text, is beginning to emerge. They could then browse it or rethink it.
Once a theme has emerged the researcher makes a node containing this
information. As the researcher begins to contrast and compare themes emerging,
they then begin to organise these as they search for higher order codes to explain
the variation. This is achieved, within NUD*IST, by the use of the index tree
where themes and patterns emerging from the data can be organised and
presented graphically to allow further consideration and analysis. In addition to
this it is important to realise that nodes can also store biographical details such as
gender, age etc. This allows the researcher, should they wish, to search and
identify all parts of the data set or documents that contain specific information
coming from one particular grouping, for example women. This was a real

strength of the programme and again made its adoption within my study most

appropriate.

Therefore, within my study it was through this process of memo writing, and the
associated constant comparison of the data, that data categories began to emerge.
During the compilation of these data categories each section of transcript, plus its
associated memo, was grouped under a data category heading. This information
was re-examined under each heading and again, by constantly comparing and
contrasting these codes, patterns were looked for and the identification of
‘higher order’ codes sought, which would fit Hutchinson’s (1993) criteria for a
core category. By using this approach, higher order substantive codes emerged
and these were similarly examined. Through this process higher order codes

eventually collapsed into four major categories that were subsequently again
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linked through theoretical coding and a core category emerged that explained all

lower ordered codes and categories (Glaser 1992; Hutchison 1993).

USING THE THEORETICALLY SAMPLED LITERATURE

As mentioned within the preceding chapter, in this study the first real move into
the ‘professional literature related to the topic’ was delayed until the emergence
of data categories grounded within the data (Glaser 1992). ‘References from the
literature may be used here to enrich and show outside support for concepts or
propositions...” (Antle May 1986 p.149). Literature was searched for using the
emerging concepts through the range of databases available both within the
University of Glasgow and Bell College libraries. These included:

o CINAHL

e ASSIA

e The Cochrane Library

e Medline

e Psych Info

e EMBASE

e PUBMED

e Zetoc.

In addition to these sources, I also found relevant literature through the university
and college library catalogues and by extracting further references from the

reference lists of literature already acquired, as well as through sources such as

the Health Education Board for Scotland (HEBS) on CD.
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As the study progressed, literature related to the topic area (theoretically sampled
literature) was increasingly consulted as substantive codes, major categories and
resultant theory emerged (Glaser 1992). It must be borne in mind, however, that
emerging theories at the early stage of the study are tentative (Strauss & Corbin
1990; Fleming 1992; Glaser 1992). They are being commented upon at a
preliminary stage of the research process, with the associated risk of ‘premature

disclosure’ spoken of by Hutchinson (1993), and must therefore be viewed with a

degree of caution.

Many of the studies discussed within the following four chapters were qualitative
in nature and often involved small sample sizes. As suggested above, the
qualitative paradigm generally carries a realisation that, unlike quantitative
studies, its results often lack generalisability to other cultures and settings
(Parahoo 1997). Whenever possible, while reporting on these studies, I have
identified the research method, sampling process, the sample size and the cultural
setting in which the study was carried out. This was in an effort to avoid

repetition of this generalisability issue each time such a study was being

discussed.

Effort was also made within the following four chapters, in keeping with the
Grounded Theory methodology, to critique the theoretically derived literature
included. However, given the number of studies consulted, it was impractical to
provide a review of each and every study. Critiques were primarily undertaken
whenever studies contained either a particular strength or weakness important to

the quality of its findings. Some of the literature consulted was not always

70



derived from specific research studies but was included as it derived from
important sources of relevant information to this study’s topic, such as

Government policy, and provided further important data surrounding the

concepts under examination.

The overall title of the thesis has been given the name of the core category
representing the theory that has emerged from the study (See chapter 3, p.36).
The following four chapters contain the results and analysis from this study,
along with the associated theoretically sampled literature. Each of these chapters
has been given the title that corresponds to the four major categories that
eventually emerged from the study. Within each chapter the results are firstly
presented under the headings that correspond with the substantive code followed
by headings associated with the lower order data categories originally formed
from the raw data through open coding. The headings contained within each
chapter, therefore, present the developing concepts in a reverse order from their
natural order of emergence from the data (Figure 4). The arrows contained
within Figure 4 represents the natural, or chronological, order of emergence
towards higher order conceptualisation. Tables 3—6 presented at the beginning of
each of the next four chapters display all the codes and categories contained
under that particular major category in the order that they naturally emerged from
the data. Chapter nine will fully discuss the developed theory using analysis
derived from these four chapters and will demonstrate how theoretical coding

between these emerging codes and categories has led to the developed theory.
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Figure 4 Presentation Order of Codes and Categories

CORE CATEGORY
MAJOR CATEGORY
SUBSTANTIVE CODE
~
DATA CATEGORY

\

RAW DATA
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RESULTS AND ANALYSIS
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CHAPTER FIVE ENHANCED RELATIONSHIP DRIVERS

This major category chapter has been titled ‘Enhanced Relationship Drivers’, a
title which recognises the potential within this major category area for either
inhibition or enhancement of the Carer/Key-Worker relationship. Within the
chapter’s first substantive code, ‘Unacknowledged Work’, certain important
interactions and practices, leading towards more effective interpersonal
interaction between the key-worker and lay carer, take place at an unplanned or
hidden level from the perspective of both parties (Table 3). Interestingly, within
the second substantive code, ‘The Determinants’, more overt qualities and
activities are shown that can enhance and strengthen this relationship and are
described under their respective data category headings. Finally the inherent
qualities of the enhanced Carer/Key-Worker relationship, ‘Enhanced
Relationship Properties’, are explained which demonstrate how this relationship

benefits the parties involved, including the person diagnosed with dementia.

UNACKNOWLEDGED WORK

The Unacknowledged Role

Many of the carers and key-workers appeared to experience considerable
difficulty when articulating aspects of their respective roles, or if they proactively
undertook actions that positively influenced their relationship development. Just
what did a key-worker do for the carer and why was their involvement viewed by
many carers in such a positive fashion? For some carers, their views of the key-
worker’s role, while somewhat obscure, remained highly valued by them. The

following carers expressed this ambiguity associated with their understanding of

the key-worker role:
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Table 3 Enhanced Relationship Drivers: Codes & Categories

DATA CODES SUBSTANTIVE CODES  MAJOR CATEGORY

e The Unacknowledged
Role.

e Working with the UNACKNOWLEDGED
Hidden Care Plan. WORK

¢ Carers Hold Realistic
Expectations.

e Carers Appreciate
the Key-Workers
Role.

e Key-Worker
Availability.

o The Frequency of
Contact & Time
Spent with the Carer.

e The Need for Shared ENHANCED

. e THE DETERMINANTS | RELATIONSHIP

e Key-Worker DRIVERS
Goes the Extra Mile.

e Does the Key-Worker
Proactively Shape the
Relationship.

o The Key-Workers
Manner Makes Carer
Feel Important.

e The Effective Use of
Humour.

o The Key-Worker and
Personal Disclosure.

e The Key-Worker as a
Credible Source of
Sapport.

e Carer Experiences a
Real Psychological ENHANCED
Benefit. RELATIONSHIP

o Friendly Informality. | PROPERTIES

) Deep & Mulingfnl

Communication.
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It’s really hard to explain it... it seems strange to say you rely on somebody who

doesn’t really do anything as such, they 're only there and they talk to you.’

(Carer 15)

It’s nothing I can put my finger on, I just feel that he’s good to talk to.’

(Carer 18)

Hill & Michael (1996) highlighted that, as a result of this ‘hidden’ work
associated with the health care professional, their activities became impossible to
‘describe, quantify, or measure’ (p.246). While their research was not specific to
dementia care it was reflective of mental health professionals generally and
attempted to ‘define the core activities of psychiatric nursing’ (p.248). A
phenomenological approach was adopted using an unstructured interview style
on 12 residential psychiatric nurses and, while this was a small-scale qualitative

study, an attempt was made to strengthen the results through member checks.

A further phenomenon identified within the dementia-care literature was that
many carers did not even recognise their own significant role in caring for a
dependant. This was considered to be a consequence of the carer becoming
accustomed to continuous negative experiences with the professionals involved
who generally ignored their own particular needs (Woods & Watson 2000).
Within the literature it was recognised that, in order to be more effective in
helping the carer cope with a dependant, and avoid the pitfalls associated with
caring, the professional had to develop a clearer understanding of the carer’s

experience (Adams 1994; Webb & Morris 1994). In a similar fashion to the key-
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worker activities quoted by the above carers, many of the activities carried out by
the carers themselves were equally invisible to them, even under arduous
conditions, and were undertaken principally to protect the integrity and dignity of
their dependant (Bowers 1987). Hasselkus (1988) identified the importance of
this invisible work while MacLean (1989) described the carer’s experience as
‘hidden’ and ‘shrouded in mystery’. Howcroft (2004) highlighted how the key-
worker often had to help the dementia carer identify their particular role activities
more clearly and, for example, see how their role has moved on from a husband,

wife, daughter or son and now expanded into being a carer.

In contrast to the literature’s more negative portrayals of the carer’s experiences,
the following carers held a more optimistic viewpoint on their key-worker.
They, however, continued to be unable to identify the key-worker role in clear
and unambiguous terms, or describe what exactly their key-worker offered them,
or even what enabled them to warm to this professional. Their qualities were

best summed up in general terms in the belief that the professional was simply

‘made for the job’:

‘I think he is just the right kind of person for that kind of job.’

(Carer 5)

Limited literature existed that effectively explained the importance of the carer’s
need to more fully understand their key-worker’s professional role and function.
My study supported the results of Pickard and Glendinning (2001) who found

that dementia carers generally failed to understand the role of their associated
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CPN. However, in contrast to my study, these carers did not value their
professional. This was attributed to a lack of role clarity and because the
professional failed to provide them with ‘hands on’ help. This was a small but
well conducted qualitative study undertaken within the UK. The sample size (12
carers and 24 CPNs) appeared to be appropriate for a qualitative design but
curiously, given the method and small sample size, effort was made to introduce
a randomisation framework into the recruitment process. Data was gathered by
in-depth interviews utilising a semi-structured interview schedule.
Unfortunately, no information was given as to the origin or design of this
instrument or how the data was handled and analysed, omissions that could

detract from the interpreted quality of the findings.

Some key-workers within my study shared this ambiguity with the carers over
their own activities and, as well as demonstrating genuine surprise at being

perceived so favourably by the carers, equally struggled to explain their own

involvement:

‘I've no idea, maybe I'm a good listener, I don’t know; I don’t think I'm anything
special (laugh)... Well I'm struggling too (laugh) to see why as well.... God
that’s strange isn’t it. You don’t think, you just give out your normal daily tasks

and you don't think people hold you in such high esteem (laugh).’
(Key-Worker 14)
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‘I think there’s an area that, really, there’s a lot of issues with, that really

ourselves as practitioners, certainly from my experience, don’t think about.’

(Key-Worker 18)

This key-worker clearly identified a hidden aspect when it came to the carer’s

understanding of both the key-worker role and the carer’s own circumstances:

‘She had, like, blinkers on for a while about that and I don’t even know yet if
she’s actually lifted the blinkers to see, well this is the state of play and its not

going to get much better than this...’ (Key-Worker 15)

Working with the Hidden Care Plan

The importance of mutual role understanding was an essential element within
this category and will be examined in further detail within the next substantive
code: ‘The Determinants’. The hidden perceptions associated with the key-
workers’ role became most obvious when it emerged that they held no explicit or

formalised care plan to deal with specific carer problems, or even to improve

their relationships with the carer:

‘No you don’t, you don'’t really care plan for them but you do care plan for them
in an off hand way. But you don’t specifically care plan for them... you don't
care plan for them exactly, you're care planning for the patient if you like and
they (carers) are influencing the care on the patient... It (planning for the carer)

is off the record but its, I suppose it could be more formalised...’

(Key-Worker 11)

79



‘... I don’t think about it when I'm doing it (therapeutic involvement with carer).

I’'m not aware of it when I'm doing it.” (Key-Worker 12)

This sense of operating at a more ad-hoc or informal level was alluded to by
most of the key-workers, however, overt care planning associated with the

carer’s needs on any formal documentation was not a feature of their

involvement:

‘Again I don’t, I'm not conscious of, I respond obviously when anyone comes on
the phone upset or disturbed, or what have you, but I'm not conscious of really

doing anything (other) than my job, that's the bottom line you know.’

(Key-Worker 14)

This was surprising as the relationship between the carer and dependant was, to
me, reciprocal and carer difficulties would impact upon the dependant. Nolan et
al (1996b) discussed this issue of the professional working directly on carer’s
needs in their paper considering the Carers (Recognition and Services) Act 1995.
They made explicitly clear the increasing need to have a reappraisal of this
relationship between carer and professional. They went on to describe how any
difficulties associated with meeting carer’s needs was a result of the
professionals having no ‘real tradition of practice’ in this particular aspect of care
which resulted in the professional increasingly drawing upon ‘implicit and tacit’

forms of knowledge. While these views were not drawn from a particular
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research study, they did represent the views of recognised experts within the field

of dementia care.

The debate highlighted by key-workers within my study regarding the relevance
of overt therapeutic approaches directed towards the carer were also evident
within the literature (Brodaty & Hadzi-Pavlovic 1990; Eloniemi-Sulkava et al
1999; Pusey & Richards 2001; Marriott 2003). Marriott et al (2000) drew an
interesting distinction between family intervention in dementia and in other
forms of mental disorder such as schizophrenia. Family interventions in
Alzheimer’s disease did not, they claim, have the reduction of relapse or
improvement in the symptoms of the condition as a primary aim. In the case of
Alzheimer’s disease the intervention was directed more towards the carer, and
the reduction of carer stress, rather than any modification of the disease process
itself. These researchers did however acknowledge that carers exercised a

control over environmental factors to an extent, and did influence the behaviours

associated with their dependant.

Brodaty et al (2003), in a meta-analysis of the psychosocial interventions for
carers of people with dementia, found that despite limitations there was clear
evidence that certain interventions were indeed effective. Such findings again
pointed not only to the legitimacy of the key-worker directing treatment
interventions towards the carer, but that such interventions were a vital
component in improving the caring experience and, as such, should be overt and
acknowledged.  Carradice et al (2003) also made it clear that interventions

directed towards the carer are justifiable in helping them to overcome any
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problems they faced in their caring role. However in their overview of studies
into this aspect of professional role, these authors identified that many studies
lacked any real theoretical underpinnings. Pusey (2003) in citing Carradice
(1999) speculated that such an absence of theoretical rigor could be a reason for
any lack of professional effectiveness in the working with the carer. I considered
that this could also be a factor in explaining why some professionals within my
study were not wholly comfortable in viewing interventions directed solely
towards the carer as being a legitimate and overt component of their overall role.
Indeed within the literature some authors debated whether or not any intervention

directed towards the carer was indeed worthwhile at all (McKee et al 1999;

Cooke et al 2001).

Within my study, Carer 15 was particularly interesting in this last regard, as she
was considered by her key-worker to be on her case-load on merit of her own
needs and not those of her dependant’s. Despite this acknowledgement the key-
worker continued to strongly deny any suggestion that her intervention was

overtly directed towards the carer as to do so would change the carer’s status to

that of patient:

‘To develop a package round her (carer) would actually be giving her, she would

be my patient rather than (dependant) being my patient ...’ (Key-Worker 15)
This distinction reflected the contrasting models of the carer put forward by

Twigg (1989), the carer as a resource, a co-client, or a co-worker. There was,

however, an antagonism between Twigg’s conceptualisation of the carer as a co-
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worker and a co-client. Being viewed as a co-client rendered the carer as a non-
expert who required their own treatment needs to be addressed, as a co-worker
carers took on the mantle of care workers operating within a formal system and
were viewed as visible participants within that system (Bond 1992). Clarke &
Heyman (1998) considered that when it came to carer need versus dependant
need, there was a threat to the process of ‘family-normalising strategies’ and

carers overcame any potential conflict by way of a compromise between their

own needs and those of the dependant.

Twigg & Aitkin (1994) raised the possibility of a divergence of opinion between
the perceptions of social work and health care staff concerning carer
involvement. They highlighted how the social work professional viewed their
health colleagues as dealing with the family as an appendage, a situation that
could create tension between these professional groups. This was viewpoint

identified by Key-worker 15 (p.75), who arguably expressed a similar opinion

concerning her own involvement with the carer.

I found it interesting as to why carer involvement was viewed so rigidly and
inflexibly. To use Twigg’s (1989) particular concepts, why was the carer either a
‘resource’, ‘co-worker’, ‘co-client’ or, as Nolan et al (1996b) later articulated, an
‘expert’? Could not such boundaries be viewed in a more fluid manner over the
carer’s care-giving career? Why could the key-worker not work in partnership
(carer as co-worker) and still be effective in meeting a carer’s particular needs
(carer as co-client) without this detracting from their partnership? This would

appear to be fully utilise and not diminish carer expertise (carer as a non-
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exploited resource and carer as expert). These questions will be further explored

in greater detail within the discussion of the next major category, ‘Models of

Action’.

The question of ‘who was the key-worker there for?’ and ‘changing the status of
the carer to client or patient’, as highlighted by Key-worker 15, were factors
explored in greater detail within subsequent interviews. The following key-
worker put a slightly different perspective on this ‘hidden care planning’ around
carer’s needs. She attributed a lot of the activity directed towards the carer as
being undertaken at a more instinctive or tacit level, as suggested by Nolan et al

(1996b), and only became apparent to the professional if their problem developed

into a significantly difficult issue:

“...it’s levels of complexity, you can have a very straight-forward (intervention),
doing it almost in the back of your head without thinking what you're doing, till
you get to something complex as that where it’s very conscious control situation

where you think I need to get this under some kind of control.’ (Key-Worker 16)

Pusey (2003) also argued that dementia care involved a lack of overt recognition
by the professionals in providing interventions directed at the carer. She cited
Mathew’s (1990) findings, which corresponded with Key-Worker 16’s view
above, that the professional held no systematic plan for dealing with carer needs
and that such needs are only considered objectively if a crisis ensued. Certainly,

the following key-workers indicated an inevitable degree of uncertainty
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surrounding their working with carers, and advocated that the key-worker should

not have any preconceived strategy of involvement:

‘Well I think you've got to be adaptable. You've got to be able to think on your

feet.’ (Key-Worker 14)

‘I just go in and I don’t know whether it’s my experience and just going in and

you support them as they need it.’ (Key-Worker 15)

‘I think it depends on the person, I think we are all quite good at reading people
and you know when you've sort of gone in the wrong direction... so there is this
flexibility, it’s about the response you get... I think you're constantly assessing,
you spend all the time watching for responses... I think it’s instinctive.’

(Key-Worker 16)

Key-Worker 17 however considered that professional approaches when working
with the carer were much more of a blend of the ad-hoc and the preconceived

response:

‘1 think if 1 can provide a mixture of ad-hoc and kind of deliberate
interventions...I think it just seems to evolve. I think, its something you go in
with..., a standardised kind of way to establish rapport, to establish relationships
with people. And I think it obviously differs because individuals differ.’

(Key-Worker 17)
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As seen from the following substantive code, overt practices consciously enacted

had a considerable influence upon this developing relationship.

THE DETERMINANTS

Carers Hold Realistic Expectations

The more overt characteristics and behaviours of the key-worker and carer did
appear to influence their relationship, an influence that led to either a positive or
negative consequence. A significant property to emerge early on from the data
was that of role expectation. In contrast to the preceding substantive code, the
relationship was moved towards a much more positive and effective dimension
(zone) when this ‘Unacknowledged Work’ was addressed, and both the
‘Unacknowledged Role’ and the ‘Working with the Hidden Care Plan’ data
categories became more overt and visible. There was a necessity to establish a

clear and unambiguous shared appreciation of what to expect from each other,

particularly on the part of the carer:

‘Yes he (key-worker) came and explained to us, em, what his role was.’

(Carer 3)

‘(Key-worker) phoned me seven months ago and explained who she was... what

she does, where she was based and that she was coming to see me.’ (Carer 10)

The following carer demonstrated her appreciation over the key-worker’s ability

to share his knowledge with her in a way that she could easily understand and

relate to:
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‘and he really was down to earth about the Alzheimer’s.’

(Carer 18)

While the following key-workers highlighted the importance of helping the carer

gain a realistic outlook upon their entire care-giving experience:

‘... I think her (carer) long-term expectation of the medication is not, could be
better... I've started the process and she has been warned about that ...’

(Key-Worker 3)

‘It’s hard because she (carer) doesn’t know what'’s expected of her. Its just the

parameters aren’t clear-cut for her.’ (Key-Worker 15)

Some key-workers spent time, during the early contacts with the carer, ‘setting
ground rules’ that were viewed as being advantageous to relationship
development by both parties. The following comments demonstrated a much
more positive position than those contained within the preceding substantive
code’s data categories (Table 3) by making it clear that some key-workers

routinely made their role more explicit in an effort to develop their relationship

with the carer:

‘I think (carer) knew my role from the onset and I told him what I could possibly

do or couldn’t do. Normally from the onset it’s good if you can get them to

understand that this is what I am here to do.’ (Key-Worker 6)

87



‘... I don’t know what role she (carer) saw me in. 1 think after I explained what
my role would be with her I think there was a great sense of relief...’

(Key-Worker 7)

If the key-workers failed to establish a clear and shared understanding
surrounding their respective roles, the impact on the carer’s care-giving
experiences could be more negatively interpreted. Keady & Nolan (1995)
pointed out that an outcome from their study examining the experiences of
family carers with community professional support, was that the carer and the
professional did not share the same ‘... terms of reference and interpretative
frameworks...” (p.35). These authors stressed the importance of the community
practitioner making their role explicitly clear and understandabie to both the
carer and their dependant. The carer’s belief in the professional role often
exceeded realistic expectations and the quality of the relationship was dependant
upon the inclusion of such shared aspects as inclusion, negotiation, openness and

honesty. Such aspects ensured a more realistic level of understanding on the part

of the carer (Walker et al 2001).

A carer’s ability to cope more effectively was largely determined by their
abilities of ‘appraisal and perception’ within their care giving environment
(Adams 1994). Hocking (1994) pointed out that a dialogue between human
beings was essential in the development of a sense of well being, and suggested
that carers experienced more negative feelings when they held unrealistic

expectations. When looking at management involving people with dementia, it
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was considered vitally important that both the professional and the carer had a
shared meaning, and understanding, of each other’s knowledge of risk.
‘Otherwise, professionals will not value carer’s knowledge and family carers will

dismiss professionals’ advice as inappropriate.’ (Clarke & Heyman 1998 p.239).

Adams (2000 p.792) examined the construction of identity by carers; a concept
that included ‘... groups, statuses and roles, and also provided descriptions of
individuals.” Like Hocking (1994), he considered that the concept of identity
could only be fully understood through the process of social interaction. Indeed
Parker 1990 believed that family expectation of the carer role often determined
who from the family should provide care, especially when it came to issues such
as gender. Carers “"ere even considered to be so often confused over the role of
professionals that they could not identify clearly who their own key-worker was
(Walker et al 2001). The understanding of roles was of particular significance
and this was not merely a product of experience but rather derived from a
dialogue between both parties (Adams 2000). The importance of a shared
expectation between the professional and the carer was essential to the success of

any intervention requiring the involvement and co-operation of the carer (Zarit &

Leitsch 2001).

Carers Appreciate the Key-Worker Role

In order to work effectively and develop a positive and durable relationship with
the carer, the key-worker role had to be valued by that carer. This requirement

particularly emerged during one particular interview where it became clear that
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how the carer viewed the key-worker was of importance as he believed that he

should be considered the central figure involved in the carer’s support:

‘I would imagine that, or I would hope that all clients that I deal with think of me

as the main focus for everything.’ (Key-Worker 14)

Even when the key-worker’s practices did not meet with their approval, carers
still appeared to accept that they had an effective relationship with the key-
worker and continued to value the professional’s knowledge and judgement.
This carer, following her key-worker’s decision to reduce his involvement with
her and her dependant husband, demonstrated this sense of appreciation for the

key-worker’s judgement and expertise:

‘... Ithought it should be three months, but I was taking his judgement of that.’

(Carer 18)

Within my particular study, when the emphasis was moved from the more
negative aspects of the ‘Unacknowledged Work’ substantive code towards the
more positive ‘The Determinants’ substantive code (Table 3), the Carer/Key-
Worker relationship was in a much better position to flourish. Within this code
an appreciation for the professional role and expertise appeared to be a
significant factor in ensuring that the quality relationship developed. The
following carer demonstrated her high regard for the key-worker, and value for

his professional role, through not making unreasonable or manipulative demands

upon him:



‘... I suppose I wouldn’t demand and say, I've got to have it because, you know,

I’m all myself or something like that.’ (Carer 14)

She did not want to present the professional with problems or to be considered a
‘bother’ to him. Carer 15 demonstrated her deep appreciation for her
relationship the key-worker and suggested that their relationship was so strong
that it helped to compensate for negative attitudes held by those close to her who

failed to demonstrate an understanding of her circumstance:

‘It’s a hard illness for people to understand. You can talk to your friends about
it but they don’t understand. Unless they are in the same situation as you're in,

it’s just a waste of time. But that’s where (key-worker’s) team comes in. I can

really relate to her.’ (Carer 15)

Hasselkus (1988), within an ethnographic study examining the meaning of care
giving for families of the frail elderly, found that families contradicted this
notion that the carer holds the professionals’ knowledge in high regard, and

indeed found such an acknowledgement surprisingly rare.

Key-Worker Availability

Key-worker availability was a further issue raised within my study as having
significant importance to the development of a successful Carer/Key-Worker

relationship. A strong relationship was ascribed to key-worker reliability and

ease of access t0 them:
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‘Well 1 feel that, like today, I pick up the phone and spoke with him, I feel that I
can talk to him about anything at any time... Oh yes and if he’s not there

whoever answers will get him to phone me back if it’s necessary, excellent.’

(Carer 1)

‘It’s not even the access of them coming to see you, it’s just the idea I think is
good, just to be able to phone and if there’s somebody there on the other end to
answer your problem at that time... I was quite surprised that day he sort of
dropped everything and just came up, because I didn’t actually ask him to do

that... I just feel he’s not one of those, I'm awful busy don’t phone me unless you

have to, type of thing...’ (Carer 17)

This need for easy, flexible and increased access to key professionals was
acknowledged within the literature (Wenger 1994; Soliman 2003). Chenoweth &
Spencer (1986) recognised this need within family carers who had experienced
increased difficulties once their dependant was diagnosed with dementia. They
highlighted that the key professional, in this case the general practitioner, could
be of invaluable assistance to them if they made themselves more freely available
to discuss worries and concerns over the illness. Such a simple effort would
mean that the carers did not feel so abandoned or isolated, and felt confident in
handling any associated problems. However, on the other hand, the carer could
fail to take advantage of such an ‘open door policy’, as they may perceive this as
them being a nuisance (Arskey 1998). Bruce & Paterson (2000) discussed this

need for easy access to the key professional and highlighted that the carer often,
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despite being-well known to their general practitioner, found access to formal
community support services problematic. Goulbourne et al (2002) made clear the
importance of professionals maintaining contact with the carer and pointed out
that carers themselves identified that ease of contact was essential in them
effectively coping with a dependant with dementia. Soliman (2003) considered
that improved contact with the key-worker, in this case the Admiral Nurses’’, led

to a significant reduction in carer stress.

The need for professional availability was also recognised, and considered

necessary to the developing relationship, by most key-workers:

‘... and I'm fairly accessible. I'm only a phone call away and she knows that,
you know, instead of phoning her GP or consultant, you're not likely to get them

most days certainly.’ (Key-Worker 3)

‘... I think certainly there’s no point in saying, you know, give me a phone
anytime and we can arrange something if you're not going to do it. I'm certainly

very conscious of that. If I get a message I try to act as promptly as I can.’

(Key-Worker 18)

The following key-worker certainly concurred with this last sentiment and

cautioned that the key-worker must be honest and not give a wrong impression to

' The Admiral Service is a community-based service that provides specialist

nurses to work with families, carers and supporters of people with dementia
throughout England.
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the carer. They must clearly point out that being available to them is on a

realistic basis;

‘... but 1 think it would be unfair of me to leave them to think that I would be

their best friend and would always be there for them.’ (Key-Worker 9)

The need to allow for flexible and timeous availability to professional services
was evident within the literature. A lack of such contact often led the dementia
carer to believe that no-one had concern for their circumstances or how they
coped with their dependant, a devastating development and potentially a severe
drain upon carer morale. This had a severe impact upon the caring experience
and added to their sense of burden and stress. This is discussed later in this
thesis within the major category, ‘Impact Upon the World of Caring’. Contact
with the key-worker was often considered more important than the actual
delivery of therapeutic interventions (Fottrell 1992). Carer difficulties were
easily anticipated and often occurred out-with office hours, a situation that led to
increased levels of stress and frustration for the carer. The maintenance of
effective contact was vital and had not to be viewed as an ideal but as an
essential provision (Walker et al 2001). The most effective time to intervene in a
situation involving people with Alzheimer’s disease and their carers was during

periods when they were experiencing the most sensitive changes (Zarit & Leitsch

2001).

Brown (2001) agreed with this position when she pointed out that regular contact

was especially important at what she considered to be such a sensitive period; the
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early formative stages of the dementia process. While her views did not derive
directly from a research study, they never the less represented the opinion of a
qualified mental health professional with many years of dementia care
experience. Keady & Nolan (1995) identified the theme of continuing support
for the carer within the dementia care context. They highlighted that carers
found it vitally important to have a key-worker with whom they could develop an
effective and trusting relationship, a relationship that was continuous. These
findings derived from a small UK study where 38 carers were either interviewed
or asked to complete a questionnaire. The discussion surrounding the design of
this qualitative study was however disappointingly brief, thus making judgement

on the quality of the data more difficult.

Clarke (2000) highlighted how some professionals adopt a range of strategies to
help carers cope with the increasingly complex and threatening environment of
caring, one being a need to be available to the carer. This was a study in which
the researcher clearly identified the inherent difficulty and complexity in
identifying and selecting a sample of dementia carers, a realisation that I could
readily identify with from my own experiences from this study. This research
similarly used a Grounded Theory approach. The associated inductive-deductive
process and constant comparative approach associated with the analysis, along

with the continuous checking of the data against associated literature added to

strengthening the quality of the findings.

A further study utilised focused groups, involving a small sample of family

carers, found that services could improve carer experience by ensuring they have
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more ‘integrated and consistent’” ways of working with care professionals (Dewar
et al 2002). These included carers knowing who was available for contact, easc
of accessibility to a key professional at mutually agreeable times, committed and
ongoing contact that was flexible to both parties, and an alternative staff member
made available should the key contact be unavailable. The discussion on the
research methodology within this paper was however disappointing as it
provided only a very weak outline of the design and nothing about how the

sample was derived or how data was collected or analysed.

The Frequency of Contact and Time Spent with the Carer

An important and related aspect contributing to the enhancement of the
relationship was both the frequency of visits by the professional and the length of
time spent with the carer. The following carers identified the importance of time

and its significance to this relationship:

‘Well I'd say that she was my key-worker yes because that’s the person I've dealt
with most... I would say probably because I've had a lot more dealings with my

(key-worker) than I have directly with CPN.’ (Carer 9)

‘She spent a good three quarters of an hour, well that’s quite good, 1 didn’t

expect that. You don’t expect a nurse to stay all that time.’ (Carer 12)

‘(Key-worker and healthcare assistant) to me are much closer to (dependant)
than my nephews and nieces because we don’t see much of them... you see the

regularity does it too.’ (Carerl6)
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The importance of the key-worker having more opportunity to spend significant

and appropriate periods with the carer was also recognised within the comments

made by the following key-workers:

‘... she probably would take on board anything the GP was telling her as well.
It’s just simply that they do not have the time to sit and give advice. I think it’s

as simple as that.’(Key-Worker 10)

‘... they (carers) know you're busy, they know how hard we work and yet we still
find the time to get them on the phone saying things like it’s good of you to take

all this time talking to me.’ (Key-Worker 16)

For some carers, the strength and depth of the relationship with their key-worker
developed in a surprisingly short time period, and with relatively few visits.
Carer 12 considered that the key-worker established a strong relationship with

her within a three-month period:

‘That would be about 3 months now... About 3 months now and it's really been

good.’ (Key-Worker 12)

Carer 17 explained that a safe and relaxed relationship with her key-worker not

only occurred very quickly, but also developed with relatively few contacts:
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‘...he’s only been here 3 times... he’s good at his job and he’s always asking is

there anything that you want to know or that kind of thing.’ (Carer 17)

Her key-worker agreed that a significant depth of the relationship was achieved

relatively quickly when the key-worker adopted the most appropriate approach

for that carer:

‘... I think when you go into each individual house you quickly gain, I don’t
know, you quickly gain some kind of insight into what, its hard to explain, how to
react to these individuals as people, without sounding condescending or

patronising...’ (Key-Worker 17)

While Carer 18 voiced how she quickly relaxed in her key-workers company:

‘I don’t know I think he just it was more or less he just made me feel at ease...’

(Carer 18)

The amount of time spent with the carer was essential for both an effective
assessment as well as the creation of a strong and open relationship between
them and the professional (Nolan et al 1996b; Walker et al 2001). Clarke
(1999c¢) considered that health care workers preferred to base activities involving
the carer over a more prolonged contact period as this produced greater benefits.
Care delivery was more profitable if it focused upon the developing relationship

with the carer and their dependant rather than adopting a rapid ‘hit and run’

approach to care delivery.
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The Need for Shared Respect
Carers within this study all articulated a compassionate, caring and positive

attitude towards their dependant, as indicated by the following comments:

‘But people will say I wouldn’t put up with that. Just go and leave him. But |

can’tdo that.’ (Carer 15)

‘She says (dependant) she feels not bad but she gets awful tired very quickly

(dependant interruption), she’s very tired.’ (Carer 16)

Respect for the dependant was another common theme associated with the
Carer/Key-Worker relationship. The following key-worker expressed an
appreciation of the carer’s positive attitude and the respect she demonstrated
towards her dependant, in this case her mother. This positively influenced the

relationship with the key-worker and helped to make working with that

individual more successful:

‘I've no doubt in my mind that she does have her mother’s best interests at heart

and she’s doing the best that she can, and so that has made it easier (developing

a good relationship) 1 think.’ (Key-Worker 9)

The ability to care for a person with dementia within the home was dependent
upon the carer’s attitude towards that individual. Where they valued their

dependant, and the care they provided for them, they coped much more -
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successfully with the demands of their role (Kitson 1987). Kitwood (1997)
strongly advocated the need to preserve the right of ‘personhood’ within the
individual diagnosed with dementia. He made clear the serious consequences if
those delivering carer failed to ensure such a level of respect for the diagnosed
person.  Approaches that failed to foster a sense of identity and worth in the
individual greatly contributed to the creation of a ‘malignant social psychology’
that hampered any significant therapeutic benefits for that dependant (Kitwood
1997). An appreciation therefore by the key-worker of the carer’s attitude
towards the dependant was an important requirement that directly contributed to
the dependant’s health and well-being. By appreciating and encouraging such a
level of carer respect, the key-worker would help to ensure a greater alliance
between carer and dependant. This would, equally, provide an increased sense of
satisfaction in the care being delivered within the home, correspondingly helping

to reduce carer stress (Grant & Nolan 1993; Nolan & Keady 2001).

The key-workers themselves also demonstrated a high degree of respect for the
carers, and this was a further important factor in their developing relationship.
Many carers intimated how the key-worker demonstrated this respect in terms of
ensuring carer involvement in decision-making in matters associated with their

dependant. This was made clear by this carer’s comments:

‘...he just leaves it to me, as he says, I know more about that than he does, so he

Jjust leaves that bit up to me.’ (Carer 17)
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Some of the key-workers suggested that this necessity to respect the carers and

their decision-making was a feature of their management of the relationship:

‘... her decision has to be respected regardless of whether I think that’s a right

or wrong thing for her...’ (Key-Worker 7)

‘What I always said to (carer) was that I respected the fact that he wanted to

care for (wife) and he wanted to keep her with him as long as possible.’

(Key-Worker 11)

I really kind of try to stress that they know they're the ones that are in charge,

and again what can 1 do for you?’ (Key-Worker 18)

Lowery & Murray’s (2003) paper, promoting the benefits of group therapy for
people with dementia and their carers, highlighted this need for respect to be
shown towards both parties, a respect evidenced by listening to their views and
opinions. One aspect that influenced and impressed carers, thus improving the
key-worker’s influence within the care setting, was their attitude towards and
response to the dependant. Carers described an appreciation of this response
which included the key-workers apparent dedication in dealing with their
dependant. This allowed them to further warm towards the key-worker and gave
the carer a real sense of pleasure, satisfaction and perhaps even some security.
What was apparent here was that the key-worker was being scrutinised and

judged by the carer as they interacted with the dependant:
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‘... an extremely pleasant young lady, very professional and very helpful and
very good with him (dependant). Treated him with respect. When you get to
(dependant’s) stage there are an awful lot of people... don’t speak to him
because they realise after a while that he can’t communicate and doesn’t

understand what they are saying to him’ (Carer 10)

‘... she even got down on her knees in front of (dependant) when she was taking
her pulse and her blood pressure, and that itself was a great thing because

there’s not a lot of nurses would have done that.’ (Carer 12)

The importance of respecting and including the person with dementia was
evident within the literature. Sweeting & Gilhooly (1997), within their paper on
‘Dementia and the phenomenon of social death’, further discussed the concept of
personhood. Where this was not respected, and negative attitudes prevailed
towards the person with dementia, the perception developed was that this person
no longer socially existed. This paper unfortunately only gave the results of this
exploratory study and did not discuss the research design at all making the task
of judging the quality of the results rather more difficult. Crisp (1999) raised a
similar issue of negative attitudes directed towards the person with dementia
leading those involved in their care to view the dependant as being less than fully
human, clearly a very derogatory and unhealthy attitude for care providers.
Armstrong’s (2001) article, that gave an overview of dementia and the problems
associated with carers, described a range of factors which contributed to the
development of the ‘malignant social psychology’ spoken of by Kitwood (1997).

These included deliberate or unintentional exclusion, a consequence of using
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complicated language or an inappropriate communication style such as speaking

too quickly.

Adams (2000), in discussing the need for future research associated with CPNs
working with families of people with dementia, highlighted the importance of
professionals actively including the person with dementia in any decision making
surrounding their care. Dementia carers wanted the professional to respect the
level of ‘loved attention’ they bestowed upon their dependant while they were
being cared for within formal settings. The professional had to reciprocate this
within their own care by, for example, identifying what made their dependant
content or discontent and giving the dependant quality time (Walker et al 2001).
In this regard Soliman (2003), citing George et al (2000), made it clear that
respect from the professional should manifest itself in the dependant being

viewed as an expert in all areas of their lives.

For the following carers the importance of the relationship, between the
dependant and the associated professional, was made even more explicit when

they described the reactions of their dependant husbands towards others they had

recently come into contact with:

‘... he always talks about (key-worker), and she was the first one, the first carer
who came to see him and she was spot on. I mean he related to her and she

could get him to look at her and answer which he doesn’t do with his family.’

(Carer 10)
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‘ I mean there have been people in and he hasn’t liked them, he doesn’t want to
them to come back. One... came in to shower him... He just wouldn’t entertain
the woman ... I also decided I needed help with the housework... he didn't take to

her either. So it can be difficult.’ (Carer 15)

The following carer expressed the emotional consequences for her when the

professional failed to respect her husband by not addressing him in conversation:

‘See I get annoyed at that, they don’t have a conversation with him and they talk
to me. It’s like, you know, you see people talking to folk over the top of a wheel

chair. You get this and I think, ask him, he’s sitting there. And sometimes I get

really angry.’ (Carer 17)

The data emerging from this study suggested an important realisation in that key-
workers should be made aware, if they are not so already, that they are under
scrutiny from the carer as they interact with their dependant. The importance of
the professional’s character, and their response to the dependant, was clearly
evident within the following carer’s account of a student nurse who demonstrated
an unacceptable behavioural response towards her husband. While
accompanying the key-worker the student exhibited a defensive response

towards this carer’s husband who was experiencing a severe early onset

dementia:

‘... she (key-worker) did bring with her a girl, a young girl, who was a trainee

psychiatric nurse, and my God if that girl ever gets through God help the
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psychiatric patients. She didn’t project any personality whatsoever, any
confidence. My husband goes about doing these sorts of things some times and
she physically shrank back, and I thought if she does that one more time I'm
going to land her one. So yes, you don’t realise, I mean ... to me a good
psychiatric nurse is one where you don’t actually see what they’re giving, but

when you're not given it, as this girl did, then it’s blatantly obvious.’ (Carer 7)

What was interesting within this account was the remarkable relationship the
carer had with her key-worker. Despite this rather negative encounter her
confidence in the relationship allowed her to express her dissatisfaction regarding
this student and to request that she not be brought back into the home. It was
also important to note that her last comment related strongly to the earlier data
code, ‘The Unacknowledged Role’ (Table 3). However, in contrast to this
carer’s view, the following key-worker found that if the carer perceived her as
being too closely involved with the dependant, this could present problems in

terms of their relationship. In her view this carer felt detached from her due to

her close association with his wife:

‘I always sit with (dependant) which is maybe why he sees this distance... he sits
separately but I sit beside (dependant) and I ofien hold her hand... she does get a

bit anxious so 1Ido, you know, to reassure her.’ (Key-Worker 16)

The Key-Worker Goes the Extra Mile

A further aspect that appeared to have a positive influence upon relationship

development was associated with activities, undertaken by key-workers while
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working with carers, which were perceived by the carer as exceeding ‘normal’
professional role boundaries. Here the carers expressed that the key-workers not
only provided a quality service to them and their dependants, but also seemed to
go beyond what was expected from their role in order to make their care
experiences more manageable and less stressful. This was a concept that both
improved the relationship and the quality of the care giving experience. Some

carers were highly surprised by some key-worker actions:

‘... when I was in hospital that time she’d (key-worker) come in and (son) had
Jjust been home for a few days then and he told her I was in hospital and she was
very nice. She phoned ward 4 I was in and asked how I was keeping which I

thought was nice of her.’ (Carer 10)

‘... she (key-worker) normally doesn’t start work I think till about 9 o’clock, but
what she did that particular morning knowing that I'm on my own, she came to
the house at 8 o’clock in the morning and helped me to get (wife) dressed and
(wife) up in the car and got her into (local) hospital, into ward, and 1 just
Jollowed up later on in my own car ... She was very, very helpful.’ (Carer 11)

‘... when I went into hospital she (key-worker) organised care for my husband
during the day and somebody came in and made his lunch and somebody came in
and made his dinner... and (key-worker) came in on a regular basis to
(dependant) in that 3 weeks and made sure he was all right... She probably put

herself out I would say, aye.’ (Carer 15)
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When this idea of ‘going the extra mile’ for the carer was put to key-workers
they had a rather different perspective. Some expressed surprise at this carer
response, to them these were simply routine actions carried out in an effort to
improve the home circumstance. Such activities were not exceptional but simply

the key-worker doing their job:

‘It was the thought of making the patient’s life a bit more easy like... there was a
lot of behavioural problems at the time so there was a lot of harassment, a lot of
Jriction if you like with (carer) in that relationship with his wife. So to make life
easier, or the burden to come off them then I could share the burden and come

out and help with my expertise, with skills from years ago.’ (Key-Worker 11)

‘Is that not just a good way of building trust and relationships. If they think
you're going to go, we do go the extra bit if you think it’s going to benefit the
person at the end of the day... it makes life a lot easier doesn’t it.’

(Key-Worker 15)

However Key-Worker 17 distinguished between himself and other care
professionals. He considered that he was in the rather unique position of having
operational flexibility that allowed him, in comparison to other professionals, to

provide an enhanced level of input:

‘Other professionals won’t do that, they tend to have very strict demarcation

lines.’ (Key-Worker 17)
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The following key-worker concluded that this, him demonstrating a willingness

to go out of his way for the carer and her dependant, was the principle reason

why he was identified as being the key-worker:

4

... she thinks I'm her key-worker and you know I’'ve thought about it since
you've spoken about that and you know I thought well, why does she feel that
way. And you know to a certain extent probably I do feel as if when she does talk

to me about things, you know, I will try my utmost to do something for her, you

know, if I can.’ (Key-Worker 5)

It was important for me to point out, in regard to this particular data category,
that I could not find any relevant supporting literature. This particular aspect of
the Carer/Key-Worker interaction would not appear, therefore, to be a recognised

phenomenon currently within the dementia care literature.

Does the Key-Worker Proactively Shape the Relationship?

The varied practices of the key-worker somehow influencing the developing
relationship with the carer emerged as a significant aspect within this study.
Reflecting upon my own experiences, I had no recollection of coming into a care
scene with any predetermined viewpoint aimed at improving my relationship
with that carer. When I considered this objectively, it seemed that this could be a
sensible and rational approach aimed at positively benefiting the Carer/Key-
Worker relationship. Again, in keeping with the spirit of Reflexivity, I was
careful in pursuing this concept to allow it to truly emerge out of the data. In

exploring this further with the key-worker participants, I met with a diversity of
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opinion. Key-Worker 15 denied that any attempt to consciously shape the
relationship took place and left me with the distinct impression that to do so was

a negative and possibly even a manipulative act:

‘There's no hidden agenda... No it's (going the extra mile) basically to make life

easier for everybody.’ (Key-Worker 15)

To her, the relationship had to develop spontaneously in a less-contrived manner.
In keeping with this view, Key-Worker 6 expressed that there was an element of
fate associated with the quality of the emerging relationship that was not open to
key-worker influence through their activities, a fate that could shape the

emergent relationship for months ahead:

‘... from the first time you chap (knock) the door I think probably the first five
minutes you've sort of set out the way they are going to perceive you. If it’s ina
positive light you've probably, your ‘quids’ in for the next six months. And ifit’s
not entirely positive then you can maybe build on it if it’s on a negative light

you 're probably going to struggle from then on probably.’ (Key-Worker 6)

Some key-workers quickly established a sense of psychological ease with the
carer and considered this to be a result of proactive and deliberate actions on

their part. Certainly, this appeared to be the case given the views of the

following key-workers:
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‘...Ido have a set structure because 1 do my preamble to (put) them (the carers)

at ease and to prepare them for the questions that are going to be asked.’

(Key-Worker 14)

‘... but basically I prepare them for the questions because there’s nothing worse.
I try to build a relaxed atmosphere... rather than make it seem like the Spanish

Inquisition.’ (Key-Worker 14)

‘... 10 a certain extent engineering things, or having strategies in how to get in

and make people feel at ease. (Key-Worker 18)

Again, as like the preceding data category, there was no literature identified that

could be used to compare or contrast with these particular findings.

The Key-Worker’s Manner Makes the Carer Feel Important

The question as to why the carer could communicate intimately with their key-
worker, and to be put at ease so effectively, emerged as being significant to the
quality Carer/Key-Worker relationship. For many carers the reason for the high
quality of this relationship was attributed to the character and qualities of their
key-worker. A general sense of appreciation of the key-worker’s personality was

evident from all carers and was best demonstrated by the following comments:

‘To say very nice may be, that’s another I used already, she’s got charisma...

maybe I shouldn’t say it, she’s not a beauty but she’s a nice person.’

(Carer 16)
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‘He’s just got that kind of nature, he’s just got a big happy go lucky guy you
know.’ (Carer 17)

The key-workers appeared to share this belief in the importance of the

professional’s personality:

‘I think its down to the individual personalities and how they relate to people.’

(Key-Worker 12)

‘Personality is the screening issue, because not everyone would be suitable to do

this.’ (Key-Worker 15)

For many of the carers this quality came down to the fact that their key-workers

simply cared about them and were approachable:

‘Well I think he'’s got that caring quality that comes over if you talk to him... but

to me just straight to the point that he was caring and I think that there is no

other word for it.’ (Carer 14)

‘... really approachable, that’s all I can say about him that he really was...
because I felt somebody like that would need to be the approachable type.

Somebody that you could sit and say, oh I've spoke to, I feel I've known him for a
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while sort of thing. I felt that’s what he was like... he just seemed to be that type

(of) approachable person.’ (Carer 18)

The following carers summed up more specific qualities associated with the
more effective key-worker’s personality. These qualities included kindness, a
caring nature along with evidence of genuine concern for the well-being of the

carer, leading to them feeling valued by that professional:

‘... he still looks in yet (following the death of the dependant). You know he’s

still interested to see how things are going.’ (Carer 6)

‘Yes, it made you feel important, it made me feel really important... It makes you

feel there’s somebody taking an interest in what you’re doing’ (Carer 12)

‘I don’t think I can speak to anybody the way I do speak to her (Key-Worker)... I

feel she is a genuine person... They care, they care about their job, I think they

need to care about their job...’ (Carer 15)
Key-workers shared this recognition of the professional needing to demonstrate
genuine interest and concern. A level of interest and a positive enthusiasm was

essential in nurturing the relationship to a more enhanced status:

‘... he (carer) attends church and in his retirement he’s taken up selling cards

and different things. And I'm interested in the full of his life..." (Key-Worker 12)
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. and it’s back to this idea of focusing on them rather than yourself... Just
don’t hurt them, they will always remember you positively even if you don’t

always get it right.’ (Key-Worker 16)

Within the literature it was suggested that there was a lack of such qualities
associated with care professionals (Rutman 1996; Nolan & Grant 1989; Walker
et al 2001). Clarke (1999a) in citing Pitkeathley (1989) believed that
professionals continued to hold one of three negative positions regarding carers:
they ignored them, they felt guilty about them or they became impatient with
them. The professional should commit him or her self to the carer if carer
support was the principle reason for involvement. If loyalty shown towards the
carer was in conflict with involvement with the dependant, then a dependant
advocate should be considered (Woods & Watson 2000). Negative attitudes
towards the carer were avoided when the professional genuinely valued the

carer’s involvement, and this was made explicit to the carer (Simpson 1997,

Walker et al 2001).

The following key-workers believed that an improved relationship was brought

about through the carer’s recognition of the professional’s role and

responsibility:

‘I think it's maybe pride on her part that it’s confidential with me. It’s, the
relationships a kind of professional (one) really, you know it’s not one that I'm

going to blab to anybody else, or maybe she feels safe that this is confidential,



and I'm not judging her in anyway if she’s telling me things. I'm really just there
to offer help whereas friends would maybe be a bit more judgmental or

something.’ (Key-Worker 10)

‘... this kind of idea, I think, is where the non-judgmental kind of thing as well, 1

think family and friends are quick to judge.’ (Key-Worker 17)

The ability to be non-judgemental and maintain confidentiality were components
of the professional role consistently highlighted as being essential to the
relationship. Such qualities were widely recognised within the literature as being
associated with the therapeutic relationship involving a service user. Empathy
was particularly identified as being an important concept in being able to relate
to and communicate effectively with a patient/client, principles that are essential
to the development of the therapeutic relationship (Peplau 1987). This
relationship is associated with the concepts of genuineness and respect contained
within the interpersonal counselling model advocated by Carl Rogers (Stanley &
Cantley 2001). The importance of being on a shared and equal level of
understanding with the carer was evident from data discussed earlier within this
substantive code section. When this was possible, the key-worker offered

significantly more when dealing with the emotional trials and tribulations

associated with the carer’s role:

‘I think I'm on her wavelength in the sense that over the visits (that) are done you

get to I suppose... know them. You get to know their attitudes to the illness.

Acceptance, denial at what stage they're at..." (Key-Worker 18)
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Empathic understanding for the above key-worker went much deeper than simply
making the key-worker/carer role more explicit. Empathy for the carer involved
an understanding of what they were experiencing emotionally and
communicating that genuine understanding to them. The Key-Worker 18 (p.107)
stressed the importance of being on this shared and equal level of understanding

with the carer. When this was attained he could offer more when dealing with

carers’ emotional problems.

The importance of empathic understanding of the carer’s circumstance was
evident within the literature. There was a recognised need on the part of the key-
worker to demonstrate understanding and appreciation of the carer (Webb and
Morris 1994). Bruce & Paterson (2000), within their study looking at the
barriers to community support for the dementia carer, found that carers expressed
difficulties surrounding the lack of understanding by the professional of their
needs. This study appeared well designed and utilised an established interview
schedule and analysis procedure. Walker et al (2001) considered the importance
of a relationship characterised by honesty and openness, while Soliman (2003)
stressed the importance of developing a therapeutic relationship involving both
the person diagnosed with dementia and their carer. She, in citing Zarit (1985),
pointed out the importance of maintaining a non-judgemental approach with the

carer as being the most significant aspect associated with the quality relationship.

Walker et al (2001) attempted to refine guidelines for the involvement of carers

in planning care for dementia dependants within the UK hospital setting.
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Drawing upon autobiographical data, their findings demonstrated that empathic
understanding between the carer and professional was fundamental to their
relationship, and that communication between them had to reflect the
professional’s understanding of the carer’s situation. This study used a
qualitative workshop design involving three small focus groups (four/five carers
and two project workers) to provide data. Among the strengths associated with
the study was that the sample was selected from a wide variety of sources,
saturation of codes/categories had been achieved and the findings underwent a
series of member checks. By being sensitive to carer emotions key-workers were
able to assist with perceptions of stress and isolation (Tebb & Jivangee 2000).
Brooker (2003) made clear that empathic understanding was a key issue for both
professional and family carer when caring for a person with dementia and that
such an understanding enhanced levels of dementia awareness within the carer.
Interestingly, this was achievable through training approaches directed towards
both of the professional and carer. Such an improvement could include an effort
to improve understanding between carer and key-worker and, along with the

qualities associated with the personality of the key-worker, influenced the carer

and helped to cement their relationship.

The need for more empathic understanding of carers was clearly expressed by the
earlier comments Key-Worker 18 (p.107). Judging by the following data, this

also appeared to be a product of the professional background and experience of

the key-workers:
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‘The younger ones (key-workers) maybe understand less. (Key-Worker) knows

what you're talking about because she’s been there I would imagine.’ (Carer 10)

‘Is it coming from the fact that I have been doing it for 24 years? I mean I have

always made a point of talking to carers.’ (Key-Worker 12)

‘... I think the more experienced you are you do it... you just read body language

and it just becomes part of the skill.’ (Key-Worker 16)

The Effective Use of Humour

For some key-workers the ability to create a positive atmosphere around the carer
and dependant was facilitated by their use of humour. A sense of humour
positively influenced the sense of social and emotional closeness between them,

especially when the key-worker adopted a humorous approach while working

with the carer’s dependant:

‘...she used to have a wee joke with the wife... that’s good, I think that was good,

makes you feel at ease too.’ (Carer 12)

The literature associated with the use of humour around dementia carers was
very limited. Walker et al (2001) described how key-workers could use humour
when providing psychological support for the dementia carer as this helped them
to maintain a sense of perspective. However its use with the diagnosed
individual was much more recognised within the literature (Simon 1988;

Summers 1990; Hulse 1994; Astedt-Kurki 1994; Townsend 1994; Buckwalter et
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al 1995; Dowling 1997; Astedt-Kurki and Arja 2001). Pasquali (1991), while
looking at carers of the chronically ill and frail elderly, considered that humour
could help ‘revitalise’ the carer in both their physical and mental health. It has to
be noted however that this viewpoint was from a theoretical perspective and did

not derive directly from any empirical research study.

Bennett et al (1997), in a paper that explored the use of workshops to help
support and train carers in their role, identified humour as a significant
component of the professional’s interaction with dementia carers coping with a
dependant. For the carers of such frail elderly adults, humour served two vital
communication purposes. It facilitated a more comfortable way to share intimate
and sensitive information and provided a mechanism that allowed the carer to
‘save face’ when any adverse feelings and actions presented within their care-
giving experience. Within a US based study it was claimed that humour
provided an essential communication medium which allowed unresolved
concerns, or conflicts, to be effectively addressed and resolved (Bethea et al
2000). This study used exploratory in-depth interviews on a appropriately sized

sample group of carers (23).

The Key-Worker and Personal Disclosure

Some carers expressed a need for the key-worker to become more open with
them and volunteer some information regarding their own life circumstance.
This, they felt, was a facet that helped them relate to the key-workers and

consolidate their relationship. A preference for professional disclosure was made

clear within this carer’s comments:
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‘... so I think if you're on that kind of level with them that it does help. They

know all your business and you don’t know anything about them.’ (Carer 17)

As indicated earlier, the sharing of sensitive information by the carer was a
positive feature when coping with the problematic aspects of caring (Bethea et al
2000). For carers more personal communication allowed them to warm towards
the key-worker. This developing close relationship, resulting from the

professional’s revelations, was made apparent within the following carer’s

comments.

‘... and I feel he’s quite an open guy, you know, he spoke about his partner and
that him and his wife were separated...the type of work the key-worker’s doing,
its quite important because he'’s building up a relationship so he’s not just asking

all about us, he's telling us a bit about himself you know’ (Carer 5)

‘She (key-worker) makes you feel more as if she’s a friend coming in because she

does talk about, I mean, I feel I know her family. I feel I know the children.’
(Carer 15)

‘Just saying well my son and my daughter were just coming up, I could talk to
another woman about a daughter, I feel it would be beneficial, they would get

closer to the person... I think they would get closer if they did that.’ (Carer 16)
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Key-workers valued disclosure, particularly around a shared interest such as
family, when developing the relationship with the carer. It provided a
mechanism to ‘grease the wheels’ of the relationship and helped to improve the
sense of trust between carer and key-worker. This also put the carer at ease as
well as generating that sense of being valued by the key-worker, spoken of

earlier and highlighted by these key-workers:

‘I think it’s shared, shared interests, and it’s allowing you to give a part of your
self as well ... I think it does help it, I think it does help the working relationship
when you have something in common that you can relate to, or that just, you

know, down loading a bit about yourself without going too deep.’

(Key-Worker 2)

‘...50 I think you always look for a common link... Commonality you can identify
with that person that takes it (the relationship) forward. Obviously that was
quite a good one the (both originating from the same village) one.’

(Key-Worker 11)

‘... to make sense of that to me is like she’s (the professional) human, you know,
like you're a person... it’s not like intimate details, it’s like general things that

you've got a family, you’'ve built a house, you've moved, just general things...’

(Key-Worker 12)

However the belief that disclosure by the key-worker was always desirable was

not a unanimous viewpoint held by the carer:

120



Aye, he stayed over in Airdrie and that, and in truth, we never had a good

discussion about his family or anything, we never got to that stage. 1 felt it was

kind of irrelevant at that time you know.’ (Carer 6)

When considering this use of disclosure by the professional, I was curious about
the issue of professional boundaries. It was noticeable from this key-worker’s
account that there was a boundary of disclosure not to be crossed, as to do so
could be counter productive and potentially harmful to their relationship. Part of
the caution related to the personal circumstances of the carer, and the key-worker

had to use professional judgement with regard to when this strategy could be

used to best effect:

‘I think we always spend so much time talking about him (laugh). I just don’t
think he’s got that far in the relationship, 1 don’t think we’ve got to that
(professional disclosure) because he’s too busy, he’s too focused, too distressed.
This man has still not come to terms with his wife’s condition... I think it’s about

timing, it’s about that process in the relationship’ (Key-Worker 16)

However, a close, less formal, relationship was not always viewed positively.
The following key-worker highlighted a possible downside in this relationship

where by this closeness might become too subjective to allow tangible
therapeutic benefits:
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Maybe the... carer... and the key-worker becoming so involved that they may be
perceived to be not totally objective in their judgement or they in fact do become
a wee bit close that they can’t see the wood for the trees a little bit.’

(Key-Worker 18)

This tension between becoming too intimate with the carer and maintaining a
professional distance is explored within the following major category. Studies

associated with this data category’s conceptual area were once again absent

within the literature.

Key-Worker as a Credible Source of Support

A quality associated with the key-worker, and considered invaluable by the carer,
was the belief that the key-worker was a very credible source of support.
Importantly this viewpoint gave the carer a sense of confidence in the key-
worker’s ability and helped them cope with their own particular needs, especially
in gaining knowledge about dementia. Credibility in the key-worker’s

knowledge base, and in the information they provided, was emphasised by these

carers:
‘We can talk about the illness and he gives you wee tips, or if I say about
something, you know, that’s happening he’ll explain... but I think perhaps (key-

worker) having a nursing background helps with the job he’s doing.’ (Carer 5)

‘So the (key-worker) answered the key questions I needed to know, and the

practical side of it as well as the progression of the illness..."’ (Carer 7)
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She knows what she’s talking about. She is the first to admit that she doesn’t
know the first thing about general nursing, but she knows plenty about

psychiatric nursing. Which is what I'm dealing with.’ (Carer 15)

This need to provide a consistent approach towards the carer, along with a high

quality of advice and expertise, was evident within the following key-workers

comments:

‘I think when the advice turns out to be good advice em, it certainly does your

credibility a lot, a lot of good.’ (Key-Worker 1)

This perceived credibility was an essential ingredient leading towards a quality
of Carer/Key-Worker relationship and an aspect of the relationship that required
nurturing. Key-Worker 4, who expressed how she felt after interpreting that a
senior colleague had undermined her relationship, brought the fragility associated

with maintaining credibility within the relationship into sharp focus:

‘It was in relation to looking for respite care. (Carer) had asked about respite
care in the hospital, which to my knowledge was only available for people who
had behavioural problems which this patient didn't fall in to... He (carer) then
went to a talk done by the Consultant Psychiatrist in which the Consultant was
saying about the support the health service could offer carers. And looking at
respite care and after the talk (carer) went to Consultant and says I've been told

that it's only for people that need psychiatric nurses to look after them. And the

123



Consultant says, oh no, that’s not right, we’ll just arrange for her to get into
respite care. After that the carer didn’t value my judgement as much. 1 felt my

relationship had just been torn to bits basically by it.” (Key-Worker 4)

This key-worker believed that her relationship with the carer had been

irreparably damaged:

‘I think it is a big thing that you know that this nurse is coming in and you trust
them, you trust them, you trust their judgement and you telling them one thing
and then somebody else, you know. 1 felt it almost as if I was a barrier, as if 1

didn’t want the carer to get respite care in hospital, and that wasn’t the case at

all.” (Key-Worker 4)

What was interesting about this account and worthy of note was that the carer, in
his earlier discussion with myself, had maintained a strong belief in this key-
worker and did not highlight any perception of the loss in credibility that she had

assumed.

A need to preserve credibility in the professional was recognised within the
literature and problems often arose when professional practices were inadequate,
incorrect information was given or there was a lack of empathic understanding
(Bruce & Paterson 2000). Tebb & Jivanjee (2000) claimed that there was an
increase in carer isolation when the carer perceived a lack of knowledge on the
part of a professional and subsequently lost faith in them.  This lack of

knowledge was most problematic when it related to either the dependant’s
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condition or to carer need. This US study utilised semi-structured interviews
with eight elderly female carers to explore the carer’s subjective experience. An
effort was made to improve the ‘trustworthiness’ of the findings through member

checks, peer review and audit trails.

What was a particularly important component of this credibility was the principle
of trust, as mentioned by Key-Worker 4 (p.117). The following key-worker
identified this, along with honesty and genuineness, as being essential to

establishing a credible relationship:

I think credibility is about trusting you and about you being genuine enough to

say, well that was my mistake.’ (Key-Worker 16)

Trust, openness and honesty were re-occurring concepts emanating from both the

carer and key-worker when discussing their relationship:

‘... in a way it’s because I trust him... you know you build up a trust with them,

you know.’ (Carer 5)

‘It's always important that you build up a trust and a relationship, but he (carer)

trusted the relationship.’ (Key-Worker 11)

‘But I think we have a fairly open, very open relationship where I think she can

trust me, and I think I can certainly trust her.’ (Key-Worker 17)
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For key-workers a trusting relationship was an important feature which they
recognised had to develop when becoming involved with carers. An open,
honest and trusting relationship had many direct benefits when operating

alongside the carer and dependant, particularly when dealing with sensitive

and/or unpopular issues:

‘... to be able to tell people some, I don’t know if it's home truths or some
difficult decisions or whatever. They've got to have a relationship there, you
would have to have that, and that, that if you like facilitates your ability to deal

with more difficult issues.’ (Key-Worker 14)

‘... it’s about developing skills and a confidence, it’s about a confidence, and a
lot of nurses maybe don't have that inner confidence. But I don’t care if I look
stupid at times, it doesn’t worry me. As long as the carer continues to trust me
and thinks, well (key-worker) says it, it will probably be right because she

wouldn't kid me on or she wouldn’t keep me going about this.’ (Key-Worker 16)

Within these accounts the concept of credibility was once again considered to be
more a product of the inherent qualities of the key-worker’s character rather than
being an ‘engineered’ outcome on the part of the key-worker. Key-Worker 17
identified credibility as a product of professional reliability and considered it to

be a crucial ingredient to his successful relationship with the carer:

‘... credibility if you can try and not let people down.’
(Key-Worker 17)
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In “not letting people down’, the key-workers displayed certain qualities that led
to a strengthening of their developing relationship and the emergence of the key-
worker as a credible support to the carer. Highly significant amongst these
qualities was this need for reliability and dependability. Dependability was an
enhancing quality that helped solidify the relationship, as clearly demonstrated

by the following carer comments:

‘I think reliability is really important because of the amount of things you have to

deal with when you're a carer of a person with dementia...’ (Carer 9)

‘She’s a very valid and reliable person so that comes through, across, as well.’

(Carer 12)

‘If she’s not there she’ll ring me back and she always rings me back.’
(Carerl$)

This quality was acknowledged as being significant by this key-worker and links

to the earlier requirement of clarifying the professional’s role:
‘So I really felt it was really important that, as she said, if 1 said I was going to

do something I had to do it. And I tended to follow things up quite a bit in

writing so there’s no confusion about who was doing what.’ (Key-Worker 9)
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When the ‘Relationship Drivers’, discussed within this substantive code section,
become positively engaged, the more negative attributes of the preceding
substantive code, ‘Unacknowledged Work’ (Table 3), becomes less influential.
The consequence of this is an improved relationship between the carer and their
key worker. The properties of this improved relationship are now discussed

under the final substantive code associated with this major category chapter.

ENHANCED RELATIONSHIP PROPERTIES

Carer Experiences a Real Psychological Benefit

The shared belief by both the key-worker and carer, that there was a range of
benefits derived from the strength of their relationship, quickly became apparent
early within this study. The first benefit alluded to within the preceding
substantive code discussion and highlighted by the following carer’s comments,

was the rapid emotional & psychological ease experienced by the carer as they

become involved with the key-worker:

‘I can’t think of anything else just you feel really at ease when he’s (key-worker)

there.’ (Carer 12)

‘...I've never thought of it that way, when he (key-worker) has come in I felt at
ease straight away... You're down enough without anyone else trying to put you

down.’ (Carer 14)
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‘But key-worker really was different, he really did help a lot, he put everything

at ease... I don’t know, I think he just, it was more or less he just made me feel at

ease.’ (Carer 18)

The key-worker’s relationship with the carer provided a significant emotional
and psychological benefit to the carer particularly when commenting upon their

contribution to the care of their dependant. This gave the carer a tremendous

uplift to often-flagging spirits:

‘He (key-worker) gave me a wee boost, you know, that you're doing things right,

you know, confirming to you that you're doing things right, which is a big, big

thing.’ (Carer 6)

Key-Worker 14, made it clear that the key-worker not only validated the carer’s
work by reassuring them that their efforts were appropriate, but also reassured
them that key-worker involvement was not an indication of any failure on their

part:

‘Well yes that’s it because I think that initially she was quite emotionally upset
with regard to having to seek help and I tried to reassure her of the fact that

because I'm here doesn’t mean she’s failed in any way.’ (Key-Worker 14)
It was acknowledged within the literature that in caring for a mentally ill

dependant the carer required their work to be valued and validated in this way

(Badger et al 1990; Hocking 1994; Crisp 1999; Gall et al 2003). According to

129



Grant & Nolan (1993) professionals generally failed to provide sufficient
emotional support, particularly by failing to recognise the carer’s work effort.
This finding came from a well-designed study that used both a qualitative and
quantitative methodology, and incorporated steps to improve the inter-rater
reliability of the qualitative analysis process. It was recognised that the sample
utilised had a degree of bias both in terms of being self-selecting and by being
predominantly female. Ross et al (1997) found that the professional giving such
a boost to the carer was a vital aspect of support, particularly when the carer
struggled to cope with a dependant’s admission into formal care. While this
study looked at a range of conditions that predispose to admission, a significant

proportion of these were dementia related.

Friendly Informality

For many carers the relationship with the key-worker was characterised by a

perception of ‘friendly informality’:
‘Well that it’s just that she’s easy to speak to, em oh how can I explain it? She’s
not like any of an official capacity; she makes herself at home and that... Yes she

came in and she was quite, you know, jokie and that...’ (Carer 2)

‘They don’t wear uniforms now or anything like that, so it's not like anyone

coming in that's, you know, here comes the nurse.’ (Carer 7)

‘... his manner yes, I think it’s important, he's not like I'm the doctor and you're

the patient, just like a big pal coming in'. (Carer 17)
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The above comment by Carer 17 reinforced this perception of a more informal
relationship. Here the carer’s acceptance of the key-worker suggested an ease of
comfort that was in keeping with the concept of ‘adoption’ that is discussed
within the following major category chapter. This was a product of the key-
worker’s overt friendly manner, approachability and obvious demonstration of a
genuine interest in the carer and dependant. The following carer again identified

this sense of psychological comfort:

‘Oh yes of course some folk you can speak to quite easily and others, you know,

he really is easy to get along with.’ (Carer 5)

Several key-workers shared this view of informality associated with their
relationship and saw this as a positive development that greatly enhanced the
effectiveness of their role. A sense of ease was significant in creating an

environment that allowed both parties to forge a closer more intimate

relationship:

‘1 would still say it’s a nurse carer relationship, but in a more friendly, probably,
manner than it was initially, probably more open because... she’s probably more
at ease saying her true feelings because she is always going to be a bit reluctant

at the start. And probably I can be more truthful with her now.’ (Key-Worker 1)
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‘No I think the relationship, over time, certainly is very much nurse patient, I'm
using carer as patient here, also, em, certainly over time it does become

probably more informal and more open.’ (Key-Worker 3)

For these key-workers the level and character of relationship depended upon
good communication skills, particularly in making the effort to listen, a factor
that related directly to the preceding substantive code’s data category ‘The Key-

Worker’s Manner Made the Carer Feel Important’ (Table 3):

‘I think by listening and picking up on key points, probably, that’s what she was
saying. Probably that’s the most important thing is actually listening to her.’

(Key-Worker 10)

‘I think it's just communication, it’s basic communication skills. It’s listening to
her (carer), but it’s also listening to (dependant) and not forgetting that

(dependant) is your patient.’ (Key-Worker 15)

‘I might be the only person that actually comes in and listens. Everybody else
will come in and do a bit, but I could be the only person that actually sits there

and listens to what's going on, I think that's the difference.’ (Key-Worker 16)
This ensured that the carer experienced a greater sense of support, reassurance

and confidence in dispatching his/her responsibilities in caring for the dependant,

as suggested by the following comments:
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‘I'll tell you this, if something was wrong you can tell her about it and she

reassured you.’ (Carer 12)

‘Aye, that talk to him (key-worker) kind of eases it (stress) off a bit.’ (Carer 18)

Key-Worker 18 demonstrated here the importance of the carer being at ease and
therefore more able to communicate openly. In the following account, he set out

to encourage this quality within the carer early on in his involvement with

him/her:

‘... he said I don't want you to feel you're strained to talk to me or anything like

that, he says just answer me anyway you feel is right.’ (Carer 18)

Deep and Meaningful Communication
A benefit from this level of psychological comfort between carer and the key-
worker was an increased ability to communicate more freely, openly and at a

surprisingly intimate level:

‘... 1felt I could talk to her without being embarrassed about it.’

(Carer 4)

This revelation led me to explore this phenomenon further within subsequent
carer interviews. The quality Carer/Key-Worker relationship appeared to create a

climate that facilitated an ability to communicate freely and intimately as

suggested here by this carer:
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Well the first place is you can sit and talk to her in person, there’s some people

you can'’t talk to.’ (Carer 12)

‘... it’s someone for me to talk to, warts and all, and I mean warts and all...Oh
no, I can talk to her, I can tell her things I can'’t tell you, personal things. I

wouldn'’t tell you because I feel she’s used to hearing people.’ (Carer 10)

The following carer highlighted how this ability to communicate at a deeper
more intimate level was associated with her key-worker and contrasted this to

experiences with other care workers:

Sometimes you meet people right enough, and as you say, you're a wee bit on

your guard with them...’ (Carerl7)

The quality of the relationship had a significant impact upon the role of the key-
worker. An ability to effectively manage the variety of situations that arose
involving the carer was improved by having a quality relationship with the carer.

The following key-worker demonstrated this facet:

‘... I think certainly just for her low mood, really quite negative thoughts, I think
I need to have that kind of deeper relationship in order to explore that.”
(Key-Worker 18)
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The carers experienced a sense of satisfaction and reward from being able to
communicate at such a level with their key-worker and found this deeply
reassuring. The confidence to explore explicit and sensitive matters with the
key-worker was shown by the following carer’s willingness to explore more

personal matters, and this particularly interested me:

‘... I get this problem; sometimes he goes to the toilet and forgets to take his
underpants down. It’s not happened a lot but it has happened. I would say to
(key-worker), Oh God do you know what happened last week, you could never

tell to anybody else. Even your family, you couldn’t say to them.’ (Carerl?7)

Even more surprising was a highly sensitive issue involving sexual behaviours.
Carer 4 highlighted overt sexually related matters which he could not discuss
comfortably with his family nor anyone within his social circle. This 77 year old
man was being visited by a female CPN in her early 20s and, despite the
generation and gender gap, both were clearly comfortable to discuss intimate

sexual matters in an effort to solve a very troubling problem:

‘I felt that I could speak to her (key-worker). When my wife went to 12 and 12
(drug dosage and time) there was a bit of nocturnal activity which eh, more or
less (was) masturbation. And I spoke to (key-worker) and that and it was just, 1
didn’t feel embarrassed talking to her about it and I explained to her what was
happening. So she explained to me that some times these tablets, it does increase
sexual activity so that’s when they decided to cut from 12 and 12 to 12 and 8... it

more or less disappeared. I could speak to her about that'. (Carer 4)
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This carer took a very pragmatic approach to the problem he faced with his
wife’s behaviour and saw this as a problem that had to be faced up to, and his

key-worker possessed the necessary qualities to make this possible:

‘... 1 felt that she was a receptive person, that she would understand. I mean the

thing was there was no point in trying to hide it, it had to come out and I felt that

I could talk to her without being embarrassed about it.’ (Carer 4)

The literature associated with this level of communication between a dementia
carer and key-worker was limited. Carers required the opportunity to be able to
talk about and explore their emotions with professionals in order to more
effectively cope with the burdens of care they faced (Gilliard & Wilcock 1993;
Allen 1997). People sought social support for one of two reasons, either for
instrumental reasons that included advice, assistance or information; or for
emotional reasons such as moral support, sympathy, or understanding (Carver et
al 1989). Carson (1992), speaking about the carers of mentally ill people
generally, was of the opinion that carers often experienced strong emotions
associated with their negative exposure to health care professionals and their
services. This left them feeling undermined, as services were not tailored to their
individual needs. Franks & Stephens (1996) cited Cohen (1988) in claiming that
evidence from both theoretical and empirical research indicated that support

provided by others had a significant effect on the individual in receipt of such

assistance.
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This need to have a professional who improved carer emotional well-being, and

did not compound their problems, was made clear by this carer:

‘Well she’s (key-worker) very calming; she had a very calming effect, she’s very
relaxed, not at all doom and gloom which I found a lot when he (husband) was

first diagnosed. Iwas getting a lot of doom and gloom and it’s not really the way

of handling things.’ (Carer 7)

The following carer derived a real sense of emotional reassurance from her key-

worker’s insight into dementia:

‘When you get reassurance about it and somebody that understands the illness,
it’s really that’s the big thing. It’s somebody that understands the illness that’s

the difference than talking to anybody else.’ (Carer 7)

Key-Worker 4 demonstrated earlier within this data category how she understood
the unwanted effects from medications used within dementia care. She also had
an ability to communicate with the carer at a deep and intimate level. The
capacity to achieve this level of communication was a desirable, if not essential,

ability associated with the more effective Carer/Key-Worker relationship.

Recognition of sexual issues in the older person and their carers, especially those
associated with a dementia diagnosis, has historically been an area that has been
lacking within the literature (Archibald 1994; Phanjoo 2002). According to

Archibald many staff dealing with dementia, and supporting the carer,
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demonstrated an ageist and stereotypical attitude that was a product of their own
discomfort and inadequacy with sexual issues. Indeed Ehrenfeld et al (1997)
considered that such professional awkwardness often resulted in the person with
dementia being treated like a child and separated from their partners. While
these were interesting discussion papers that provided opinion from dementia
care experts, the general paucity of up-to-date research-based evidence on this
topic was surprising. This lack of research attention was particularly associated
with the impact dementia had on the marital relationship and the effects upon
marital intimacy and satisfaction (Baikie 2002). This absence of study was
particularly concerning given that, while this illness was in itself a tragedy, many
dependants, and their carers, continued to enjoy and derive a sense of comfort

and mutual support from their ongoing physical relationship (Oppenheimer
2002).

The professional’s ability to comfortably deal with difficult issues such as sexual
aspects was seen as a particularly positive attribute by the carer. The following
carer, caring for a husband with pre-senile dementia, expressed this view after
being able to discuss her worries surrounding her son’s sexuality. She
highlighted her appreciation at the professional’s willingness and comfort in

exploring a personal problem that went wider than her dependant’s circumstance:

‘... 50 -worker) was very easy to talk to and tell her these sort(s) of intimate

details as well ...’ (Carer 7)
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It was particularly interesting to note that Key-Worker 4, who earlier described
dealing with a difficult sexual issue, also gained a great deal of personal
satisfaction from this encounter. She expressed a sense of pleasure at being able
to facilitate this level of intimate disclosure that resulted in her finding a tangible

solution to a most difficult and sensitive problem:

‘... being a different sex it must have been extremely difficult for him to talk to
me about it. And he’s not the type of man that would be blasé about things like
that. It was quite, it made me feel quite good actually that he could confide in me
about it. But as I say my initial reaction was, Oh my God, (laugh). I think we

got over that yeah.’ (Key-Worker 4)

As highlighted earlier, communication within this relationship appeared to go
wider and deeper than simply discussing the immediate needs and issues
associated with the dependant. The quality of the developing Carer/Key-Worker
relationship facilitated a level of communication that directly benefited the carer
and covered a wide variety of areas within their lives that were often unrelated to
the dependant’s situation. In being able to explore these diverse areas the key-
workers facilitated a response that seemed to directly improve the carers own
effectiveness and so potentially improved the quality of their day-to-day lives.

Here the carer suggested that the key-worker subtly probed in order to open up

areas of real concern to her:

‘I feel he would keep on, I'm not going to say niggling, but I feel he would keep

on talking until it came out.’ (Carer 14)

139



This key-worker (social worker) acknowledged that getting the carer to open up
into any issue within their lives was an important aspect of his role. It helped to
uncover aspects within their lives that were problematic and, as a consequence of
their strong relationship allowed them to express these difficulties in relative
comfort and safety. The need to deal with the carer’s problems, outwith the
immediate concerns of their dependent, was not an aspect that was shared by all
key-workers however. In contrast the following key-worker (CPN) failed to see
this activity as having any real relevance. The key-worker she believed, given the
seriousness of the illness, must confine him or her self solely to the issues

relating to the individual with the dementia diagnosis:

‘When I'm there I think he’s so focused on this illness that we can’t (discuss
unrelated issues), we need to deal with illness when I'm there because that’s

what he sees as my remit.’ (Key-Worker 16)

Key-Worker 16’s views apart, there was an acknowledgement among key-
workers that it was to their carer’s significant advantage to be able to raise any
concerns regardless of their nature. Here, as in the above situation, the
Carer/Key-Worker relationship allowed for a deeper level of disclosure around

sensitive non-dependant related issues:
‘As far as private personal things me and (carer) discuss, I would say that she
did divulge things about her own family that are maybe annoying her a wee bit.

And she did have a few stresses with, you know, her daughter for example. Well

140



she had a marriage break up with a young daughter and her son is in and out of
work and she’s worried about him, and she quite often would maybe bring that
into any visits that I have. Any worries like that would always come out... I
wonder if it’s because I maybe slightly probed or asked about, maybe took time

to ask her how things were whereas other people wouldn’t.’ (Key-Worker 10)

This ability, according to the following key-worker, was again related to the
quality of their relationship and was in contrast with other professional

relationships the carer may have experienced:

‘... I think what you're doing is actually (at) a much deeper level, and other

members of the care team aren’t able to operate at that level.’ (Key-worker 17)

The closeness the carers felt within this relationship was frequently contrasted
with involvement with other care workers and served to typify the unique

qualities associated with the enhanced Carer/Key-Worker relationship:

‘... he suggested we phone the... the social worker to see what we could get from

him, but it’s like the Scarlet Pimpernel to get a hold of him.’ (Carer 3)

‘... but you sometimes get a doctor coming in and you feel, oh my this is, he’s

not approachable at all, not talking and just sit with their head down or that.’

(Carer 18)
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Within the literature it was expressed that dementia carers often experienced a
disappointing level of service from health care professionals (Pickard &
Glendinning 2001). Pickard & Glendinning’s (2001) study not only supported
the claim suggested by the above carer’s comments, but indicated this was often

the reality of care professionals as experienced by the dementia carer, as

suggested by these key-workers:

‘... I was talking to one of the nurses on the ward and they basically said that she
(the carer) needs help more than he does. But it was in a sort of derogatory way.

And that she’s too stressed and she’s tuned to the moon.’ (Key-Worker 15)

‘1 would say my relationship with (carer) was quite good, quite solid. Fairly
informal I would say... The impression I've had is the doctors are very much the
kind of formalised, sometimes I get the impression (they) don’t have the greatest
amount of time for the problems that are most specific to them (the carers).’

(Key-Worker 17)

At this point I was interested to consider why the carer felt so comfortable and
safe with their key-worker, and in such contrast to other health and social care
workers that they are involved with. Indeed this was often achieved after
relatively few encounters with the key-worker. What was significant, however,
was that this quality relationship existed and was established at an early stage of
their association. It brought immensely positive and productive qualities;
qualities that underpinned future care practice and contributed significantly to the

avoidance of the concept of ‘malignant social psychology’ described by Kitwood
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(1997). Such an enhanced relationship could improve significantly the quality
of the environment in which such care was being delivered (Brooker 2003;
Soliman 2003). The following chapter now explores just how this depth of
relationship influences the care-giving practices of both the key-worker and the

carer.
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CHAPTER SIX MODELS OF ACTION

This chapter explores caring activities or ‘Models of Action’ as viewed by both
the key-worker and the carer (Table 4). These perceptions vary in terms of the
nature and strength of their relationship. At one end of the spectrum the key-
worker operated as an expert professional exercising almost complete control and
influence within the care setting. At the other end of the spectrum the carer
exercised dominant control and possessed the necessary ‘expertise’ to deliver
effective care to their dependant. Between these two polarised perspectives the
carer and key-worker could operate within a therapeutic alliance. This chapter
suggested that this stronger more positive interpretation of the Carer/Key-Worker
relationship carried with it tangible benefits for all those involved within the
care-giving environment. How this partnership was conceptualised, particularly
by some carers, indicated a surprising depth of closeness and intimacy. Once
again the literature consulted was not always directly related to dementia carers,
but provided some insights into the emerging concepts and therefore its use was

appropriate in the absence of more relevant and specific dementia carer literature.

THE KNOWLEDGEABLE PROFESSIONAL EXERCISES CONTROL

Carer versus Dependant: Who is the Key-Worker there for?

As demonstrated by the first substantive code within the previous major category
chapter, there was an ambiguity surrounding the key-worker’s activity and focus

(Tables 3). Concentrating activities on the carer, however, was not always seen

as appropriate.
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Table 4
DATA CATEGORIES

Models of Action: Codes & Categories

SUBSTANTIVE CODES MAJOR CATEGORY

e Carer versus
Dependant: Who is
the Key-Worker
there for?

e Educating the Carer

e Preparing the Road
Ahead

e Key-Workerasa
Resource to Other
Professionals

o Key-Worker

Manages Dependent
Better Than Carer

THE
KNOWLEDGEABLE
PROFESSIONAL
EXERCISES CONTROL

e Carer Exercises
Independent Control
Whean Providing Care

o Carer Provides Best
Care Because of their
Intimate Kwmowledge
of Dependant

THE INDEPENDENT
CARER

o The Adopted
Professional

e Carer Expresses
Sympathy and is
Protective of the Key-
Worker

o Key-Workerasa
Partaer in Caring: a
Friead with
Knowledge

WORKING TOGETHER:
A THERAPEUTIC
ALLIANCE

MODELS OF ACTION

In keeping with this perception, some carers suggested that the supportive role of

the professional was targeted principally upon their dependant and only provided

them with peripheral support to enable them to engage in their caring role:

‘Although (key-workers) are there to give a feel, I got information from them on

how to deal with issues, I think they seem to be there to assess my mum more...
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Well I think she’s very helpful in a professional capacity but her role is, I would
see as what's she’s doing, basically is helping me to provide the care and put in
a review on how things are going, I mean I wouldn’t see her, I don’t see her

responsibility as helping, dealing with my needs.’ (Carer 9)

‘... when he (key-worker) comes in and he works with (husband), you know, the
wee tests and that to see if he has went back any or if he’s improved any. But

that’s a good thing as well, him coming in to test that.’ (Carer 18)

This viewpoint contrasted with the view of this key-worker who suggested that

his activities included actions directed towards the carer:

‘I certainly see the role as just not for the husband, although he is the most
important in this kind of situation. But I think (what’s) just as important, to a
certain extent, is the carer because they are living through it as well and if I can

be of any value, or any use to them, then all the better.’ (Key-Worker 17)

What was significant in terms of the key-workers role, and subsequent activities,
was the length of time the key-worker had been involved within the care setting.
This carer gradually came to realise that her key-worker focused increasingly on
helping her as their relationship became more established. This was a further
argument in support of the need for time and availability to be given to the carer

as highlighted within the preceding category (Table 3):
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‘In the beginning I felt that she (key-worker) was coming in for my husband, in
the beginning it was really for him because in the beginning they spent a lot of
time doing questionnaires and mini mental sort of thing... in the beginning it was
all directed at him, as time has gone on she never even sees him... so I would say

it’s mainly support for me, but through the support for me it helps me to cope

with our situation.’ (Carer 15)

Indeed if the situation deteriorated, and the carer’s health becomes compromised,

some key-workers considered the carer as the primary recipient of care:

‘We (key-worker service) would take them on as patients. We would actually
take them onto the caseload. And we 've certainly, recently one of our nurses has
taken on a carer because the (husband) went into long term care and the carer

became very depressed and was very distressed.’ (Key-Worker 16)

Not all key-workers felt that this was their particular responsibility, but rather
another independent practitioner should deal with the carer if their mental health

becomes compromised:
‘... but if there’s something psychologically wrong, or we think there’s some sort
of mental health problem developing, then there’s nothing to stop us getting

another member of the team to see that person.’ (Key-Worker 16)

When it came down to actually working with both the carer and dependant, the

following key-worker reflected on the notion of the ‘hidden care plan’ alluded to
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within the preceding major category chapter (Table 3). Here the professional

worked with carers in a more concealed fashion but did acknowledge addressing

their needs:

‘You 're responding to their (carers) needs in an informal way, or an unseen way,
but you're still doing it. So your operating in a, it’s not documented in the same
way, it’s not structured in the same way, but you re still doing it.’

(Key-Worker 15)

Twigg (1989) conceptualised differing relationships between service providers
and carers, naming one ‘the carer as co-client’ model. She highlighted the
difficulty in conceptualising this model, particularly in terms of social care, and
questioned the appropriateness of attributing the status of client onto the carer.

Twigg, as cited by Grant & Nolan (1993), believed that addressing the carer as a

‘co-client’ will:

‘... risk the inherent danger that services will be swamped by ordinary human

misery and take over the normal processes of life’ (p.951).

It was important to note that these conceptual representations encompassed all
carers and were not related specifically to dementia carers. Weiler et al (1994)
discussed Volicer et al’s (1988) view that the professional’s practice activities in
themselves could help establish a ‘therapeutic alliance’ between the professional
and both the person with dementia and their carer. Stanley & Cantley (2001)

reinforced Carer 9 and 18s earlier comments by highlighting how professionals
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historically tended to view patients/clients and carers as totally separate entities,

particularly in terms of assessment, which created the potential for a conflict of

interest.

The following key-worker avoided any concern of a conflict of interest by
viewing her carer’s status as that of a patient/client, and in doing so justified the

valuable commodity of time that was necessary in helping her:

‘We'll take this lady onto the caseload and treat her as a patient, and give her
that time, because that is what you need to think about, how much time is this

going to take?’ (Key-Worker 16)

However, for this key-worker it was not her fear of a conflict of interest between
the needs of the dependant and the carer that influenced her approach. It
appeared that she was much more reticent to take the carer onto her caseload as

by doing so would mean labelling her with the stigma of mental disorder:

‘... there’s a big taboo about mental health which has given her (carer) a stigma,
because as soon as you give them a label it still happens... So if I give her, take
her onto my caseload, if you like, then I would be labelling her...’

(Key-Worker 15)

Educating the Carer

Education of the carer also emerged as a vitally important key-worker

responsibility and was indicative of the professionally dominant sphere of the
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Carer/Key-Worker relationship (Table 4). This aspect of practice was highly
dependent upon the key-worker’s expert knowledge being imparted onto the
carer who was coping with a dependant with a diagnosis of dementia (Harvath et
al 1994). The following key-workers clearly identified education of the carer as

being an important aspect of their role:

‘Yes I was the first contact for her with our service. She never had anybody
before and I think she had very little support, you know as to what’s happening,
or she didn’t have the understanding as to whether it’s going to get better, (and)

so there is a lot of education on her part as well.’ (Key-Worker 10)

‘(Carer) especially, (was) quite worried about (dependant) himself on a
cognitive enhancer. And I just felt quite open and I felt that to work on her level

was to tell her as much as I possibly, to could get as much literature as I could

for her.’ (Key-Worker 18)

The necessity to develop a sound knowledge of dementia was an area of
significance to all health care professionals who required to incorporate such a
understanding into their educational approaches (Department of Health 1994).
The political recognition of making this requirement available to the carers was
evidenced by the introduction of the Carers (Recognition and Services) Act,
1995. This was introduced to give carers the statutory right to have their own
needs assessed, a significant need arguably being their requirement for education

around the process of dementia. Despite this legislation, carers often remained
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marginal figures who were rarely consulted or provided with the level of support

(education) that they required (Brown et al 2001).

Allen (1997) found confidentiality to be one of the most difficult issues to
consider when developing inclusive patient/client and carer-focused dementia
services. As a result, the carer was often kept in ignorance of their dependant’s
condition, and if that situation were to exist for the professional they would have,
quite rightly, refused to accept care-giving responsibility. This important point
was brought out by Arksey et al (1998) who also found that carers wanted
considerably more medical and practical information, a need that often conflicted
with the professional’s duty of confidentiality. They pointed out that unless
more information was made available to the carer, they would continue to be
critical of both health and social care services. While this study addressed carer
issues it’s important to note that it did not have a specific focus on dementia
carers although it is likely to have relevance to this cohort. Unfortunately, the
paper failed to give sufficient information on the study design making it difficult
to judge the strength of its findings. Walker et al (2001) discussed the
importance of the professional’s ability to communicate, a requirement
considered fundamental to the understanding of the carers’ situation. A lack of
information, coupled with poor communication, added to the burden on
individuals striving to care for a dependant, a realisation that strongly links this

data category to the ‘Costs of Caring’ substantive code discussed within the next

major category chapter (Table 5).
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The provision of a good educational grounding by the key-worker was an aspect

of their role valued by the carer:

‘Well, she told me things that I didn’t know anything about, but that was a great

help. Things that I knew nothing about and she is putting us wise to.’ (Carer 12)

‘I think he was yes, because there is a lot I have learned from him that I didn’t

know about before, you know.’ (Carer 18)

Gilliard & Rabins (1999) identified this thirst for information on the part of the
carer and stressed that there was a need for the carer to become increasingly
involved in the provision of care to their dependant. Key-Worker 17 applauded
the level of interest and enthusiasm of his carer as she strove to improve her
knowledge of the condition and acknowledged that he was better placed than

other professionals in meeting carer educational needs:

‘I can try and make it... hopefully being able to put it more in terms that suits
their individual needs. Whether that be more simplified... that’s the kind of thing
I would say mainly I could offer clients that a General Practitioner can't... She's
very kind of hungry for information, and very much wanting to be part of things,

and I think that’s great, I'm quite happy with that’ (Key-Worker 17)
Inherent within this educational role was an ability to impart quality information

to the carer, a requirement that drew upon expert professional knowledge. The

need to provide education and training for the carer was very well represented
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within the literature. Eraut (1994), cited in Brown et al (2001), analysed the
nature of professional knowledge in some depth and argued that the essential
essence of professionalism centred on power derived from specialist expertise,
and the more specialised that expertise the greater the power that resulted.
Hasselkus (1994) acknowledged the power invested in the professional and
stated that such professionals are viewed as the ‘repository of expert knowledge’
(p.95) and therefore would know what was best for care delivery. This,
consequentially, led to them exercising greater control over the care
environment. Harvath et al (1994), citing the views of Tanner & Benner (1993),
argued that nurses’ scientific knowledge did not constitute expertise. What
distinguished nursing expert practice was an ability to combine professional
knowledge with an in-depth understanding of the client group; this blend of
scientific knowledge and understanding of the client group defined the expert
practitioner. The belief that such professional expertise was inherently beneficial
to the carer was challenged by the argument that recognised genuine expertise
within the carers (Brown et al 2001), a theme that is examined further within the
next substantive code. Brown et al (2001) cited research carried out by Tuckett
et al (1985) on both doctors and patients, a study that was neither dementia nor
carer specific. They found that consultations were often one-sided with little
emphasis placed on the patients’ understanding of treatment. Any attempt to
clarify their understanding was often ignored and any advice given was seldom
individually tailored. This study appeared to indicate that a lack of recognition

of lay expertise led to problems affecting the quality of communication between

these two parties.
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The Government document, ‘Growing Older’ (Secretary of State 1981) saw an
educational role for the health care professional directed towards the user of
health care services but, surprisingly, failed to address this same need in carers.
Kitson (1987) claimed that the educational role of nurses was vitally important
when it came to training carers to care for their dependant more effectively. A
study undertaken within the UK by Graham et al (1997) aimed at determining
how much dementia carers from differing settings know about the disorder.
They concluded that the level of education dementia carers receive should not
come down to their ability to ask the right questions, but rather it was the
responsibility of the professional to actively impart accurate and well presented
information. This quantitative study drew from three distinct populations and the
resulting sample groups were formed using specific selection criteria. It utilised
a previously established questionnaire to gather the data. A particularly good

response rate (95.6%) further added to the strength to these findings.

Hasselkus (1994), a US academic, considered the needs of carers generally and
identified that while the professional was in control of the care setting the carer
continued to strive for some meaning regarding the illness and changes in their
dependant. Efforts to educate them represented the beginning of a sharing of
expertise and responsibility between the professional and carer. Cooke et al’s
(2001) well conducted review of the carer literature concluded that while it was
possible to raise the level of knowledge the carer had about dementia it did not
necessarily follow that the carer derived any automatic psychological or social
benefit. There was limited evidence to support the premise that interventions

improved psychological well being in the carer or reduced burden. These
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authors did acknowledge limitations within their review, such as the numerous

designs which failed to use any control group, and advised that their conclusions

be viewed cautiously.

The carers within my study agreed that they received high quality information

from key-workers:

‘That’s (key-worker), that’s her thing to listen to people and to advise, she gives

you good advice.’ (Carer 10)

‘..and any sort of advice she gives me, she’s been very very helpful.’ (Carer 15)

‘Well really, he’s been awful good, very helpful in anything I asked him about, he

explained it good to me, he really explained it good.’ (Carer 18)

Some carers required information around financial concerns. Such advice from

the key-worker contributed towards maintaining carer well-being, as suggested

by the following comments:

‘Well I think it, ... obviously you give her advice about benefits and they get a bit
more money, which certainly, em it eases things, certainly it’s a worry less if they
know that they can go to Asda at the end of the week, so they are not worried

about the money.’ (Key-Worker 3)

155



‘She will speak to me regarding finances. I mean I don’t actually sit down with
her and say, right this is how much is coming into the house or that, but she tells
me her concerns about finances. She’s very concerned that if her husband goes
into care, you know... she’s worried about, you know, she maybe has to give up

the house. And to me that’s causing a bit of stress...’ (Key-Worker 5)

A study by Philip et al (1995) measured perceived financial burden and unmet
needs in carers of both demented and non-demented dependants. It found that,
despite increased demands on the carer, they did not report a corresponding
increase in financial burden except when it came to domestic expenses.
Significantly it reported that where financial hardships were found this was more
likely to be related to a lack of awareness rather than a lack of financial support,
a further argument in support of a more educational input directed towards this
particular deficiency. This research was a comparative study that adopted a
quantitative approach on two groups of carers, one with dependants with
dementia and the other with non-dementia dependants. The sample group was
sizeable (228) and was recruited from a wide range of sources adding to the
strength of the design. The data was gathered using a previously established

interview schedule based upon a variety of recognised assessment scales.

A further study elicited the experiences of patients/clients being cared for by an
informal carer (McCann & Evans 2002). It found that more than half of the
dependants expressed concern for both theirs and their carer’s financial
circumstance. While this study was not specifically focused on dementia carers,

it used a randomly derived and representative sample of carers drawn from three
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wide geographical areas. The distribution of income is considered a ‘key
determinant’ associated with the health of any population (Kawachi & Kennedy
1997). For many dementia carers such financial concerns were a dominant issue
as they often were not in receipt of a wage (Sutcliffe 2001). Woods & Watson
(2000) stated that just having to provide care for a dependant created financial
hardship that derived, not just from domestic costs but, because many carers had

to give up paid employment.

In the more advanced stages of dementia advice from the key-worker was
particularly beneficial when more extreme behavioural problems, such as
aggression, became a feature of the dependant’s condition. Straightforward

suggestions from the key-worker significantly improved the carer’s handling of

serious behavioural outbursts:

‘... but with (key-worker), if it was as you say like, if it was the aggression or
something like that, I feel I could phone (key-worker) and say I've got this
problem what do you think I should do, how could I handle it? And he could

answer me, he could help me there. I think that is the good thing about the (key-
worker).’ (Carer 17)

With certain hostile behaviours the key-worker gave detailed practical advice

that successfully helped the carer defuse potentially aggressive outbursts:

‘I have a lot of bother getting (husband) in the... shower and I get all this

shouting and bawling and so of course I said to (key-worker)...he was saying
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that the reason... it’s something like a psychological thing when the waters

hitting him.’ (Key-Worker 17)

‘... sometimes watching television and he’ll (husband) say, I saw that, and I'll
say, no you didn’t (husband). And he gets quite erratic and he’ll say, (carer) 1
saw that yesterday... and I say to (key-worker) he gets quite erratic about
something he’s seen on the telly. I can’t put the television on during the day,
and (key-worker) said, ... the problem there, he says, if they (dementia sufferers)
g0 up the stairs to the toilet, or put the kettle on, and were maybe watching it and
it’s went out of their mind, and when they see it again they say, I've saw this.
... Well now I just say to him you probably did see it, you probably saw a coming

attraction on telly. And he said, well I knew 1'd seen it anyway.’ (Carer 18)

The professional’s role in educating the carer to cope with extremes of behaviour
was acknowledged within the literature (Marriott 2003). Within my study
dependant behaviour was a professional concern that highlighted health and
safety issues for both carer and dependant, as demonstrated by the following
comments. The key-worker here believed that his advice had to be tailored to the

particular situation as he found it, and his experience was of particular

significance in this endeavour:

‘... like you know she's very worried (husband) would sometimes walk out of the
house em, you know, and through experience of maybe being in the community
you’ve heard people, how they deal with that situation. You know maybe say

they’ll lock the door, you know... and then the next thing (husband) was like
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arguing with her, where is the key for the front door. And I was saying maybe
the best thing to do is just put another key in the door that’s the wrong key. So
it’s not her fault that there is something the matter with the door, you know, at
that moment of what’s happening, maybe it alleviates the problem.’

(Key-Worker 5)

For some carers, their greatest educational need was simply to make sense of the

condition:

‘Oh aye because, in fact I'd say (key-worker’s) the first person who explained to

me exactly the difference between multi-infarct dementia and Alzheimer’s.’

(Carer 4)

‘The only thing I feel is that nobody has actually explained about (husband).
I've got a book, and that. 1 just read through the book but nobody sort of just
takes time to say’ well this is going to happen, that’s going to happen... I've not
really got anybody that’s actually sat down and said, now this, in detail... She
gave me a clearer picture of dementia than anybody else has. I'm a person who

likes to know how things work. I'm a nosey bugger’. (Carer 17)

The need for carers to understand the dependant’s condition and associated
behaviours was evident within the literature. Willoughby & Keating (1991), ina
study designed to understand the process of care-giving from the perspective of
the family, conceptualised a five-stage model of gaining and relinquishing

control of care-giving. Within stage two of this model they considered that the
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carer is more likely to become involved with the professional and to view them
as a resource for information about the condition. This well designed Grounded
Theory study used a small sample of ten participants, a sample whose selection
was well explained and appropriate to the Grounded Theory approach, although
surprisingly the saturation of the codes was not addressed. This important point
aside, this study was well executed and the more intense analytical process
associated with Grounded Theory made the findings worthy of consideration.
Carers had to be provided with adequate information that would lead to a
positive influence on care delivery. However, in order to ensure the highest
standard of advice, care was taken to ensure that appropriately skilled and

knowledgeable professionals dispatched this information (Arksey et al 1998).

Making sense of the dementia behaviours, and how best to respond to these, was
a further aspect of the educational role frequently referred to as being
encompassed within psychosocial intervention approaches. This term has been
widely adopted in relation to carers of individuals diagnosed with schizophrenia
(Vaughn & Leff 1976; Brooker 1990; Scazufca & Kuipers 1996; Winefield &
Burnett 1996; Adams et al 2000). According to the Scottish Intercollegiate
Guidelines Network (SIGN) for schizophrenia, psychosocial interventions
includes educational programmes as well as family interventions and cognitive
behavioural therapies (SIGN 1998). Adams (1996; 1997) cited several studies
that also linked this educationally based concept to dementia carers although he
considered the results from such studies as being ‘equivocal’. Orford et al (1987)
found that such carers experienced frustration and irritation arising out of their

dependant’s behaviour, but surprisingly failed to respond with high levels of
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‘expressed emotion’, instead displaying compassion and understanding.
However, Bledin et al (1990) countered this by concluding that higher levels of
‘expressed emotion’ were found in dementia carers who subsequently had higher
levels of stress. Hall & Buckwalter (1987) highlighted that educating the
dementia carer led directly to a health improvement for the person with
dementia. They advocated teaching the carer to ‘listen’ to their dependant in
order to evaluate their verbal and non-verbal responses. The concept of expressed
emotion in the dementia carer was positively correlated to several carer
characteristics which included psychological well-being, contact with friends and
the nature of the relationship between the carer and dependant (Gilhooly &

Whittick 1989).

Kobayashi (1993) believed that by educating the carer on the process of dementia
the professional would ensure an improved stimulation and a keener awareness
within the carer of their dependant’s non-verbal behaviour. This qualitative
Japanese study involved forty-nine dementia carers who are interviewed using a
semi-structured questionnaire. Unfortunately no information was provided as to
the nature of these questions or how they were derived. It has to be highlighted,
however, that this study involved a Japanese population and has to be viewed as
being significantly different in terms of culture from the research papers reported
upon within my study. This means that its results must be carefully interpreted
with this realisation in mind. The sample was drawn from a variety of sources,
however it was significantly skewed towards women and no clear explanation
was provided regarding the analysis of the resultant data. Grant & Nolan (1993),

in their review of the carer literature, identified the carers’ need for information
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that ranged from that associated with the condition and its treatment through to
the availability and choice over support services. Keady & Nolan (1995)
discussed psychosocial interventions and pointed out the importance of realising
that this concept revolved around diagnosis, assessment of the family, health
education and family stress management. Whilst the exchange of information
from the professional to both the dependant and the carer was regarded as crucial
within psychosocial education, Keady & Nolan (1995) cited the Department of
Health’s (1994) finding that the provision of psychosocial interventions in

dementia ‘...was conspicuous by its absence...” (p.38)

An ability to educate was a necessary requirement within more present day
therapeutic approaches and inherent within the intervention strategies directed
towards the carer. Marriott et al (2000) examined how carer burden was
influenced by a cognitive behavioural family intervention strategy. They pointed
out how this intervention, which consisted of three approaches, which included
carer education, stress management and coping skills training techniques,
significantly reduced stress in carers. Zarit & Leitch’s (2001) review of the
literature around community based social and behavioural interventions
highlighted that while such interventions did not prevent the inevitable
deterioration associated with dementia, family counselling was effective in
reducing carer stress. Lowery & Murray (2003) agreed that approaches that
involved education of the carer provided significant beneficial effects. However,
in referring to the work of Brodaty & Gresham (1989) and Brodaty et al (1994),
Lowery & Murray (2003) cautioned that such carer-based educational

programmes had not consistently been found to significantly impact on carer
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problems such as depression, stress and burden. Cognitive behavioural therapy

approaches however offered a very positive potential benefit for carer related

problems (Zarit & Leitch 2001; Soliman 2003).

The key-worker’s ability to deliver quality advice to the carer was, however,
largely dependent upon how they were perceived. The following key-worker
pointed out that there is a consequence in being viewed in a more formal or
authoritative manner. When this presented the professional risked being by-
passed for support and advice as the carer would approach less appropriate

sources of information, a situation that a key-worker had to avoid in the carer’s

best interest:

‘... he’ll actually ask my students more than he would ask me. When I'm there
I'm in my professional head, he sees me very much as this professional nurse in
to help him and his wife... I think the role, is it because he also sees nurses up in
the hospital for his diabetes? You know, so he’s always, he’s perhaps got a view

of the nurse that's taking time to break down.’ (Key-Worker 16)

Preparing the Road Ahead

This data category (Table 4) highlighted a further aspect of key-worker advice
that aimed at preparing the carer for likely changes they may face regarding the
progress of their dependant’s condition, and possible future reactions they may
have to these changes. These key-workers’ demonstrated an appreciation that the

carer’s role was going to change significantly over time as their dependant’s
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illness progressed, and that involved them adopting different approaches towards

the carer depending upon the progress of the condition:

‘... 1 try to prepare them (the carer) for what stages that they’ll go through, and
highlight that it really is a, there is no getting better. It’s a degenerative illness

and things are only going to get worse.’ (Key-Worker 14)

‘I mean I think a lot of the stuff that’s been done on carers, really obvious to us,
the early part of the condition you'll get this sort of psychotherapeutic work to do
lots of listening and counselling skills. And (as) the person’s condition moves on
they seem to lose the need for that, and it becomes more cognitive, it’s much
more problem solving and practical and there is less of this, it’s still there but the
balance shifts. And (at) the early stage it’s not problem solving, it’s emotional
based. And he'’s (carer) still very much in that point as time goes on it’s more

about how we fix this, how do we make this easy to cope with.’ (Key-Worker 16)

Whilst the following key-worker recognised the importance of this preparation,

he advocated a more cautious and measured approach:

‘It s quite a sensitive thing because you don’t want to alarm them, but you want

them to be (slightly prepared).’ (Key-Worker 17)

The need to ‘prepare the road ahead’ was also recognised by carers. The

following carer appreciated the key-worker’s effort in making the changing
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nature of her husband’s behaviour more predictable and therefore less alarming

to her:

‘She explains things to me like if I say such and such, like that’s what I'm saying
he’s walking behind me, she'll (key-worker) maybe tell me what the next stage is
likely to be, you know... it doesn’t worry me, or anything like that, because when

it happens it doesn’t come as such a big shock.’ (Carer 8)

A good deal of such advice concerned the future likelihood of putting the
dependant into care. In this case, the key-worker (CPN) and the social worker
advised this man regarding this very unpalatable decision in an effort to prevent
his health deteriorating under the strain of caring for his wife. Even with their

strong concern, he remained very reluctant to acquiesce to their advice:

‘She would always come on a day that (wife) wasn’t at the day centre so she
could see her, and even that (social worker), the social service worker, and they
would sit there, you know, and they would say to me, you know (carer) you’re not
getting any younger. And then you have had this operation, you'll have to really
be thinking about the long-term prospect. And I used to just put it to the back of
my mind and 1'd say as long as I'm able to carry on I'm going to carry on. 1 just

hate the idea of putting her into a home, hate the idea.’ (Carer 11)
This reluctance to accept respite help will be further explored within the

following substantive code. Woods & Watson (2000) highlighted a need for

professionals to ensure that, for example, carers understood that accepting respite
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relief was not a selfish act but a necessary strategy aimed at improving their
ability to provide care. Gilmour (2002), in a study of family carers, found that
many could not recall receiving any preparation from their professional about
risks in using in-patient hospital services. Unprepared use of these services
could cause harm in terms of the additional stress resulting from the conflicting
emotions experienced. This was a longitudinal qualitative study from New
Zealand in which participants were interviewed over a three-year period. Effort
was made to improve the validity of the findings through the careful and wide
selection of the sample allowing for as varied a study group as possible, and also

through constantly checking the emerging data within the subsequent interviews.

Hocking (1994) emphasised that carers need to feel in control of their situation
and that their involved professional should be teaching them coping strategies.
Braithwaite (1996), within her quantitative study, examined the health of 144
carers of frail elderly people, a study that included those caring for individuals
diagnosed with dementia. She found that interventions aimed at increasing
resources for carers and preparing both them and their dependants for what lay
ahead are both feasible options of support. However, this Australian study
presented a design weaknesses in that the sample of one hundred and forty four
carers was based upon a self-selection approach that may have introduced a
sampling bias into the participant selection. McErlean (2001), in a Grounded
Theory study investigating the needs of younger people with dementia and their
carers, also found this lack of preparedness in the carer, coupled with a fear of an
unknown future. While the constant comparison method associated with

Grounded Theory was a more rigorous way of analysing such qualitative data, it
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was disappointing to note that McErlean failed to adequately explain this or
indicate if saturation of categories was achieved. Such factors were important to
the interpretation of the findings. Given that this is an extensive thesis, adequate

time could have been spent to more fully explain these aspects.

A realisation about the unpredictability of the dementia process led Carer 8’s

key-worker to be more cautious about preparing the carer for any possible future

developments:

‘About getting almost a desire to know what the future’s is going to hold for her
(the carer) we don’t particularly dwell on, I don’t think anyway. I mean how
things are going to be in a year’s time. I've learned an awful lot but we don’t do
that because by the very nature of his illness it is unpredictable, you know, for
me to say physically how he’ll be, or mentally how he’ll be, but that might not
necessarily be the case, you know, six months from now. He might well be the
very same, we don’t know that. I think that’s something you can’t emphasise, try
to put the positive things out, how he is at the moment, and try not to think too

much about the future.’ (Key-Worker 8)

A gradual exposure to the progressively changing difficulties faced by the carer
was identified by Clarke (1995) who considered that one way in which the carer
tries to cope with the demands of the caring role was to ‘pace’ their exposure to
the difficulties they faced. This viewpoint derived from a UK qualitative study
that examined the relationships between elderly people with a diagnosis of

dementia and their carers. The study, which utilised a multi-sourced sample of

167



dependants and both lay and professional carers, used a variety of methods of
data collection carried out over three phases. Arksey et al (1998) identified how
carers within their study expressed the need for information on how their
dependant would demonstrate signs of deterioration. In contrast to this Action’s

(2002) study suggested that some carers were reluctant to discuss or contemplate

future developments.

A more measured and finely paced approach towards preparing the carer was

evident within the comments of these key-workers:

‘Obviously you don’t want to go down that road too soon, and put the fear of
death into her certainly, but I think, you know, you're obviously got to kind of
touch on it and make sure the information is there so that if she wants to have a
nosey in the book and sort of read em about. Sort of going down that road with
her when she’s ready it, make sure its there for her, information.’

(Key-Worker 3)

‘D tend to again, very much like we talked about earlier about bringing
concepts and ideas in that might not be appropriate at this stage, but maybe be
appropriate in the medium to long term. I tend to kind of bring up things up,

well you realise, at certain points.’ (Key-Worker 17)
In a study that adopted an action research approach aimed at assessing whether

enhanced support at home would extend the length of time the dependant

remained at home, Askham (1995) suggested that the future could not always be
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accurately predicted and so could not be planned for. The sample of 166 people
with dementia was drawn from two geographical areas. The criteria for selection
was clear and they and their carers were interviewed using a semi-structured
instrument. The design, however, was not fully explained. Several limitations to
the study were highlighted including the difficulty of generalising the findings to
all carers. What was most surprising was the author’s considered limitation that
the sample size is too small. Given that this is a qualitative design, such a

sample size appeared rather sizeable in comparison to other similar studies.

Clarke & Keady (1996) debated what path should be followed in this difficult
debate. To give too much insight into the future might lead to despair while not
to ‘prepare the road ahead’ may leave the carer with a series of unexpected
shocks as their dependant’s illness deteriorates. Clarke & Heyman (1998), in a
paper discussing risk management for people with dementia, highlighted how the
carers managed their dependant’s difficult eventual deterioration by maintaining
control over the information they were receiving, and selectively filtering out that
which caused most difficulty. The authors considered that a middle route was
probably best, as people required knowing what they faced, although such
knowledge should not dominate their lives to the exclusion of more positive
aspects of their caring role. In support of this more cautious approach, Hooker et
al (2002) cited McCarty et al’s (2000) contention that unlike the cognitive
symptoms, which show a linear pattern of deterioration, the unpredictable

progress of dementia’s behavioural and psychological symptoms meant that the

carer experienced more stress.
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Key-Worker as a Resource to other Professionals
Within this data category many carers expressed satisfaction in their key-
worker’s ability to quickly elicit any necessary information from other sources,

particularly medical staff, and pass this on in a clear understandable manner

(Table 4):

‘And if 1 want to find out anything from (the) consultant, the Consultant
Psychiatrist, we can phone (key-worker) because he is in regular contact. If we
can’t get a hold of (the) Consultant so (key-worker) can get a hold of him for us,
and find out if there's any information.’ (Carer 3)

‘... as far as, eh, what she (key-worker) would do is if I had any queries she

would go back to the doctor and find out.’(Carer 4)

‘Well I feel (key-worker), well I can turn to her when I’'ve got problems. And
even if it's something that she can’t deal with she’ll tell me who to get on to...

she can point me in the right direction. You know, to get help or anything like
that.’ (Carer 8)

Willoughby & Keating (1991) pointed out that a professional who did not present
to the carer as being an expert, but more of a Consultant, was considered most
helpful. The tendency to be viewed more as a resource rather than an expert,

and to honestly admit to not having all answers, appeared to be a quality that was

appreciated by these carers:
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‘... if there was anything I wanted an answer to I wasn’t frightened to ask (key-
worker). I knew I would get an answer from him. And if he didn’t know the

answer he would find out the answer. You know he would go to (consultant) and

find out the answer.’ (Carer 6)

‘Yes, and as I say, he gives me the impression that if it was a problem, and he

couldn’t sort it out, he'd find out for me. I get that impression.’ (Carer 17)

This reflection on the need for openness and honesty links this code to the
‘Determinants’ substantive code discussed within the previous major category

(Table 3). This resource person/co-ordination role was in evidence within the

following key-workers comments:

‘I was brought in at that point because there was an anticipation that there was
more services required. It was to co-ordinate things maybe a wee bit better, take
an overview of things... there’s lots of different people involved, you know, care
providers etc, oh you know, the usual sort of scenario, lots of people with
potential for breakdowns in communications immense. And I really felt, well I'm

the care manager.’ (Key-Worker 9)

‘... I took on this job Gerry and I tended to look upon it as, myself as the link if
you like. The link in the chain between all the other disciplines, between the
consultants, Psychiatrists, even their GP, even (dependant’s) GP... I tend to kind

of stress that I can be, if you like, that link. That I can do a lot of the kind of
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correspondence with, or you know, the one in the middle if you like. I think

that’s very much my role. I'm the first in line if you like.’ (Key-Worker 17)

Adams (1996) conducted a review of the literature on the provision of
community psychiatric nursing services to elderly people with dementia and their
carers. Within this review he cited the argument by Illife (1994) that too much
pressure was placed upon GPs that led to them being perceived as ignoring
carers’ concerns. It was more appropriate for CPNs to develop approaches that
would help bring carers into more contact with specialist services. An ability to
collaborate with other disciplines was considered by senior politicians to be a
particularly strong asset of mental health care professionals (Department of
Health 1994). According to Ham (1988), the Department of Health had already
issued guidelines to professionals that emphasised a need for inter-professional
collaboration in the development of care programmes for patients and their
carers. In a small exploratory study undertaken within the UK into the role of
mental health nurses for people with dementia, Ho (2000) found that all
respondents within his study saw the community mental health nurse as a vital

link to other professional groups and agencies.

However not all carers viewed the key-worker role as simply one of a care co-

ordinator or resource person. The following carer warned not to view the key-

worker’s input in such simplistic terms:

‘And it’s not just about someone who comes in and says we’ll put this service in

Jor you, or we'll put that service in, there’s more to it.’ (Carer 14)
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This tendency to support or even protect the key-worker manifested on several
occasions within my study and is more fully explored later within the following
substantive code ‘Working Together: The Therapeutic Alliance’ (Table 4).
Parker (1990) claimed that there has been limited development within present
day service structures aimed at adequately supporting the carer. Walker & Dewar
(2001) concluded that to only provide information and emotional support was
evidence of a paternalistic attitude amongst professional staff. This UK study
adopted a qualitative case study approach and drew on a sample of twenty
informal carers and twenty-nine care professionals. The sample selection was
based upon a self-selection approach and all participants were drawn from only
the one hospital source. This sampling decision, coupled with the qualitative
nature of the design, indicated that any findings had to be carefully interpreted.
The study was strengthened however by the rigorous constant comparative
approach to the analysis process and by the inclusion of independent outside
analysis at certain junctures in the research cycle. Walker et al (2001) agreed
with carer 14’s above sentiment that the key-worker’s role went beyond that of

co-ordinator by stating that:

‘The role should help establish a relationship with the carer that reflects
continued commitment to them over a period of time, while the carer is the
primary carer. The relationship between the carer and key contact therefore
should reflect detailed understanding and knowledge of the carers’ situation and

the person they are caring for’ (Walker et al 2001 p.86).
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Key-Worker Manages Dependant Better Than Carer

This data category highlighted how the carer in particular considered that their
key-worker could often handle the management of their dependant much more
proficiently than they could (Table 4). In contrast to some of the literature
identified within the preceding data category, the key-workers within my study
provided this level of practical assistance whenever necessary. This carer viewed

the help he had received as a very positive dimension to the key-worker role:

‘Well it was quite good to see her (key-worker) because when she came in she
would speak to (wife), and you know try to reassure (wife). For instance if (wife)
wanted the toilet, or anything like that, when she was in (key-worker) would take

her up to the toilet and things like that.’ (Carer 11)

As mentioned above, there was an appreciation among some carers that the key-
worker could deal with their dependants much more practically and effectively
than they could. This carer who was experiencing extremely negative and
resistant behaviour from her husband found that only her key-worker could gain

his co-operation:

‘(Key-worker) can also bully him a wee bit and I don’t mean that in a bad way.
She can sort of, now look (husband) if you don’t take these tablets at the right
time I'm going to see someone about them, and she can I don’t mean bully him

because probably (that’s) a bad way to put it, but it’s just that she seems to get

things over to him. (Carer 15)
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Again, as with some of the preceding data categories, I failed to identify any
relevant associated literature with which to compare and contrast the data derived

from this data category.

In summary therefore, within this substantive code, the key-worker’s role was
viewed as a dominant feature within the Carer/Key-Worker relationship whereby
‘The Knowledgeable Professional Exercises Control’ (Table 4). In most
instances this aspect of the key-worker’s operational role was seen as a positive
feature that carers valued, especially in terms of using their ‘professionally’
acquired knowledge to provide education around their dependant’s situation and
condition. However, the data within this substantive code provided an
interesting dimension to this perceived dominant role of the key-worker,
particularly when noting its stark contrast to the first data category associated
with the following substantive code. If the key-worker role was to become
inappropriately dominant, without any real or genuine involvement of the carer,
could their relationship become problematical, potentially leading towards carer
alienation, dis-empowerment and possible resultant damage to their operational

partnership?

THE INDEPENDENT CARER

Carer Exercises Independent Control When Providing Care

In contrast to the carer’s perception that the key-worker possessed greater ability
in managing the dependant, there was consensus among the key-worker cohort

that the carers themselves were highly able and capable providers of competent

care:
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‘She (carer) was intelligent certainly, and she would articulate, you know, she
knew, she knew what she, she wanted the best for him (husband), she was

adamant she was going to get it you know.’ (Key-Worker 1)

‘... she’s very independent, she’s very focused on where she wants to go. She'’s

made a very positive decision in caring for her husband.’ (Key-Worker 7)

Some carers shared this perception of being in control and having mastery over,

and confidence in, their own ability to manage any care independently:

‘There’s not really much because 1 feel so independent. I'm not turning and

leaning as I say (key-worker) what should I do with this? I feel so independent
that I don’t need to ask for help.’ (Carer 16)

Even when it came to medical treatments for the dependant some carers
displayed a confidence by challenging the professional experts. As described
within the preceding major category, when perceiving inadequate services the
carer could and would challenge the professional service provider. Similarly,
Carer 18 was so committed to ensuring her husband’s well-being that she, when
feeling concerned about the effects the drugs were having on him, had the

confidence and determination to bypass the key-worker and confront her

husband’s doctor directly:
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‘They put him on tablets, put him on six point five milligrams twice a day, but I
Jound that was too strong. I haven't been in contact with (key-worker) to tell
him... so I went to the doctor myself and told him and I said look, he’s just not
right. But he got all the blood tests and everything at the doctors and everything
was alright ... I said do you think it’s the tablets? And the doctor said it could be

a build up now of the six point five milligrams twice a day, he says we’ll drop

him down to four.’ (Carer 18)

Carer 7 considered that she was responsible for ensuring that the social
environment within the home was conducive to her husband’s well being and

would challenge any individual who created a sense of negativity around her
husband:

‘And I don’t want them all coming up going ooohhh he’s terrible today. Well
okay he’s terrible today but he might be better tomorrow. He has his bad days
and good days like every body else. And if I sink into it, which I easily could, you
feel on the verge of it now, you could let go. I can’t afford to do that because

I've got to make his life happy and contented.’ (Carer 7)

A negative emotional environment was recognised within the literature as having
an adverse consequence on the health service user (Vaughn & Leff 1976;
Brooker 1990; Winefield & Burnett 1996). The carer in this situation
demonstrated an appreciation of this fact and indeed, should the key-worker have
created a problem for her or her dependant, she would make her disapproval

known. This was the case for Carer 17 who had no hesitation about bringing her
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key-worker’s behaviour back into line after he turned up at her home when she

was out, a visit that caused some distress for her husband alone in the house:

‘I phoned up and said if you’re going to come will you phone me first, because
(dependant) got into a panic, he thought you were putting him into hospital. Oh

God, he says, 1didn't realise, 1 didn’t mean that, so now he phones..." (Carer 17)

Interestingly however Carer 18, who had earlier challenged the doctor over the
medication her husband was on, displayed a contrasting less assertive manner
regarding the decision by her key-worker to reduce his input. Despite receiving a
decision that was desperately disappointing to her, she seemed resigned to this in

the belief that, as he was the professional, he knew what was best:

‘Because 1 felt, you know, I said well six months, he (key-worker) must feel that

that’s enough, you know, it’s a gap but it should be enough.’ (Carer 18)

This was a feature of the Carer/Key-Worker relationship that has been already
highlighted within the preceding substantive code ‘The Knowledgeable
Professional Exercises Control’ (Table 4).

Hasselkus (1994) stated that power and influence between the professional and
the carer changed as the carer progressively experienced what caring meant
within the context of their own lives. In the early stages, as diagnosis and care
management was being established, the professional was the dominant influence.

However, this switched progressively more towards the carer as they began to
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manage the care of their dependant and doubts emerged about the ‘professional
knows best’ belief. It was at this point that carers began to modify prescribed
treatments to better fit with his or her approaches and home culture. As the carer
gained in experience and moved towards providing longer-term care, the
progressive transfer of power and influence ended with the carer becoming the
predominant agent of care and the professional operating more in a
supplementary role. Hasselkus’s paper, however, was neither research based nor
dementia carer specific and was, solely, based upon the professional’s
perspective. This tendency for the dementia carer within the US to go into
negotiation with the professional regarding their involvement was also identified

as being a feature within the UK context (Clarke & Heyman 1998).

Within my study a strong sense of independence led some carers to feel a sense
of irritation, or even anger, when professionals tried to encourage them to accept
support against their wishes. This was a significant area of conflict between the
professional and carer which for Carer 7 below, while she accepted that the
social worker meant well and had her interests in mind, still persisted in
demonstrating her fierce independence in wanting to be her husband’s main
source of care. This strong desire to remain involved in caring for her husband
linked this data category across to the data category within the next major

category chapter, ‘Caring is a Real Privilege’ (Table 5):

... the social worker dropped in last night as well, she wanted to make sure |

was all right because I keep telling her that I don’t need respite. And I don’t
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need respite. But they are so desperate to care for you, if you like, that they

don’t realise it. I'm handling it. 1don’t like it but I'm handling it.’ (Carer 7)

Gilliard (2001) examined the perspectives of people with dementia and their
carers and found that the UK continued to be dominated by traditional models of
service that have the user fit the system. This has resulted in the carer
experiencing unnecessary stress levels, frustration and exacerbated guilt.
Gilliard considered that alternative models should have been developed that
offered more to all engaged in caring for someone with dementia. Such a model
should acknowledge the abilities and potential expertise associated with the carer
(Nolan & Keady 2001).

For Carer 7, her obvious tenacity and strong motivation to deal with matters
concerning her husband became most apparent when she experienced
considerable frustration over the lack of service provision prior to her key-

worker’s involvement:

‘We had absolutely nothing. And I had to start digging out numbers to generate
support. It was a long time before we got social work involved. I had contacted
them a few days later and it was months before they became involved. And
because he is a young onset he didn’t fall into any category. He was fifty-three
at the time and he didn’t fall into any category for support. So we had to

absolutely fight for everything.’ (Carer 7)
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The following carer displayed significant resourcefulness when addressing
deficits in her knowledge and sought out appropriate literature following a more

limited input by her key-worker who had not addressed her educational

requirements to her satisfaction:

‘Well it’s frustrating, frustrating in the sense that you have got to, I mean what I
did was I went away and found a wee bit more abbut dementia and tried to read
up on, get information and things like that, to help me understand what was
happening. It would have obviously been a lot more helpful had somebody been

there on a more regular basis.’ (Carer 9)

The following carer also demonstrated a strong desire to learn and improve the

standard of care he provided for his wife through a process of trial and error:

‘She (wife) had an awful bother feeding. I just put it down to learn as you go.
Don'’t give her anything, kind of cake or anything like that, she just stuck (tha) in
her mouth. You had to make sure her mouth was cleaned out before you gave

her tablets or the tablets, you were finding them at the bottom of the tumblers.’

(Carer 6)

Nolan & Keady (2001) recognised this tendency of carers to learn by a process of
trial and error. They considered this to be a feature of the experienced carer and
stressed that such carers had a far better grasp of the care situation than did the

professionals involved. In keeping with this sentiment, the following key-worker
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considered the carer as an empowered individual who held the dominant

influence within the care scene:

‘The carer, I think, dictates a lot of the time how the visit is going to go, dictates

how much input she wants from me.’ (Key-Worker 17)

Nolan et al (1996b), after examining more traditional conceptualisations of the
relationship between carer and professional services, suggested an alternative
model which they believed reflected the more contemporary issues inherent
within the field of dementia care. They entitled this the ‘carer as expert model’
and claimed that such a model would assist the development of a shared
understanding of the diversity of perspectives associated with dementia care and
more fully reflect a partnership and empowerment approach. This model
supported the carer’s entitlement to remain as independent as possible and
remain in control of their domestic situation. Unfortunately, this paper failed to
present any research evidence underpinning this model. The authors, however,
are recognised academics with an acknowledged expertise in this area of health
care making their conceptualisation worthy of consideration. Their argument to

consider the carer as expert was fully supported more recently by Dewar et al

(2003 p.1) who stated:

‘If involvement of relatives in carer processes is to become a reality, then
attention needs to be given to helping staff to explore the meaning of
involvement and to develop meaningful relationships with relatives which seek

to value them as experts.’
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The burden associated with caring was often reduced when the carer held a
greater sense of self-esteem and mastery over the care delivered to their
dependant (Braithwaite 1996). A key inhibiting factor in the carer’s involvement
in care planning was a failure to recognise their expertise (Walker et al 1999).
Walker & Dewar (2001) considered that nursing staff viewed involvement with
the carer as a reciprocal relationship in which the expertise of the carer and the
contribution they made to care was highly valued. This finding came from a
study well designed to determine how professionals facilitated carer involvement
in decision making. The qualitative design used multiple sources of data
collected from a group of dementia carers (20) and professionals (20). The
study’s sample differed in one important respect from my own in that the
professionals were not identified as being the carers’ particular key-workers.
The validation exercises adopted helped to strengthen the findings. Walker et al
(2001) considered that the term service-user was given to patients therefore the
focus of involvement remained with them and, as a consequence, professionals
had not viewed carers as having any legitimate expertise or that they had
anything to offer the care planning process. The carer being viewed as an expert
by the professional was a recognition and acknowledgement that this individual

has been ‘... adjusting, thinking and coping long before services have become
involved’ (Shankland 2002 p.216).
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Carer Provides Best Care Because of their Intimate Knowledge of
Dependant

This key-worker expressed both satisfaction and appreciation of the carer’s
contribution to decisions associated with her mother, a contribution that was

viewed as a distinct benefit to both the key-worker and the dependent:

‘She was very open, she was also very clear about what would be helpful for her
mum, very clear ideas about what her mum did and didn’t want in terms of
services. So it was very helpful for me because I could, you know, obviously I
have limited knowledge of her mum, that was really helpful. I think her openness

and the fact that she has given it quite a bit of thought.’ (Key-Worker 9)

This view of the carer having expert knowledge not available to the professional
had already been raised (Nolan & Keady 2001). There were two forms of
knowledge recognised within the literature, the carer’s detailed knowledge of the
dependant and the professional’s wider more general knowledge of the condition,
and both forms of knowledge were presented as being mutually exclusive
(Clarke 1997). These were labelled either ‘local knowledge’- personal
information held by the carer; and ‘cosmopolitan knowledge’- more universal
and generalisable information held by the professional (Harvath et al 1994).
Clarke & Heyman (1998) agreed that the carers possessed a range of knowledge
that was largely unavailable to the professional and consequently were able to
provide a level of personal care well beyond the scope of the professional
Walker et al (1999) believed that the relationships between carer and

professional had to reflect inclusion, negotiation, openness and honesty,
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regardless of the context of that care. Carers, therefore, should be considered
experts within their own sphere of caring. Brown et al (2001) claimed that the

possession of experiential knowledge had given some legitimacy to carers being

considered experts.

The sentiments expressed by Key-Worker 9 (p.177), that the carer knows the
person with dementia best and was therefore in an optimum position to provide

best care, also came out clearly within the following carer’s statement:

‘Yes I can do my crying in private, but as far as he’s (husband) concerned it’s
everything to give him what pleasure he can get out of life. Because he doesn’t
get pleasure with food, now he used to like a drink, he couldn’t care if you gave
him water, milk or wine. So he’s not getting any pleasure that way so the only
thing he can get is pleasure from direct contact and lots of kisses, and he does

respond to that, he’ll give you a kiss.’ (Carer 7)

These two forms of knowledge held by the carer and professional enabled the
carer to derive some satisfaction from the realisation that no other agency or
individual could provide the level of care that they could. Caring was more than
simply meeting medical and physical needs, it meant really knowing the person
being cared for and identifying subtle changes in their physical and mental well-
being (McErlean 2001). The real desire to optimise the quality of life for the
dependant was strongly evident within the above carer’s comments, as was the
intimacy associated with the care she provided and her ability to identify subtle

cues associated with her husband’s more emotionally based needs. Walker et al
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(2001) considered that the carer often knew their dependant so well that they
were the caring agent most likely to detect such subtle changes in their condition.
Carers, in most cases, attended to the person they loved most and harboured
expectations that this level of ‘loved attention’ would be respected by the
professional involved and, whenever possible, ought to be reflected within the

professionals own care practices (McErlean 2001).

The carer’s ability to provide a deep and intimately loving care was welcomed by
Key-Worker 7 who acknowledged that this was a level of care that was far and

away beyond the scope of any professional carer:

‘Yes definitely there’s a, 1 don’t say this to everybody but there is a lot of love in
that relationship, I think that’s when you've got the satisfaction of going in
knowing that she dearly loves her husband one hundred percent and you can see

the affection is still there. He still kisses her and he’s still affectionate.’

(Key-Worker 7)

Qureshi & Walker (1989), in a study of young children providing care, found
that such carers seldom cited love as the motivational factor for them providing
care. They however stressed that this did not necessarily mean that love was
absent from these caring dyads, but rather it simply meant that love was not
perceived as an overt factor leading to care provision. Unfortunately this study
was not specifically focused upon the dementia carer and by being based on

young child carers, was not fully reflective of my sample group.

186



Within my study the strong motivation on the part of the carer to engage fully in
all aspects of care delivery was evident. This man expressed his satisfaction in
coping independently with all the domestic responsibilities within the home

while those within his social circle expressed growing concern for his welfare:

‘It’s fortunate that, eh, I can cook, keep the house going, do the laundry and do
the washing up, that I've been that bit independent, but eh the neighbours tell me
that as well. I'm too independent. I should be getting help with, but up until now

I felt able to cope.’ (Carer 4)

Lea (1994), in defining the roles of lay and professional caring, accepted that lay
caring characteristically involved ‘carer’s personal qualities and moral actions’
which led them to provide individualised care. She expressed concern regarding
such an intimate relationship as the carer could begin to believe that they are the
only ones who could provide adequate care and consequently could refuse respite
and other support services resulting in them suffering from an increasing level of
unnecessary burden. Shankland (2002) also cautioned that many carers would
experience guilt if viewed as not coping with their carer role, and that this would
often keep them from sceking professional help when this was desperately
needed. Unfortunately both of these papers were not premised on actual research
studies nor were Lea’s views particularly focused upon dementia carers. Pollitt
et al (1991), as cited by Bruce & Paterson (2000), considered that the dementia
carer would not always accept offers of help and that some may even be reluctant
due to perceptions that this may produce a negative response from their

dependant.
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With regard to this tendency to blindly take on a caring role regardless of the
consequences, the following carer expressed an intense desire to be the main
provider of care for his wife. = However, he did present a more balanced

viewpoint with the recognition that this strong desire to care had to be reviewed

realistically as circumstances changed:

‘Well at the moment I can get my wife into the bath and use the shower, but there

is going to come a time when I can’t do that.’ (Carer 4)

From the data presented here, along with the theoretically derived literature, it
was evident that the carer possessed the potential to provided intimate and
personal care that could not be emulated by any professional. However, there
was also a potential negative connotation associated with the ‘Independent Carer’
substantive code in that the carer may strive to provide care regardless of the
consequences and refuse all appropriate support. Jootun & McGhee (1998),
following an examination of the dementia care literature, considered this

important balance between professional and carer provision and claimed that:

‘A balance has to be found between the sufferers’ needs and carers’ rights. If too
little care is offered, needs are not being met, but if too much professional and
state interference occurs, i.e. unnecessary and un-welcome admission to a
nursing home, then rights of sufferers, and possibly their carers, are being
infringed... Consequently there is an urgent need for community mental health

professionals to learn from informal carers, especially as such carers have
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expressed a desire to be involved in care management.’ (Jootun & McGhee 1998

p 125)

These views have been supported by the findings within this study. The
following substantive code explores an apparently more harmonious model of
these operational roles. This substantive code should be therefore sandwiched
between the two perspectives already expressed within this major category. Here
there is the potential for a blend of the more positive aspects of these preceding
substantive codes, providing a more effective caring framework for all parties
involved (Table 4). However, even within this more apparently positive
substantive code, there is still the potential for more negative properties of the
carer/key-worker role that can adversely influence the Carer/Key-Worker
relationship. Therefore, in order to maximise the positive potential from the

Carer/Key-Worker relationship, a blend of the positive influences from all of

these substantive codes is necessary.

WORKING TOGETHER: A THERAPEUTIC ALLIANCE

The Adopted Professional

Many carers considered their relationship with the key-worker a particularly
close one given its professional basis. For some the key-worker was more a

friend than a professional there for service provision:

‘Yes, well it’s not like just you would say a purely business relationship as it

were, he's a friend, we consider him a friend.’ (Carer 3)

189



‘Well I look upon (the) community psychiatric nurse as a friend now, and not a

medical person, not a nurse.’ (Carer 8)

‘I don'’t think I really look on her as a nurse coming... Ilook on her as a friend

coming in, although obviously we discuss mainly my husband’s problems, but we

also discuss other things.’ (Carer 15)

Key-Worker 14, from a social work background, considered being perceived by
the carer as a friend was not a problem for his professional role and indeed

suggested that it indicated a measure of success on his part:

‘No it wouldn't worry me, I actually feel quite happy, reassured that ‘Christ’, I'm

doing something right.’ (Key-Worker 14)

Some carers even considered their relationship as being closer than a friendship
with the professional becoming ‘adopted’ by the carer and, surprisingly,

perceived more as a family member:

‘Yes, I feel (key-worker) (is) just like a big member of the family coming in... I've
always (felt) like that with that boy from (when) he’s come into the house, he’s

Jjust been like a big member of the family since day one.’ (Carer 17)
The following carer considered that this adopted family, or surrogate role,
resulted from a lack of family ties coupled with the length of time the key-worker

spent with them. Time once again is once again being raised as an important
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issue and links this data category back to the preceding major category’s ‘The

Determinants’ substantive code (Table 3):

‘I say again we don’t have the luwcury of a daughter or a son coming to visit us.
A lot of the old ones here (sheltered housing complex), they get their daughter
coming in maybe only once a fortnight... we don’t get much visitors because my
son’s away and my nephews and nieces are all in Glasgow, some are further
afield in Cumbernauld. So we don’t see them regularly... to me they're (key-

workers) more closer to (my wife) than my nephews and nieces because we don’t

see much of them.’ (Carer 16)

Various explanations as to why the carer viewed their relationship on such
intimate terms emerged from this study cohort. This key-worker considered that
this could have been related to the carer more strongly identifying with them as
they, the key-workers, belonged to the generation that their own children or
grandchildren came from. Alternatively it could derive from reciprocity for the

effort the key-workers have put into the home care environment:

‘I'm not sure if it's maybe an age thing, if it was to do with some nurses being
younger. [ think there is an element of age comes into this. It has to, in old age
to practice, we (can) get nurses of the same age in every other field of psychiatry,
the nurse can often be of an age with the patients they 're looking after, but none
of ours are. So maybe this element of generational... but I think of it (as)

reciprocity. They (carers) do feel you give them a lot a lot of the time, or

energy. ' (Key-Worker 16)
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The following carer thought an ability to form this depth of relationship was
more associated with the professional’s organisation. She distinguished between
the more instrumental role of her key-worker from social work as compared with
a more emotionally supportive and intimate involvement possible from a health
care professional. Availability, as discussed within the preceding major
category’s ‘The Determinants’ substantive code (Table 3), was once again
highlighted as a significant factor within relationship development:

‘... my social worker is my practical key-worker if you want, but I probably
(would) have developed more of a different relationship with (a) CPN, but
unfortunately she hasn’t been available for some time. She’d been unwell and I

think unfortunately that the service wasn’t picked up for me. So I wasn’t getting

any service there.’' (Carer 9)

Key-Worker 9 suggested that this deeper and more emotionally focussed level of
the relationship failed to develop because of stereotypical attitudes associated
with her professional group:

‘I think a bit of it, I suppose, is perceptions of social work as well, you know, for
older people who may be a bit anxious about the level of control you want to take
off of them to some extent. You know, this vision of short term, coming in taking
over and, you know, moving people towards nursing home rather than
supporting them in the community and that’s a, those sort of perceptions are

harder, it takes a lot of time to build (or) to reduce those.’ (Key-Worker 9)
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The ability to view a key-worker as either a friend or relative was considered to
present distinct advantages, particularly in terms of being able to communicate
on matters wider than the immediate needs of their dependant. This ability has
already been identified within the preceding major category’s substantive code
‘Enhanced Relationship Properties’. Here the corresponding data category,
‘Deep and Meaningful Communication’ (Table 3), highlighted how carers
genuinely felt that they had a significant ability to communicate in depth with the
professional on matters that concerned them most:

‘... in a way he's like one of the boys (sons), he’s like one of the family now,

cause we talk about everything, not just Alzheimer’s...’ (Carer 5)

‘And it's really important that he can get to a stage where you can feel free to

talk to him.’ (Carer 17)

The following carer made clear, as identified within the preceding major
category’s substantive code, ‘Enhanced Relationship Properties’, where the data
category ‘Deep and Meaningful Communication’ (Table 3), suggested what it

would mean not to view the key-worker in such an intimate way:

‘I probably wouldn't speak to her. I'd maybe hold back a wee bit more. I'd

probably speak to her as I do my GP.’ (Carer 15)
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A further dimension to this concept of adoption appeared when the following
key-worker made an association between the carer and his own father. A
realisation that his father could share a similar circumstance at some stage with
that carer meant that he became even more motivated to fully help the carer.
Viewing the carer in this way ensured that he dealt with the carer’s needs with

the an increased level of consideration and priority:

‘... just when you go in to see people and you think, that could be my dad, you
know. ' (Key-Worker 3)

The literature failed to reflect this phenomenon of adoption associated with the
Carer/Key-Worker relationship but did supported the need for more intimate
communication being necessary for a positive and productive relationship.
Moore et al (1993) pointed out that carers needed to communicate on matters
more particular to themselves. Significantly they also stated that the dementia
carer required to be fully involved in all aspects of decision making around their
dependant and had an important part to play in informed choice. They further
added that the carer required having their own issues taken account of by their
associated professional.

Carer Expresses Sympathy and is Protective of the Key-Worker

Working together in this more intimate and informal manner also carried with it
a potential to inhibit key-worker effectiveness, particularly their ability to
communicate more deeply and openly. The following carers actually expressed

genuine concern, as well as a degree of sympathy, for their key-worker:
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‘... 1didn’t go into personal problems or anything like that, I felt it was unfair to

put them on to her (key-worker), it’s not her job.’ (Carer 4)

‘They have a routine and a day they'’re busy, he’s not the only patient they’ve
got... (key-worker) comes in and finds someone she can’t communicate with, (it)

must be hard for her, she doesn't find that with me, I never shut up.’ (Carer 10)

‘... she must come in some days and think, what have I come here for? ...(the)
job they do to be honest, I mean 1 wouldn’t be a nurse for anything... I don’t
know, I really depend on her, I don’t know whether I should depend on her as

much as what I do, but maybe it’s unfair to her, I don’t know.’ (Carer 15)

It was clear that such perceptions held negative consequences by presenting a
barrier to the more open communication considered desirable within the previous
major category, a risk already indicated by Carer 4 above. The following carers

were even more defensive and indeed somewhat protective towards the key-

worker:

‘A friend of mine says community psychiatric nurses have a great job, they just
go in and sit in people’s houses. But that’s how she thinks of them... That was a
remark that really annoyed me... they don’t seem to realise how much support
you get from a short visit. Whether it’s ten minutes or whether it’s a phone call,

even a phone call can be a big help.’ (Carer 15)
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‘She suggested respite to (husband). (Husband’s) first word was no I won’t, he
was always a stubborn old so and so... she really has done her best, so if you're

looking to see what (Key-Worker) has done, she’s done her best with him.’

(Carer 10)

For Key-Worker 10 the above carer’s attitude was surprising in terms of
identifying that the key-worker was frustrated over the lack of a positive
response to her suggestions for additional support. Her lack of unawareness at
being appraised in this way by the carer links this aspect to the preceding major
category’s substantive code ‘The Determinants’. Here the associated data

category, ‘The Need for Shared Respect’ highlighted this issue (Table 3):

‘... that's strange she picked that up because, thinking about it at times I was
[frustrated that she won'’t, for example, take (patient) along to the diabetic clinic

with her, and I was sort of say(ing) that to her.’ (Key-Worker 10)

Adams (1999) cautioned that partnership between professional and carer could
carry negative connotations for the dependant in that their power could be
diminished as a result of the professional focusing too heavily upon the primary
carer. He claimed that, as a result of the pessimism that surrounded the
effectiveness of therapeutic interventions for dementia, the professional tended to
focus upon the primary carer to the exclusion of the dependant. Brown et al
(2001), in contrast, stated that a demonstrable acknowledgement and
appreciation of the carer was essential for the development of a partnership

between professional and carer. Walker et al (2001) considered that promoting
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partnership with the carer and the professional would lead to better
communication of care requirements and thus lead to an improved quality of
care. In their qualitative study of dementia carers they concurred with the
tendency on the part of the carer to show a sympathetic understanding for the
key-worker’s situation. They stated that the carer was realistic in what they
expected from the key-worker and responded with gratitude rather than anger.
This was a result of the carer directing responsibility for any inadequacies in
service provision at the care organisation rather than individual professionals

who, they considered, were doing their best.

The concern expressed for professional staff by carers was also identified within
a study conducted on younger people diagnosed with dementia where difficulties
faced by doctors who failed to make a correct diagnosis on the dependant was
viewed sympathetically by the carers (McErlean 2001). Despite the strength of
concern expressed by carers, and the view expressed earlier by Moore et al
(1993), Lelliott et al (2003) remained convinced that carers were still excluded
from decisions regarding care planning. While this view was derived from a
fairly wide UK study, it was not particularly focussed on dementia carers but
rather on those that had dependants with a severe mental illness, generally. It
was not fully clear from the paper if dementia was an included diagnosis and this
omission, along with the rather brief presentation of the method, made a

judgement on the quality of the findings rather more difficult.

As indicated within the preceding major category chapter the substantive code

‘Enhanced Relationship Properties’ highlighted the ability to communicate more
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freely with the professional and was an indicator that a significant level of trust
was established (Table 3). This sense of trust improved the carer’s ability to
communicate with the key-worker at a more open and meaningful level therefore

links this data category to the preceding major category:

‘I believe he (carer) was, if he’s more trusting he’s more willing to tell you things
that he would maybe hesitate if he hadn’t known you... or was quite untrusting of

you...’ (Key-Worker 6)

‘I think again it's just trying to get their (carer’s) trust... and pick common

things, things of interest to them and not just dementia.’ (Key-Worker 12)

The following carer also expressed how the closeness she felt for the key-worker
was a real source of confidence for her, similarly linking this data category to the

preceding major category’s substantive code ‘Enhanced Relationship Properties’:

‘... I think it’s just in (the key-workers) make up, as I say right from the first time
she ever came she was somebody who I could accept she just, it’s obviously her

manner, her way of treating you, of speaking to you, that you just get confidence
from her.’ (Carer 8)

Key-Worker as a Partner in Caring: a friend with knowledge

Carer 17 clearly saw a benefit in having the key-worker as a ‘friend’ which she

considered held an additional advantage over other friendships held. Having a
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friend in the key-worker carried with it the real benefit of having expert

knowledge freely available, a perception also shared by her key-worker:

‘He’s just a big (friend), the way he comes into your house with knowledge.’

(Carer 17)

‘But they still have this knowledge part, you are a friend for, a friend but a
Jriend with assets.’ (Key-Worker 17)

Other key-workers described the relationship more in terms of remaining a friend
to the carer but importantly not losing sight of the professional nature of their
input. This comment suggested a tension between this more informal
interpretation of the relationship becoming influenced by the more formal

professional and authoritative approach, reflected within the first substantive

code within this major category (Table 4):
‘I think you 've got to, I think you've always got to make the right decision based,
your decisions (have) always got to be on professional based reason, em because

you 've always got to back it up.’ (Key-Worker 1)

‘I think he (saw) me as a friend but I think he also, at the end of the day, he knew
I was a professional.’ (Key-Worker 11)

The following key-worker captured this tension between the ‘Knowledgeable

Professional Exercises Control’ substantive code and the ‘Working Together: A
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Therapeutic Alliance’ code by highlighting that the key-worker possessed an
ability to fluctuate from an informal level of involvement to a more formal,

professionally focused, intervention style:

‘l suppose that’s where the line is drawn between a friend. What we are, it’s just
a slight cant towards professionalism. Always, I hope, because I would say that
any nurse that hadn’t got that had failed. If you don't have that professional
cant then you probably aren’t doing your job right. You've slipped from a kind
of therapeutic role into a social one. I think that’s the skill of this job is to be
able to move often, in one visit, from a very social element to the visit and we can
talk about Christmas and what we 're getting the weans and move into something
really personal... You seem to be talking about really something quite tense and
the next minute you're having a sip of tea and talking about the price of milk. So

it can go out and in the different layers quite subtly through the course of an

interview' (Key-Worker 16)

Peplau (1952) developed a theory of psychiatric care built around therapeutic
interpersonal processes between the professional and the mental health patient, a
model that remains widely adopted within contemporary mental health care
practice. Within her theory, Peplau considered that the health care professional
adopted a number of roles during his/her professional interactions, one being that
of surrogate (Aggleton & Chalmers 2000). As already highlighted within my
study, the professional (key-worker) was considered by some carers to be likened
to a friend or family member, roles that could arguably be viewed as being

similarly surrogate ones. While this seminal work of Peplau focussed upon
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patients/clients. 1 felt it was necessary to consider her theory here in order to
provide a further insight and dimension into the key-worker role, given the
absence of any similar carer literature. Pearson et al (1996) also described a
surrogate role that involved the professional being perceived as a mother figure.
Here the patient was required to gradually move away from this perception, as
they became increasingly more independent. Therefore, by adopting the
professional into such a family role, an unhealthy dependency could be created
and, if this perception became protracted, it required to be rigorously addressed

in order to ensure a more therapeutic outcome.

Jackson & Stevenson (2000) also recognised this changing level of the
professional role but, unfortunately, again only associated this with patient/client
involvement. Their UK study used an effectively designed Grounded Theory
approach aimed at identifying why people needed mental health nurses. A rather
large sample group (92) was utilised which was understandable given that the
data was collected using focus groups involving between six and twelve
participants all drawn from a of variety sources. Its findings were important to
consider as this study provided some insight into how the professional’s role
could adapt within the care setting. Jackson & Stevenson (2000) described how
professionals moved through a continuum involving different levels of
knowledge and power, differing approaches to the use of language and to the use
of time. These three levels they entitled ‘the three me’s’. At the most informal
level, ‘ordinary me’, the professional shared more intimate knowledge with the
patient and exercised any control through a position of friendship. This level

involved a lay friendly language style and informal contact by the professional.
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The second level was entitled ‘pseudo-ordinary/engineered me’ and involvement
was described as semi-structured and the depth of knowing described as semi-
intimate. Here control was exercised through deliberate self-disclosure and a
language style was adopted that incorporated more professional concepts that
were recognisable within everyday communication. The most formal level was
‘professional me’ where the depth of knowledge was more distant from the
patient’s understanding with a highly structured professional involvement. Here
power control was centred upon professional status with a language style that
was heavily jargonised. One conclusion drawn from this study was that
psychiatric nurses had to establish and sustain friendly relationships with the
patients/clients that were more intimate and went beyond a level of closeness that
was customary. Indeed, Jackson & Stevenson (2000) claimed that nurses were
more likely to prefer this ‘friendly professional’ status as it gave them an ability

to more easily move between the more intimate and more distant professional

role.

The following key-workers, however, warned that having an intimate
involvement with the carer also carried with it professional and ethical costs in
terms of creating a dependency that would require to be broken at some future

stage, a viewpoint already raised by Pearson et al (1996) earlier:

‘... the fact is that one day em, probably in the next month or two I'll probably
discharge (husband) and (carer). You could say there’s no need for CPN
(community psychiatric nursing) input, that would maybe be debatable, em

continued support maybe is a big role, but the demands on the service could be,
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if I was doing that for (husband) and (carer) long term I would be neglecting

other people.’ (Key-Worker 3)

‘It's you (that) are in some ways certainly breeding dependency which is a
problem, but I think there is always going to be an element of dependency.’

(Key-Worker 6)

‘... this is going to come to an end at some point, that’s going to be incredibly
hard, that’s like saying to my pal I'm leaving you but there'’s no reason for it
what-so-ever except see you later. You know that makes me query how’s that

woman (carer) going to feel, do you know, at the end of all this.’ (Key-Worker 8)

Peplau (1994) believed it difficult for professionals to avoid communicating with
patients/clients in a manner similar to how they spoke with family and friends.
The professional had to stop and listen to how they communicated in order to
determine their therapeutic appropriateness. She considered that ‘a modicum of
detachment’ was necessary for the professional but also acknowledged that,
given the nature of psychiatric work, without self-discipline on the part of the
professional the ability to achieve and maintain such a level of detachment would

prove almost impossible. Having explored this aspect of professional closeness
she concluded:

‘Professional closeness is an essential element in nursing situations. It is

therefore incumbent upon the professional to be aware of its essential
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characteristics and to be able to formulate these characteristics and know their

meaning in nursing practice.” (p.230)

She argued that professional closeness involved a complex set of behaviours
taught within an educational context and differed from other forms of closeness
such as ‘physical closeness’, ‘interpersonal intimacy’ and ‘pseudo-closeness’.
Professional closeness had several points in common with physical closeness and
interpersonal intimacy however, within professional closeness; the focus was
exclusively on the interests, needs and concerns of the individual patient/client.
The professionals remained aware of their own needs but kept these detached

from those of the person receiving care.

The ambiguity surrounding the professional’s relationship with the carer was
raised by Twigg & Aitkin (1994) who expressed difficulty in classifying their
relationship as being one of caring. This view suggested a further link between
this substantive code and the preceding one, ‘The Knowledgeable Professional
Exercises Control’ (Table 4), where the question of ‘who the professional was
there to care for’ was highlighted. Woods & Watson (2000) also recognised this
ambiguity surrounding the professional’s role and considered that the potential to
create an unhealthy dependency was a real risk that could lead to a conflict of
loyalty for a key-worker. They concluded that if the professional was there
primarily to support the carer then that is where their loyalty should lie and they
should consequently reassign the dependant’s care to another organisation. As

discussed within the preceding major category, I once again question this need to
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view the dependant and carer as separate entities if the latter required additional

or particular help and support from their key-worker.

The following key-worker raised a further factor that made a close relationship
potentially problematic. She believed that on occasion it may prove necessary
for the key-worker to challenge the carer’s decisions and practices and that an

inappropriately close allegiance might undermine this ability:

‘The reality of it, and I think for carers, we have to be mindful sometimes we
have to challenge as well. You know it may not necessarily be the interests of the

carer and the person they’re caring for might not be mutually compatible you

know. ' (Key-Worker 9)

Certain key-workers considered that if their relationships were to be perceived as
being inappropriately close by the carer, then they were demonstrating an

inequity of care provision when it came to other needy carers on their caseload.

‘I would hope that my relationship was the same with everybody else, you

know... (I) don’t treat (Carer) any differently than any of the rest of my clients.’
(Key-Worker 14)

A final potential problem associated with the close care/key-worker relationship
involved the key-worker’s standing with colleagues. If perceived as being too

close to the carer, the key-worker’s professional objectivity might be considered

compromised:
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‘I think I get the distinct impression, certainly once or twice, that the GP’s tone
has been very final. And I've certainly come off the phone, going back to what
you were saying, and feeling a wee bit of a loss or disappointment. Which,
perhaps, 1 should be a wee bit more objective and a wee bit more professional in
these situations, where as the GP says move on to the next thing, but I think |

certainly sensed that certainly from the GPs anyway.’ (Key-Worker 18)

The following key-worker considered that to work positively and productively
with the carer required a sense of partnership that prevented the relationship

being unhealthily close, or where either party more formally dominated the care

scene:

‘She, you know, she feels there’s things that as if it’s just as important she gets
him out, she tries to do as much as much as she can, and to me that’s what I try
and do as well, so yeah that’s, you know, going back to the two of us having a

partnership, that's when I say a partnership okay so, and it’s nice to see.’
(Key-Worker 5)

The partnership discussed here blended the more positive aspects from preceding
substantive codes, already discussed within this major category, into a healthier
and more productive therapeutic alliance between the carer and key-worker.

This carer also shared the above key-worker’s perception of partnership:
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‘Well we're both caring for the same thing, working to the same end
hopefully...so we're all walking down the same path then that’s got to make

everything a lot easier.’ (Carer 7)

Those diagnosed with dementia, and who lacked social support within the
community, presented a significant burden to service providers (Draper 1990).
Seaborn (1992) went further when she stated that without the involvement of
carers the health care and social care services would be overwhelmed. Walker et
al (2001) investigated what constituted a satisfactory level of carer involvement
and considered that this varied from individual to individual. What was
fundamental was that both parties discussed and negotiated a framework that was
mutually comfortable, agreed on the principles of good practice and, finally,
received overall support from the organisational and professional structures. The
literature demonstrated appreciation of the development towards a state of
partnership between the carer and their associated professional (Greenwell 1995;
Clarke & Heyman 1998; Shepherd 1998; Armstrong 2001; Walker et al 2001).
Following a review of the literature prior to presenting a small pilot study
investigating dementia carers as equal partners with professionals, Simpson
(1997) pointed out that most of the dementia literature around partnership
focused on the patient and not the carer. Woods & Watson (2000) expressed the

belief that such a partnership could be effectively formed but only when the

professional both listened to, and learned from, the carer.

The Department of Health have, while emphasising the important need for ‘inter

professional collaboration’, instructed that carers of mentally ill dependants
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generally had to be involved in any care programmes devised for their dependant
(Ham 1988). This carried the additional requirement that carers had to be fully
involved in any assessment process and the given choice of where and when
assessment took place. They had to know what was happening during the
assessment while being encouraged to include within it as much detail of their
own perceptions and difficulties as was possible (Woods & Watson 2000).
Goulbourne et al (2002), as already discussed earlier under the ‘Key-Worker
Availability’ data category’ (Table 3), stated that the carer greatly benefited from
having their efforts validated by the key-worker. This, they claimed, was
brought about when the carer became involved in the care planning process, and

that the carer must be involved whenever the review of such care programmes

was undertaken.

Developing a partnership was not easy and carried with it ‘complex and subtle’
demands. In order to enhance this process the health care professional required
to be both appreciative of and open to the limitations of care services. In
addition, the professional had to point out any uncertainty surrounding solutions
for carer difficulties and respond to their ‘expressed needs’ (Department of
Health 1994). Partnership between the professional and carer was considered
essential for effective and collaborative involvement, and no one person should
be viewed as more important than another (Walker et al 2001). Dewar et al
(2002) considered that partnership for the carer extended beyond the key-worker
to include several professional groups, and where professionals valued the
carer’s expertise and knowledge ‘appropriate, manageable and supported’ care

was assured. Such a partnership entailed the professional ensuring that carers
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were asked if they wished to be involved in care, were involved in any decision
making and held an expectation that the professional would understand if they
wanted someone to support them. Such support could, for example, either
involve a family carer or a carer support group. Dewar et al’s (2002) findings
derived from a small qualitative UK study that gathered data via focussed groups
involving dementia carers. Unfortunately the authors failed to clearly describe
and explain the nature and design of the study, nor the process of analysis, which

compromised the reader’s ability to adequately judge the quality of the findings.

Some carers within my study demonstrated a willingness to be involved more
directly in all aspects of their dependant’s care. This carer clearly articulated this
desire and certainly she saw herself working alongside the key-worker in the

management of her husband’s medication:

‘Oh yes, well we've got a bit each, he does the Risperdal and I do the largactil

(laugh), we work it between us.’ (Carer 17)

While this key-worker viewed their partnership, not as an equal one but,

surprisingly, as one in which the carer was more in command:

‘Again I think with (carer) also, she’s very much a partnership, but with (carer)

pulling the strings as it were, you know.’ (Key-Worker 18)

Powel-Cope (1994) argued that partnership required a mutual exchange and that

there had to be a respect for both lay and professional forms of knowledge
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necessary when caring for a person with dementia, a point already discussed
within the preceding substantive code ‘The Independent Carer’. Clarke (1999a)
highlighted a number of factors that inhibited a constructive partnership between

a professional, a carer and a dependant. These included:

e Power through knowledge whereby the professional’s (cosmopolitan)
knowledge base usually carried a higher value, or status, over the lay (local)
knowledge base.

e Power concentrated within the professional group demonstrated by the fact
that those outwith the professional health and social care circles were largely
constrained from being able to effect change.

¢ Professional-client relationships traditionally focused only on information
exchange and failed to recognise the context of communication within this
relationship that had resulted in a loss of its potential to provide therapeutic
gains.

¢ Consensus and collaboration viewed as a superficial entity, whereby the need

to forge an agreement was recognised but the inherent agenda rested only

with one of the participants.

Clarke (1999a) also pointed out that this ‘consensus, collaboration and
partnership’ was a complex phenomenon that did not simply happen because of a
policy doctrine, but was wholly reliant upon practice and had to be regarded as
an ongoing process. She cited Robinson & Thorne (1984) who supported the
view that this relationship was a process that evolved and went through three

distinct stages. Firstly ‘Naive Trusting” where the family carer and professional
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did not share a common perspective due to their distinct but interdependent
cultural backgrounds. ‘Disenchantment’ when they realised the diversity in their
perspectives with both parties becoming adversaries and, finally, ‘Guarded
Alliance’ whereby a gradual trust emerged and a mutually satisfying working

relationship then became established.

The Department of Health (1994) advised that nurses treat all people who used
their services as equal partners. An alliance between professional and carer was
an essential element towards more effective care for the person diagnosed with
dementia (Weiler et al 1994). Harvath et al (1994) pointed out that this
partnership was necessary to more effectively deal with longer-term care needs.
They added that when carers had an appropriate partnership with their key-
worker, they would better manage their own care-giving responsibilities. Such a
consensus partnership required an interactive preparation for both the
professional and the carer that built upon ‘adjustment, caring and knowing’ and
involved a judgement on appropriate timing and trust. Failure to do this resulted
in an insubstantial partnership (Hurley et al 1995). Simpson (1997) pointed out
that carers had to be considered service users along with dependants. Barker
(1997) picked up on this theme of the relationships being based on mutual
influence and stated that the reflexive nature of the relationship brought direct
changes to the professional, the person cared for as well as ‘significant others’, a
term suggestive of carer involvement. Barker pointed out the important
distinction that professional caring involved caring with, rather than for, people

regardless of the context of that care. His views, however, were unfortunately
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not derived from any specific research study nor were they focused specifically

upon dementia carers.

Twigg’s (1989) model of the carers’ relationship with the service provider, the
‘carer as co-worker’ model, recognised this partnership between carer and
professional. She considered that while the two caring ‘systems’ between carer
and professional did not link comfortably, the model did encompass the carers’
interests and so maintained their morale. This also, in turn, improved the well
being of the dependant. The nature of the carer’s ongoing needs and changing
educational requirements over their care-giving career necessitated the forging of
much closer partnerships by the associated professional (Keady & Nolan 1995).
Nolan et al (1996b) considered that the ‘carer as expert’ model was most
appropriate within the contemporary care setting. Both of these conceptual
models have inherent within them the principle of working in partnership with
the carer. An important aspect of this last model was that it fully reflected the
reciprocal nature of the relationship between the professional and the carer
(McErlean 2001). Working in partnership with the family was the important and
central tenet associated with the preservation of personhood in the person
diagnosed with dementia. This was a significant factor in offering protection
against the ‘malignant social psychology’ discussed within the preceding major
category (Kitwood 1997; Brooker 2003). While this opinion did not derive from
a specific research study, it was formed following a review of a wide range of

contemporary dementia care literature and therefore worthy of consideration

here.
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Partnership emerged within this substantive code as being a particularly strong
approach that appeared to blend the more positive qualities associated with this
major category’s three substantive codes. These more positive qualities lead
towards a more effective level of shared operational practice. The following
chapter now explores the impact the Carer/Key-Worker relationship has upon the
care-giving environment and the associated experiences of, and responses to, the
delivery of care involving a dependant diagnosed with dementia. It highlights
how the quality and level of operational partnership that exists between a carer

and his or her key-worker can influence these experiences.
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CHAPTER SEVEN IMPACT ON THE WORLD OF CARING

This chapter’s major category and three substantive codes reflected the perceived
‘Impact On The World Of Caring’ for the Carer/Key-Worker working within the
home setting (Table 5). What was of particular note, when one examined these
codes, was the conflicting and somewhat ambiguous way in which the care-
giving experience was interpreted. The experience for the carer supporting the
dependant through the arduous process of dementia appeared complex and
presented the outside observer with contradictory, and at times, paradoxical

accounts of how the caring role was interpreted.

Table § Impact Upon the World of Caring: Codes & Categories

DATA CATEGORIES SUBSTANTIVE CODES MAJOR CATEGORY

e The Emotional Stress
of Caring

e Just Being Able to
Get a Diagnosis

° Expln-gAway
Behaviours THE COSTS OF CARING

o A Failure te
Understand

o Providing Carcis a
True Sacrifice

® Regret for the IMPACT UPON THE
Dependant’s Decline WORLD OF CARING

) Dcwnlvyl’hthg
them into Care THE ANGUISH OF

e The Loss of the Key- | LETTING GO
Worker

e Imvolvement Beyond
Admission or Death

o Simply s Duty to

Care
THE REWARDING
e Caring is a Real

Privilege CARE EXPERIENCE
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For some carers the whole care-giving experience was fraught with tension,
disappointment and dejection, whereas others considered it a development within
their life that had to be accepted as a duty to be borne, or a reciprocal gesture in
repayment for previous services received from their dependant. For others, this
caring responsibility brought with it an intense fear of losing their dependant
either to formal residential care or death, some even feared the eventual
withdrawal of the key-worker. Interestingly, for a few, the opportunity to care
was viewed as a real privilege, one which allowed them to look after the
dependant in a more intimate and self-rewarding manner. The literature
consulted within this category did not always refer to dementia carers but in the
absence of any more specific literature this was considered appropriate in order

to further explore the concepts that emerged.

THE COSTS OF CARING
The Emotional Stress of Caring
The level of commitment inherent within the carer’s role was clearly appreciated

by the key-workers within this study as they voiced their concerns regarding the

well-being of the carer:

‘... and it always comes back to the fact that she has had no sleep, she has been

kept up at nighs with no sleep.’ (Key-Worker 15)

‘It was taking a toll on her, looking after her husband. And she was going to

have to slow down.’ (Key-Worker 17)
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Indeed, even when the professional had to intervene to relieve a serious risk to
the carer’s health, the carer’s commitment was such that they would not easily

acquiesce to such actions, even when this could avert a serious health risk:

‘We had huge problems sectioning’ because this lady wouldn’t give in to the
inevitable, but she couldn’t physically look after him, and since that she has
actually kind of broken down and has got quite depressional about the whole

thing.’ (Key-Worker 18)

The following carer also indicated that in pursuing her caring role she would
overlook her own health needs in order to continue to provide needed care for her
dependant husband:

‘ I've now got angina... and I've had a couple of attacks but I had a bad one and
I was getting put into hospital... I left (husband) in the house because it was an

emergency appointment...I couldnae go (in) to hospital, had to go back up the

road..’ (Carer 17)

Scurfield (1994), in a paper exploring carer’s needs, considered that the costs of
providing care fell into the four main areas; emotional and psychological costs,
physical costs, employment and financial costs, and finally social costs. This
article was not however solely focused upon dementia carers. MacRae (1998)
cited Baines et al's (1991 p.138) view that caring ‘refers to the mental,

emotional, and physical effort involved in looking after, responding to, and

2 Emergency Detention using the Mental Health (Scotland) Act 1984
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supporting others’. Caring for an individual suffering from dementia was
considered to be a complex process that involved not only a great deal of work
for the carer, but also required a range of differing kinds of work (MacRae 1998).
The key-workers’ sensitivity to the level of stress experienced by their carers,
highlighted at the beginning of this data category section, sharply contrasted with
the views of Nolan & Grant (1989). They considered that, due to a tendency to
concentrate upon the ‘dependant’s objective functional status’, the professional’s
input remained largely instrumental. Consequently this led to an inability to
recognise the stresses inherent within the carer’s role. Nolan & Grant, however,
did not specify dementia carers only but suggested that this applied generally to
all carers. Indeed, they claimed that in failing to recognise and respond
appropriately to these stresses, the professionals contributed to an increase in
carer stress levels. This was compounded by a tendency in many carers to
become so preoccupied in their own caring role that they became unable to care

for their own health (Tebb & Jivangee 2000).

Scurfield (1994), in citing Gilliard et al’s (1984) study, highlighted how levels of
stress and distress suffered by the carer led to higher psychiatric morbidity in
carers. Within the literature there was widespread evidence of the link between
dementia care giving and adverse psychological/emotional consequences
(Brodaty & Hadzi-Paviovic 1990; Keady & Nolan 1995; Donaldson et al 1998;
Bruce & Paterson 2000; Clyburn et al 2000; Tebb & Jivangee 2000; Zarit &
Leitch 2001; Aggarwal et al 2003; Marriott 2003; Thomson et al 2004). Within a
review of research studies associated with the impact of dementia on carers,

Donaldson et al (1997) found that throughout the literature the terms ‘burden’,
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‘caregiver strain’ and ‘stress’ were all used to describe the same concept. These
researchers, however, pointed out several limitations to their review including
potential sampling bias within the studies selected, variation on the definitions of
variables and an absence of critical examination of the findings within some
studies. Allen (1997), within an article not specifically focused on dementia
carers, considered that all carers were the ‘corner-stone of community care’ and
their care involved a ‘24-hour burden with serious, often unacknowledged,
consequences’ (p.34). She stated that carers were rarely perceived as ‘people in
their own right” and if not so addressed, were vulnerable to becoming a mental
health statistic. A study by Pickard & Glendinning (2001), exploring dem